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Preface

As the population grows older, dementia becomes
more noticeable in our society. Most of us sooner
or later have to deal with dementia in our close
environment or personally. Although there are
some promising reports of decreasing incidence,
prevalence is on the rise, especially in low- and
middle-income countries. Surveys tell us that cog-
nitive decline is the biggest concern among older
adults. Both the unfamiliar realm of dementia and
the prospect of losing one’s cognitive abilities are
terrifying. Most people fear to lose themselves and
their dignity. People are afraid of not being taken
seriously anymore, of being pushed aside in
society. Such feelings express the imminent degra-
dation of the very essence that a society stands for.
The word ‘society’ comes from the Latin word
societas, which is derived from the noun socius,
meaning ally or friend, and describes a bond
between people. Society is about living together
as prosperously as possible. Of course, by the
nature of their condition, persons with dementia
are at higher risk of losing connection with the
community they belong to and vice versa. To
mitigate the risk of alienation and to safeguard
the well-being of humans with cognitive impair-
ment and their caregivers, society must consider
how its policy and organization can best be tai-
lored to the needs of people with dementia. This
requires deep reflection on a range of topics:What
defines dementia? Does the meaning of dementia
depend on the perspective taken? How is demen-
tia perceived in our society? Do portrayals of
dementia affect persons living with dementia?
How is dementia experienced and how does it
affect relationships with others? What determines
quality of life for persons with dementia? Can
people with dementia still have a meaningful
life? How to create a supportive and safe environ-
ment, when to decide on future care decisions and
how to organize and finance care? Obviously these
questions can only be answered by bringing

together expertise from different disciplines,
which was the set-up of this book.

Metaforum
This book is part of an initiative of the University
of Leuven (KU Leuven) called Metaforum.
Metaforum is an interdisciplinary think tank
that brings together Leuven academics and inter-
national colleagues to reflect on societal themes.
Its mission is to make the wealth of scientific and
scholarly expertise on pressing societal issues
available to policymakers and the general public.
In 2018, a working group on dementia was
launched, assembling KU Leuven scholars and
international experts with an interest in dementia
from different fields, including medicine, biology,
psychogeriatrics, epidemiology, nursing, social
law, economics, social psychology, human move-
ment sciences, moral philosophy, architecture
and literary studies. This initiative was sponsored
by Opening the Future, a philanthropic campaign
at KU Leuven targeting neurodegenerative dis-
eases. The gathering led to a series of animated
interdisciplinary discussions and lectures on var-
ious topics related to societal aspects of dementia.
The fellows consented to share their ideas in the
form of a book that reflects Metaforum’s way of
working – that is, offering different perspectives
on themes raised by the experts rather than aspir-
ing to an exhaustive account on the consequences
of dementia for the community. In general,
choices were based on a common interest of scho-
lars from different disciplines who participated in
the discussions, the feeling that the topic required
an interdisciplinary approach, and consensus
among the fellows that the topic was timely and
of interest to a broad audience eager to learn
about societal aspects of dementia. Accordingly,
most of the chapters are the result of intensive
crosstalk between a group of authors of different
disciplines and include different points of view.

ix
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Audience
The book targets a broad audience of profes-
sionals working in the field of dementia, aca-
demics, students and lay readers with an interest
in dementia, as well as policy advisors and repre-
sentatives from politics who want to learn more
about the impact of dementia on society and its
citizens and good ways to deal with it.

Flow
All chapters stand on their own and can be read
separately depending on the interest of the reader.
For the reader new to the field of dementia, or
with a more general interest in the topic, we
ordered the chapters so that the reader’s view on
dementia gradually broadens as the book pro-
gresses. Although most chapters focus on
a specific topic or perspective, they also contribute
to the understanding of other topics or perspec-
tives on dementia.

A clustering principle that we loosely kept in
mind after introducing the origins of the concept
and public perception of dementia (Chapters 1 and
2) was moving from the micro level – that is, the
person with dementia (Chapters 3–5) – to themeso
level – that is, close environment (Chapters 6 and
7) – and the macro level, corresponding with
society and public policy (Chapters 8–14).

Brief Outline
To familiarize the reader with the concept of
dementia, we describe in Chapter 1 the history
and current definition of dementia and give an
overview of perspectives on dementia beyond
the biomedical approach. We discuss several
psychosocial models as well as anthropological,
societal and political views on dementia. In
Chapter 2, complementary to Chapter 1, we offer
a sociocultural perspective on dementia and
explore the history and meaning of the stigma of
dementia as well as how dementia is portrayed in
language, media and literature. In the three fol-
lowing chapters, we discuss how dementia affects
the person living with it. In Chapter 3, we discuss
from a philosophical perspective how the dignity
of persons with dementia can be respected, even if
dementia affects identity, autonomy and person-
hood, and we confront this philosophical analysis
with juridical and clinical reflections. In
Chapter 4, we argue that meaning in life matters

for persons with dementia and is an important
determinant of well-being. In Chapter 5, we
examine what quality of life, as the main outcome
of care intervention, represents, how different
measures reflect different conceptions of well-
being and how these cover what people with
dementia find important in life. In the next two
chapters, we discuss how dementia affects rela-
tionships and informal carers as well as the sup-
port provided to deal with it. Chapter 6 focusses
on partner relationships, from the perspectives of
both the person with dementia and the partner.
We examine how dementia affects relational roles,
intimacy and sexuality. In Chapter 7, we describe
the characteristics of informal care and evidence-
based interventions to support caregivers. Next, in
Chapter 8, we discuss psychosocial interventions
that could mitigate the risk of developing demen-
tia, followed by a description of the principles of
an empowering environment for persons with
dementia and several operationalizations in
Chapter 9. The COVID-19 crisis uncovered
some serious shortcomings in the way care is
organized for people with dementia, which are
addressed in Chapter 10. In Chapter 11, we dis-
cuss participation and inclusion of persons with
dementia, both from a human rights and ethical
perspective, and in Chapter 12, the specific issue
of end-of-life decisions. In Chapter 13, we turn
theory into practice by discussing the specific case
of driving in dementia, illustrating the delicate
balance between individual freedom, social inclu-
sion and public safety. Finally, in Chapter 14, we
discuss the economic consequences of inclusive
policies and care initiatives that improve quality
of life of people with dementia.

Cross-links
There are many connections between the different
chapters, leading to complementary insights on
various topics. Let us illustrate this point by
focussing on one of the book’s central themes –
namely, social inclusion as a means to improve the
quality of life of persons with dementia. In
Chapter 1, we introduce the person-centred care
model, which is about knowing the person
through interpersonal relationships and actively
involving persons with dementia in social life,
searching for sources of fulfilment or meaning,
and being aware of disempowering communica-
tion strategies in social interactions with

Preface
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broad negative effects. The latter includes discri-
minatory attributions of the general public, called
public stigma, that hamper integration of persons
with dementia, which we discuss in Chapter 2. In
Chapter 4, we argue that experiencing meaning in
life, which is frequently related to having social
connections, strongly contributes to well-being in
dementia, and that people with dementia are still
able to indicate what the sources of meaning are in
their life, even in advanced stages. However, creat-
ing togetherness and finding shared meaning in
relationships and activities is challenged by
dementia and also dependent on the well-being
of caregivers, as discussed in Chapters 6 and 7
respectively. In Chapter 9, we discuss how the
organization of both the physical and social envir-
onment canmaximize social inclusion and quality
of life, and in Chapter 10, what detrimental effects
disruption of this empowering environment can
have, which became dramatically clear during the
COVID-19 crisis. Although the effects of loneli-
ness and lack of social engagement on well-being
and cognitive outcome have been well known to
the field for many years, the COVID-19 crisis
clearly exposed the negative consequences of
social isolation and demonstrated the necessity
of good psychosocial care for people with demen-
tia. The presence of such negative psychosocial
factors may even increase the risk of developing
dementia, as discussed in Chapter 8. Finally,
Chapter 14 shows that there is a clear association
between some of the factors that negatively impact
social inclusion and socio-economic status,
leading to inequality in health at old age. Thus,

throughout the book, different perspectives com-
plement each other, creating a multifaceted view
on social inclusion and on other themes that are
important for living well with dementia.

Rational scientific language is not adequate to
capture all the different dimensions of the experi-
ence of persons with dementia and of the persons
interactingwith them. That iswhywe have included
in the book some selected poems that have the
power to touch more directly our emotions.

Clearly, we took advantage of the many inter-
actions between the experts during the meetings
organized by Metaforum. We also believe that
many authors were inspired by the interdisciplin-
ary discussion during the writing process.
Nevertheless, despite the high interrelatedness of
the contributions, we found it challenging to
bridge the gaps between theory and practice and
to really integrate the viewpoints of the different
disciplines. We strongly feel that this book is not
an end point, but rather an attempt to find
a common language between various disciplines
which is an indispensable first step to address
a complex problem such as dementia. We hope
that this book will be a source of inspiration for an
integrative policy that aims for a better life for
people with dementia. We also hope that it
becomes increasingly clear to the reader, as it
became to us, that improving the lives of people
with dementia is a collective responsibility.

Mathieu Vandenbulcke, Erik Schokkaert and
Rose-Marie Dröes

Preface
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Then it was autumn.

Carol Frost

Each morning she would rise and dress
and walk out the back door where orange rounds
hung from boughs – breasts, big acorns, eggs, jewelry bags?
She waited, she told me, for the right word
to come back to her. Maybe she stood on the patio a few minutes
or hours. The closing click of the door behind her
made her look back, and she stepped inside.
I don’t think I believed her then. The weeks passed,
the months, then her forgetfulness blended with angers,
as if red wild bees were knocked from large red blossoms
by witches. When she began her wandering
along cracking pavement, by blank billboards, toward lights
that in the distance must have seemed mythic (or she slept,
intent on making time go away, like a vagrant),
then I felt hushing in her before, by dark severance,
flesh no longer could feed the sweetest mind.
Honeycomb, goddess, death, fate, and the human heart,
they lived in her until too many of her words
flew like birds of the muses away, so few at first
that their disappearance didn’t much matter.

‘Then It Was Autumn’ from Honeycomb: Poems by Carol Frost. Copyright © 2010 by Carol Frost.
Published 2010 by TriQuarterly Books/Northwestern University Press. All rights reserved.

Reprinted by permission of Northwestern University Press.

xii
https://doi.org/10.1017/9781108918954.001 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.001


Chapter

1
Different Perspectives on Dementia
Lies Van Assche, Martin Rossor, Constantine Lyketsos, John Keady
and Mathieu Vandenbulcke

1 A Brief History of the Concept
of Dementia

1.1 Earliest Historical Traces of
Dementia
The earliest references to dementia were discovered
in an ancient Egyptian text written in the twenty-
fourth century BCE. Even though it is not a medical
record, the text describes clearly in hieroglyphs the
situation of Ptah-Hotep, whowas a vizier during the
Fifth Dynasty of Egypt. According to the text, Ptah-
Hotep spent every night becoming more ‘childish’.
His inability to remember yesterday was also noted.
Progressive behavioural changes as well as memory
decline suggested that Ptah-Hotep was developing
a dementia syndrome [1]. Ironically, he was highly
esteemed for writing maxims, early Egyptian ‘wis-
dom’ literature, that instructed young men on
appropriate behaviour and promoted self-control
instead of childishness. The next identified refer-
ence to dementia or mental decline in old age was
in the writings of classical authors.

1.2 Transition from Age-Related
Senility to Dementia
Papavramidou [2] studied ancient Greek and
Byzantine writings from the seventh century

BCE up to the fourteenth century CE in order to
examine how people viewed ageing, senility or
dementia in the classical era. She studied literary
texts as well as scientific manuscripts and con-
cluded that the history of dementia may be
divided into two periods distinguishing between
different types of ontologies associated with men-
tal decline, the period before and after Posidonius
in the late second to the early first century BCE
(see Figure 1.1).

In the first period, authors mainly refer to
dementia or senility as a condition brought for-
ward by age. Indeed, already in the seventh century
BCE, Pythagoras proposed that old age came with
mental derangement. Specifically, a regression of
mental faculties began at age 60 and by the age of
80 one would have reached a state of ‘imbecility’ or
‘infancy’. Two centuries later, Hippocrates referred
to a similar phenomenon using the term ‘morosis’
(becoming a child) as a decline in the intelligence
associated with ageing. Plato and Aristotle
explained this decline as a result of bilious
‘humours’ or excessive black bile that was trapped
in the body in old age and hence led to forgetful-
ness and reasoning problems.

However, in the second period, starting with
Posidonius in the late second to the early first
century BCE, there was a differentiation of
the medical ontologies relating to dementia.

7th century B.C. 5–4th century B.C. 4th century B.C. 2–1th century B.C. 1–14th
century A.D.

GalenPosidoniusPlato/AristotelesHippocratesPythagoras

Figure 1.1 Scholars addressing senility and dementia in the Greco-Roman period
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Posidonius was the first to separate dementia
due to old age (‘leros’) from dementia due to
other causes (‘morosis’). In a similar vein, Cicero –
second century BCE – noticed that not all older
people developed ‘senile imbecility’, only the
‘weak’. According to him, an active mental life
could offer the possibility of postponing senility.
In the centuries that followed, many causes for
dementia were described. Galen in the late first to
the early second century CE clarified that a little
humidity adding to cold in the brain was the main
reason for morosis, as this mixture leads to inertia
of the brain. Aretaeus in the second century CE
referred to morosis occurring when melancholia
aggravates. Psellus in the eleventh century and
Actuarius in the thirteenth to fourteenth century
CE wrote that cold and humidity specifically affect
the ventricles of the brain, thus causing morosis.
These concepts and ideas were maintained for
several centuries as during the ‘dark’ Middle
Ages, advances in understanding of dementia
halted abruptly. Even though people were undeni-
ably afflicted by dementia in this period, no rele-
vant written sources are known.

According to Berchtold and Cotman [3], the
next notable step in understanding dementia after
the classical period was taken in the early 1600s
during the Enlightenment. The English philoso-
pher Francis Bacon wrote a book entitledMethods
of Preventing the Appearance of Senility in which
he noted that old age is the home of forgetfulness.
In the second part of the seventeenth century,
different types of dementia were characterized by
Thomas Willis (1621–75), who was the personal
doctor of Charles II. In his book Practice of
Physick, he suggested that dementia might result
from: (1) congenital factors, (2) age, (3) head
injury, (4) disease or (5) prolonged epilepsy.

Only in the eighteenth century was ‘senile’
dementia considered distinct from usual ageing
since the emerging new science of post-mortem
study had shown that people with this condition
had smaller brains than their healthy counter-
parts [4].

1.3 Biomedical Model with Alzheimer’s
Disease as the Public Face of Dementia
In the 1890s, Alois Alzheimer andOtto Binswanger
extensively described the critical role of athero-
sclerosis in the development of brain atrophy and
coincident senile dementia. A decade later,

Alzheimer was the first to discover specific changes
in the brain that might be associated with symp-
toms of dementia. He studied a relatively young
woman, Auguste Deter, who displayed progressive
personality changes, confusion, suspiciousness
towards her husband and hallucinations.
Afterwards, pronounced memory problems
occurred [5]. After her death at age 56, Alzheimer
investigated changes in her brain post-mortem and
found senile plaques that had been observed before
only in older people, and first described neurofi-
brillary tangles. He reported on this in a case study
entitled ‘About a Peculiar Disease of the Cerebral
Cortex’ in 1907 and gave a lecture that received
little attention.

Formost of the twentieth century, Alzheimer’s
disease (AD) was considered a rare condition that
affected mainly younger people and caused ‘pre-
senile’ dementia. Hardening of the blood vessels,
on the other hand, was considered a major con-
tributor to cognitive decline in late life. Moreover,
the causes for hardening of the blood vessels
were sought in the organization of society that
forced seniors to become inactive and isolated.
According to Rothschild and many other psychia-
trists, reduced stimulation of the brain was
believed to result in cognitive deterioration [4].

A shift occurred in the early 1970s when stu-
dies of large numbers of post-mortem brains of
older individuals observed extensive senile plaque
loads that correlated with the clinical occurrence
of dementia [6]. This shifted the field to attribut-
ing senile dementia to ‘Alzheimer’ pathology as
opposed to vascular pathology and brought for-
ward the term ‘senile dementia of the Alzheimer’s
type’, later to be replaced by AD irrespective of
age, although early-onset (i.e. before the age of 65)
and late-onset AD do have some different clinical
features.

While recognition that senile plaques contain
an amyloid protein was first proposed by
Bielschowsky [7], the insoluble nature of the
deposited protein made biochemical characteriza-
tion difficult. With advances in molecular techni-
ques in the 1980s, it was possible to sequence the
amyloid protein and then clone the encoding
gene, the amyloid precursor protein (APP) gene.
The APP gene is located on chromosome 21,
which aligned with the observation that trisomy
21 (Down’s syndrome) individuals universally
develop AD pathology by their early 40s with
most also developing dementia. Subsequently,
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mutations in the APP gene were identified in
autosomal dominant early-onset AD and soon
after in presenilin genes that influence APP pro-
cessing. This led to the formulation of the amyloid
cascade hypothesis that postulated that the
primary pathology is in amyloid deposition,
which then leads to neurofibrillary tangles, synap-
tic dysfunction, neuronal loss and symptoms.
Alzheimer’s disease thereafter remained the
‘face’ of dementia for a long period. However,
increasingly, it has become clear that there are
many ‘faces’ of dementia and many degenerative
illnesses that trigger cognitive decline or beha-
vioural changes and subsequent dementia.

1.4 The Current Definition of Dementia
Dementia is a condition that may be caused by
a wide range of diseases. Specifically, dementia is
defined as a clinical syndrome of global cognitive
decline affecting one or more cognitive domains,
including complex attention, learning and mem-
ory, language, executive function, perceptual motor
function and social cognition. The cognitive decline
is severe enough to cause loss of independence by
impairing the capacity to perform instrumental
and/or basic activities of daily living. Individuals
with dementia may experience difficulties that are
so pronounced that they cannot live independently
and over time become fully dependent on others.

Alzheimer’s disease is the most common form
of dementia, accounting for approximately 60% of
all dementia diagnoses either alone or in combina-
tion [8]. However, many diseases are associated
with dementia. The most recent (fifth) edition of
the Diagnostic and Statistical Manual (DSM-5)
replaces the term ‘dementia’ with ‘major neurocog-
nitive disorder’ (NCD) and also distinguishes
between acquired and developmental NCD,
although many of the conceptual challenges are
common to both [9].

1.5 The Spectrum of Cognitive Decline
In older people, dementia can be conceptualized
as a syndrome encompassing advanced cognitive
and functional decline, representing one end of
a loose continuum ranging from ‘usual’ ageing to
subjective cognitive impairment, mild cognitive
impairment and finally dementia [10].

Usual – as opposed to ‘normal’ – cognitive
ageing is characterized by reduced mental speed
and less working memory capacity, leading to

difficulties in spontaneous recall, less ability to
multitask, slower organization and the appear-
ance of greater indecision. These changes typically
do not interfere with the level of functioning in an
individual and do not cause distress. Subjective
cognitive decline (SCD), on the other hand, refers
to an experience of cognitive failing that is dis-
tressing to the individual. Subjective cognitive
decline is not a universal aspect of ageing, and it
should be noted that many individuals with
dementia do not perceive and are not distressed
by their cognitive impairment. There are several
possible causes of SCD. For some individuals, the
experience of deteriorating cognitive skills might
be a first signal of a pathological process that has
not yet been detected in neuropsychological test-
ing or brain imaging. For others, these distressing
subjective changes may not reflect brain pathol-
ogy, but rather result from a tendency to be intro-
spective or to value cognitive functioning more
than other domains of functioning. For yet others,
this might reflect experiences resulting from
depression, sleep impairments or alcohol use.

Mild cognitive impairment (MCI) is different
from SCD because cognitive decline, beyond
what might be expected from usual ageing, is
present but does not impair functioning enough
to be dementia. These alterations are detected in
neuropsychological testing and others also notice
a change in functioning [11]. Still, a person with
an MCI can function at a high level and continue
to live independently. Clinicians distinguish sin-
gle-domain and multiple-domain MCI, as well as
amnestic and non-amnestic MCI. These all have
different prognoses, although with enough time
most individuals with MCI develop different
types of dementia, which is why MCI is often
referred to as a dementia ‘prodrome’ [12, 13].
For instance, an amnestic, multiple-domain MCI
may result in Alzheimer’s dementia more often
than a non-amnestic, single-domain MCI [14].
In contrast, non-amnestic MCI appears more
likely to be a prodrome for non-Alzheimer’s
dementia.

Dementia, finally, represents the most severe
form of decline, in which a person is no longer
able to function independently, with the term
‘de-mentia’ referring to the loss of mind. As is
common in this ‘medical’ discourse, the most
important discriminator of dementia from MCI
or usual ageing is in the functional and social
domain, referring to the possibility to
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function day to day independently or need support
from others.

While there have been considerable scientific
advances in understanding the pathogenesis of
the several dementia aetiologies, many challenges
remain. First, the distinction between a disease,
referring to the underlying pathology, and
a syndrome, referring to the impact a disease has
on the experience and functioning of an indivi-
dual, often remains troublesome to clinicians as
well as to patients and their families. As a result,
people are unsure concerning the prognosis of
a condition, or which types of symptoms can be
understood as a part of the disease and which
symptoms might represent a psychological reac-
tion to disease symptoms. Another issue is the
current focus on early detection of diseases, even
in the presymptomatic phases. Often, to people in
whom a vulnerability to develop a certain disease
has been detected, such a vulnerability is impli-
citly considered a first stage in the disease process
[15]. Even to clinicians or researchers, this dis-
tinction is not always clear. This may cause unne-
cessary distress, even more so as there is currently
not yet a cure for the neurodegenerative causes
underlying dementia.

To add to the confusion that sometimes arises
from the different names that exist for a condition
characterized by progressive cognitive decline, the
latest version of the DSM-5 has utilized an alter-
native categorizing system to refer to cognitive
impairment [9]. As mentioned earlier, the manual
distinguishes between mild and major neurocog-
nitive disorders corresponding with MCI and
dementia, respectively. Indeed, dementia was
considered as a stigmatizing label that needed to
be replaced by a more neutral reference to the
symptoms that are observed [16, 17]. However,
there was no clear consensus on the use of the
terms ‘major’ and ‘mild’ neurocognitive disorder
[17, 18].

2 Broader Models of Dementia

2.1 Challenges to the Traditional
Medical Model
The development of a biomedical model has cer-
tainly advanced the approach to dementia. In
previous centuries, largely devoid of scientific
medical knowledge, individuals with symptoms

of dementia such as disorientation or hallucina-
tions were at risk of being persecuted for witch-
craft; they were stigmatized and often isolated.
Also, old age was often unconditionally associated
with senility.

Fortunately, biomedical research has enligh-
tened some of the pathogenic mechanisms behind
dementia, hence making it an identifiable disease
that does not warrant punishment or exorcism.
Instead a treatment is required whereby the pri-
mary focus is on reversing impairments by means
of ‘medical-somatic’ therapy or pharmacotherapy.
Still, the application of a bygone biomedical
model aimed at curing impairments caused by
an illness has been limited as there is no cure for
many of the neurodegenerative causes of demen-
tia and quite often there are few effective pharma-
cological treatments of burdensome disease
symptoms such as memory loss and disorienta-
tion [19]. Finally, neurobiological changes can
explain only some of the considerable variety
that is observed in individuals with dementia,
with little conformity to any predetermined stage-
like progression.

Hence, an excessively narrow application of the
medical model risks minimizing the psychological
and social sequelae of the disease, especially its
effects on a person’s experience of and reaction to
certain symptoms. It also carries the risk of limiting
the therapeutic potential of interventions focussing
on the social environment by underappreciating
the role of caregiving in patient outcomes.

Fortunately, in the 1970s, treatments were also
starting to focus on the consequences of dementia,
concentrating on how to deal with impairment,
the reorganization of the living environment
and social environments. Also, psychosocial care
gradually gained importance, defined as the treat-
ment of psychological and behavioural symptoms
that occur when an individual tries to cope with or
adapt to the limitations caused by dementia (see
Figure 1.2) [20–21]. This treatment aims to sup-
port the person with dementia and their family
and thus increase well-being.

2.2 Biopsychosocial Models
of Dementia
A treatment that encompasses all three perspec-
tives and that considers interventions focussed on
cure, rehabilitation and support as complemen-
tary is the biopsychosocial model, which was
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introduced in 1977 by the internist and psychia-
trist George Engel at Rochester University
Medical Center in the USA [22]. He stated that
to understand the full impact of an illness and
treat it adequately, one should not just consider
biological factors, but also personal and social
factors of the individual with the illness.

In the 1980s and 1990s, many researchers
developed biopsychosocial models that focus spe-
cifically on psychogeriatric care and dementia.
A review by Finnema et al. [21] describes among
others the dynamic systems analysis (DSA)
model, utilizing a system-theory perspective in
which complex interactions are emphasized
instead of ‘simple’ and linear relationships.
Hence, treatment of symptoms coinciding with
dementia is based on the understanding of symp-
toms as the result of an interaction between
somatic disease, cognition, personality, commu-
nication, the social environment and life history.
Changes in any of these factors may have
a therapeutic effect by altering the interaction.

Many practical applications exist of such bio-
psychosocial models. For instance, a major success
in the USA is the person-centred, individualized
Maximizing Independence at Home (MIND at
Home) approach, which was developed in 2006 at
Johns Hopkins University; it derives from an assess-
ment of the individual needs of persons with
dementia living at home, along with those of their
caregivers [23–24]. It accounts for psychosocial
determinants of health and behaviour and appreci-
ates the importance of individual psychology in the
development of illness and the central role of non-
pharmacological therapies in improving clinical
outcomes and quality of life. The assessment leads

to a tailored set of interventions to address these
needs using continuously evolving, evidence-based
protocols. The MIND approach has been shown to
delay transition from home to a nursing home,
improve life quality and reduce care burden and
healthcare costs.

Similarly, in the UK, Spector and Orrell [25]
have developed a biopsychosocial approach which
can be used as a tool for understanding individual
cases (see Figure 1.3).

In this illustration, a 75-year-old person with
Alzheimer’s dementia is admitted to hospital as
a result of increased anxiety and the need to con-
stantly be with the partner, who reports a great
care burden. Psychologically, there are events in
the past that cannot be changed. The man lost his
mother at an early age. Additionally, his father
was unable to be responsive and care for his son,
as he was experiencing a complicated grief process
himself. Biologically, AD causes disorientation
and memory problems. Therefore the environ-
ment is often unfamiliar, which causes anxiety,
and the man seeks reassurance through proximity
of carers. At home, this is usually the partner.
Finally, sensory deficits increase feelings of being
isolated and alone. Interventions can be aimed at
reducing this feeling of loneliness and hence
decreasing levels of anxiety. Specifically, proxi-
mity to others may be promoted, and sensory
function may be ameliorated. Feelings of anxiety
may hence be reduced. In some cases, however,
when other interventions appear insufficient,
pharmacological treatment can be indispensable
to alleviate symptoms. The biopsychosocial model
illustrated summarizes the disease process (using
a timeline), fixed and changeable psychological or

Medical
model

Consequences
model

Psychosocial
model

Disease

Impairment

Coping with
consequences

of disease

Cure

Rehabilitation

Support

Figure 1.2 Different
perspectives in the treatment of
dementia [19]
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biological factors. It encourages that dementia is
recognized as something which is flexible, allow-
ing for change, adaptation and improvement. The
discrepancy between potential and actual function
can be diminished, leading to less ‘excess’ disabil-
ity. In some cases, this can postpone institutiona-
lization and promote well-being. Preliminary
research has already shown the benefits of apply-
ing such a model as this leads to a greater under-
standing of individuals with dementia and an
improvement in caregivers’ abilities to develop
interventions. Caregivers also report feeling
more knowledgeable [26].

Obviously, many more approaches in Europe
and worldwide have proven their value as inter-
ventions that successfully concentrate on the
well-being of the individual with dementia and
their caregivers by focussing on disease symp-
toms, consequences and psychosocial factors.
Interestingly, there are also different psychosocial
models used in dementia care, derived from more
general theoretical frames, such as the attachment
theory, psychodynamic models or crisis and
coping models. The majority of the research on
biopsychosocial models in dementia, however,
involves the person-centred approach, originally
introduced by Kitwood [27]. We first discuss the

person-centred approach to dementia care and
then briefly describe some of the other psychoso-
cial models that have been developed.

2.3 Person-Centred Models
of Dementia
I had become the guardian not only of George’s
medical history but also of the story of his life,
a story that was increasingly difficult for him to
articulate and of which it seemed that I alone
knew many of the facts. Experiences, feelings, all
kinds of memories from six decades of lived life,
somehow all this had come into my keeping.

Hadas [28], p. 14

Kitwood [29] proposed an integrative and dialec-
tical framework for dementia. In order to visualize
the model, he used a simple equation:

D = P + B + H + NI + SP

In the equation, D stands for dementia, P for
personality, B for biography, H for physical
health, NI for neurological impairment and SP
for social psychology.

There is a primary focus on the experience of
an individual with dementia. In particular,

Psychosocial fixed factors: Psychosocial treatable factors: Psychosocial interventions:

Making sure that there is
always someone within
sight (e.g. by inviting the
person to come and sit in 
the living room instead of
their own room)

---

-

-
-

-

-

-

-

(Attachment) anxiety as a result of
memory problems and the need to be
reassured by the presence of others

This anxiety can no longer be
canalized by defence mechanism

Death of mother at an
early age

Neglect by father, alcohol
abuse in father as part of
complicated grief

Operation (cataract)

Hearing aid

Allowing more light to
enter the room

Sensory deficits that
cause isolation and
strengthen the feeling of
being alone

Atrophy and hypometabolism of
temporal cortex, resulting from
Alzheimer’s disease and causing
memory problems and
disorientation

TIMELINE
EXCESS
DISABILITY

Potential function Actual function

Biological fixed factors: Biological treatable
factors:

Biological interventions:

Aging process – Start of organic change – Mild cognitive impairment – Dementia – Increasing dependency –
Institutionalization – End of life – Death

Figure 1.3 Case illustrating the biopsychosocial approach of Spector and Orrell [25]
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person-centred models aim to understand how
identity is formed and how it can be maintained
in individuals with dementia. Kitwood and Bredin
[30] believe the psychological ‘self’ has the poten-
tial to survive long into the illness. Hence, they
looked at what a person with dementia needs and
suggest that it is (1) love, (2) comfort and trust that
comes from others, (3) attachment and a sense of
familiarity when individuals with dementia so
often feel as though they are in a strange place,
(4) to be included in care and in the lives of others,
(5) to be involved in the processes of normal life
and have sources of fulfilment and, finally, (6) to
have an identity related to personal history and
preferences that distinguish them from another
person and make them unique [27, 31].

According to Sabat and Harré’s [32] social con-
structionist view, there is a personal singularity,
a private self, that remains intact throughout the
illness despite the debilitating effects of dementia
(see Chapter 3). However, there is also a ‘public’ self
or selves that can be lost indirectly as a result of the
illness. In particular, negative social interactions
can bring forth a detrimental effect on the sense of
identity and well-being of a person with dementia.
Kitwood [27] also delineated 17 types of ‘malignant’
social interactions which can lead to a diminished
sense of self and self-worth (see Table 1.1).

Snyder [33] illustrated how negative social inter-
actions may impact the well-being and ‘personhood’
of individuals with dementia. She describes how
patients experienced being informed about their
diagnosis by a neurologist and found that many
had the impression that there was no compassion,
no regard for or interest in the feelings of the indi-
vidual who received a diagnosis, leading to an
experience of being depersonalized by the healthcare
professionals rather than feeling cared for. Snyder
[33] speculated that perhaps these healthcare profes-
sionals were not uncaring, but they might have been
inclined to position the person with dementia
wrongly as someone who, because of the illness,
cannot engage in a discussion about what the diag-
nosis means to him or her.

Case
DOCTOR: How are you today?

PERSON WITH DEMENTIA: I am alright, but I need to

get home. My children need to be picked up from

school. Can someone show me the way out?

DOCTOR: There’s no need for that. Your children are at

home. You are in hospital. We will take care of you.

PERSONWITHDEMENTIA: I don’t need to be taken care

of. It’s my children that need taking care of!Who can let

me out? [Walks impatiently towards the exit and then

towards the nursing station.]

DOCTOR: Has she been agitated all afternoon?

NURSE: Yes, we’ve tried to distract her, but she doesn’t

want any coffee . . .

Table 1.1 ‘Malignant’ social psychology developed by
Kitwood [27]

Type Definition

Treachery Use of deception to distract or
manipulate

Disempowerment Not allowing someone to use
abilities that one still has

Infantilization Treating someone like a child

Intimidation Causing someone to feel
frightened as a result of verbal
threat or physical power

Labelling Referring to people inappropriately
by using a term that describes and
classifies them (associated with
concepts of self-fulfilling prophecy
or stereotyping)

Stigmatization Treating someone as if they were
an outcast

Outpacing Providing information or asking
questions/offering choices too
quickly so information becomes
difficult to understand or questions
become impossible to respond to
adequately

Invalidation Not acknowledging the reality or
experience of a person

Banishment Excluding someone physically and/
or emotionally

Objectification Treating someone as an object (e.g.
during washing, clothing etc.)

Ignoring Talking about someone in their
presence as though they are not
there

Imposition Forcing someone to do something

Withholding Failing to provide attention or to
fulfil an obvious need

Accusation Blaming someone for their inability
or misunderstanding

Disruption Suddenly disturbing a person and
interrupting their activity, speech or
thought

Mockery Making fun or joking at the expense
of someone

Disparagement Telling someone that they are
worthless
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This conversation illustrates how individuals
with dementia are sometimes subtly and invo-
luntarily excluded from conversations, not taken
seriously, and hence isolated in their experience.
In some cases, this means that activities are taken
over unnecessarily and decisions are made for
the person with dementia without involving
him or her. Specifically, in this example, the
doctor addresses a nurse when the person with
dementia is still present and talks about her
behaviour as though she was not there. She is
treated as someone who needs help from others
rather than as a concerned mother who wants to
take care of her children. She feels misunder-
stood. This interaction causes further distress
rather than being reassuring.

The opposite of malignant social psychology,
according to Kitwood, is positive person work
[27]. It consists of 12 different types of beha-
viours and may lead to improvement of the con-
dition, referred to as ‘rementia’ (see Table 1.2)
[27, 34].

One example of positive person work is recog-
nition, which occurs when someone thanks
a person with dementia, affirms his or her views
or greets him or her with his or her preferred
name. Another form of positive person work
is play – for instance, when individuals with
dementia can undertake activities that engender
spontaneity, self-expression, giving and enjoy-
ment, such as a gardening session in which they
can explain to the therapist how to tend to a plant.

In line with the effect that Kitwood [29], predicted
Macrae [35] found no loss of self or personhood in
a small group of Canadian individuals with AD
who were surrounded by supportive caregivers,
with little evidence of negative social interactions.
Individuals ledmeaningful lives and they were not
concerned with the loss of their identity. Hence,
indirectly, this study could support the hypothesis
of how the absence of malignant social psychology
and the presence of positive person work may
reduce threat to the ‘self’ or ‘selves’ and promote
well-being [29].

Other researchers have also looked at possibi-
lities for strengthening a person’s sense of self-
worth and identity. Harrison [36], for instance,
suggested that caregivers try to look at the indivi-
dual with dementia within the context of this
person’s life, which may help strengthen a feeling
of continuity and hence preserve personhood.
A recent systematic review found that reminis-
cence and life story work – which is not restricted
to the recollection of memories, but also concerns
an evaluation and reappraisal of the life course –
are important interventions in trying to under-
stand a person’s biography and in stimulating
a sense of identity [37].

However, there are some criticisms of the
personhood notion proposed by Kitwood [29]
and Sabat and Harré [32]. In particular, Kontos
[38] states that the body should be given an active
and agential role in the constitution and mani-
festation of selfhood as it is a substantive means

Table 1.2 Positive person work as developed by Kitwood [27]

Type Definition

Social interactions Recognition Being recognized as a person with unique thoughts, feelings or preferences
Negotiation Consulting with someone about their preferences and if possible involving

them in decision-making
Collaboration Promoting partnership between the healthcare professional and the person

with dementia in carrying out an activity
Play Providing activities that stimulate self-expression and enjoyment
Timalation/
stimulation

A form of interaction that stimulates the senses (e.g. massage or
aromatherapy)

Celebration Celebrating special occasions such as an anniversary or an achievement
Relaxation Offering a low-level intensity of stimulation and providing personal comfort

Psychotherapeutic
interactions

Validation Acknowledging someone’s emotions and feelings and responding to them
Holding Creating a safe psychological space by containing distress and allowing self-

revelation
Facilitation Enabling a person to do what he or she would otherwise be unable to do;

stimulating the use of remaining abilities rather than pointing out errors

People with dementia
can take a leading
role in

Giving Person with dementia presents him or herself in a positive, helpful way
Creation Individual is stimulated to be creative and offer something to the interaction

spontaneously
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by which individuals with dementia engage in
the world and in which agency is not derived
from a cognitive form of knowledge. She refers
to an ‘embodied selfhood’ that has the potential
to improve dementia care when it is better
understood, and hence needs to be explored
further in empirical research. In a similar vein,
Fazio andMitchell [39] studied the persistence of
‘self’ in AD using visual recognition of the body.
Even though individuals did not remember
a photographic session that occurred a couple
minutes earlier, there was an unimpaired self-
recognition of themselves on the pictures taken,
suggesting that the body is an essential element
in the maintenance of a sense of ‘identity’ [39].

Irrespective of the definition of personhood
and self, the person-centred approach to
dementia has been broadly applied and it has
evolved over the years – for example, the
Values-Individualized approach-Perspective
taking-Social environment or ‘VIPS’ framework
developed by Dawn Brooker [40] and applied by
Rosvik et al. [41]. There have been several lit-
erature reviews looking at commonalities in the
models and practices derived from the concept
of ‘person-centred care’, leading to a general
conclusion that personal choice and autonomy
are of great importance [42]. In the most recent
review, Fazio, Pace, Flinner and Kallmyer [43]
concluded that, even though there is no consis-
tent and clear statistical proof of the impact of
person-centred care, there is sufficient evidence
to warrant six recommendations. First of all, it is
important to know the person living with
dementia as a unique person who supersedes
his or her diagnosis. Second, it is important to
accept the person’s reality, thereby promoting
effective and emphatic communication. Third,
it is important to identify and support ongoing
opportunities for meaningful engagement,
related to earlier or new interests and prefer-
ences, and to stimulate the experience of joy
and purpose in life. Fourth, it is important to
build and nurture authentic, caring relation-
ships. People with dementia need to be con-
nected and treated with dignity and respect.
Also, it is important to create a supportive com-
munity for individuals, family and staff. This
allows for comfort and creates opportunities to
celebrate accomplishments. Finally, care prac-
tices need to be evaluated regularly and changed
if necessary.

2.4 Psychological Adaptation-Based
Models of Dementia
When models focus on individual psychology and
specifically on coping of the person with dementia
in order to explain behaviour or mood symptoms,
they may be referred to as ‘psychological adapta-
tion-focussed’ models of dementia.

In the psychodynamically inspired model of
Hagberg [44], for instance, personality-related
symptoms are considered one of the most sensi-
tive indicators of the onset of dementia. In parti-
cular, the development of defence mechanisms is
hypothesized to depend on cognitive maturation.
Defence mechanisms are conceptualized as
‘mediators’ in conflicts between the individual’s
needs and environmental requirements. Rather
than immediately showing feelings of frustration
or anxiety, as they age, individuals become more
efficient in channelling conflicts between their
own needs and limitations in fulfilling these
needs that are induced by the environment.
Cognitive development and maturity is thought
to solidify these strategies and, given intact cogni-
tion, the ‘solutions’ are believed to become more
and more sophisticated. As dementia primarily
affects cognition, defence mechanisms will change
or become inefficient. This, in turn, can become
evident in behavioural changes in a person with
dementia. Changes are twofold, according to
Hagberg [44], as the author suggests that there
may be regressive behaviour on one hand and
a shift in the dynamics from a conflict-free sphere
to a conflict area on the other. Lack of defence
strategies could uncover anxieties that are over-
whelming for the individual with dementia and
have to be dealt with by family or healthcare
professionals. Hence, the kind of behaviour that
becomes evident as a result of failing defence
mechanisms may feel childlike to the social
environment.

Another model that is in essence an interactive
psychodynamic model is the adaptation-coping
model. This model is also concerned with under-
standing the person’s adaptation to the conse-
quences of living with dementia and the
influence the relationship with the social and phy-
sical environment can have on this process, in
addition to personal history and disease-related
factors. According to the adaptation-coping
model [21, 45], which was based on the coping
theory of Lazarus and Folkman and the crisis
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model of Moos and Tsu, living with dementia
demands fulfilling certain adaptive tasks, such as
dealing with increasing disabilities, developing
an adequate care relationship with caregivers,
preserving an emotional balance and positive self-
image, maintaining social relationships and
coping with an uncertain future. When the coping
is less adequate, behavioural and mood symptoms
can develop. Also, when the person is unable to
cope with one or more adaptive tasks, he or she
can even end up in a crisis. Support is therefore
based on an individual psychosocial diagnosis
which indicates the tasks and context in which
the person experiences difficulties or distress, as
shown by behaviour and mood disruptions and
the defence and coping strategies he or she uses to
maintain emotional balance. The three strategies
to support the cognitive/practical, social and
emotional adaptation are reactivation, resocializa-
tion and optimizing the emotional functioning,
respectively. The subsequent concrete action plan
consists of relevant psychosocial interventions,
varying from cognitive stimulation activities,
music therapy, art therapy and psychomotor ther-
apy to reminiscence, and depends on the personal
preferences and cognitive and functional abilities
of the person.

A final model concerning the understanding of
behaviour of people with dementia as an expres-
sion of their needs and as a manner in which they
hope to fulfil these needs has been inspired speci-
fically by a combination of ethology, psychody-
namic theory and psychiatry. Attachment theory,
originally conceived of by the psychiatrist John
Bowlby [46] in the context of behaviour displayed
by children towards their parents, was used as
an explanatory model in understanding ‘parent
fixation’ in individuals with dementia [47].
Attachment behaviour consists of all efforts to
gain proximity to a primary caregiver or attach-
ment figure in order to experience feelings of
safety, warmth and security. It is especially promi-
nent in stressful situations. Based on his clinical
experience and behavioural experiments, Miesen
[47] found that almost every older adult with
dementia, at some point in the disease process,
develops the conviction that his or her parents
are still alive and some also experience the desire
to find them (referred to as ‘parent fixation’), lead-
ing to ‘wandering’ or emotionality. He interprets
this behaviour as a need for security while being
confronted with the many losses, disorientation

and anxiety that are the result of the disease.
Interestingly, empirical research showed that
a staff training in attachment theory resulted in
an increased awareness of emotional needs of resi-
dents and at the same time in a reduction of
anxiety and distress in these residents [48]. More
in general, a homelike, familiar and secure envi-
ronment seems crucial to promote well-being in
individuals with dementia.

2.5 Environmental
Adjustment-Focussed Models
of Dementia
When the focus lies specifically on adjustment of
the social or living environment to the needs of
a person with dementia, models may be referred
to as ‘environmental adjustment focussed’. Hall
and Buckwalter [49], for example, developed the
progressively lowered stress threshold (PLST)
model. According to them, it is important that
the environment of individuals with dementia is
adjusted to their cognitive as well as their func-
tional abilities. The model distinguishes four
stages in AD, each associated with different
levels of stress tolerance further reducing
throughout the day, and warranting a different
organization of the physical and social environ-
ment. Factors that can increase distress through-
out the day are fatigue, demands that exceed the
capacities of the person with dementia, exposure
to overwhelming or conflicting stimuli, emo-
tional reactions to losses, physical stressors
and, finally, changes regarding the caregiver,
environment or routine.

Similarly, Souren and Franssen [50] empha-
size that there are four different stages in AD,
originally conceptualized by Reisberg et al. [51],
and postulate that each stage warrants a specific
approach and environment. In the first phase,
there is a loss of planning and initiative, and there-
fore encouragement is needed. When insight,
judgement and motivation reduce in the second
phase of the illness, the caregivers need to inter-
vene more actively in order to ensure safety and
well-being. The third phase encompasses a loss of
learned routine activities and speech, necessitat-
ing a partial taking over of activities. In the final
phase, with complete loss of spontaneous motor
movement, there is a complete taking over of
activity.
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2.6 Relationship-Centred Care
in Nursing Homes
A final framework focusses on relationship-
centred care. This approach supersedes the idea
of adjusting the living and social environment to
the needs of the person with dementia. Instead, in
the development of relationship-centred care in
nursing homes, Nolan and his colleagues [52]
highlighted the importance of staff, carer and the
person with dementia all working together. The
Senses Framework addressed a sense of security,
continuity, belonging, purpose, achievement and
significance with the goal of attaining/reaching an
enriched environment of care for the person with
dementia and for the caregiver [52]. Table 1.3
provides a little more detail on the Senses
Framework.

Importantly, the Senses Framework empha-
sizes interpersonal processes and experiences
from a range of stakeholders, ensuring that a
balanced approach to care and decision-making
is taken whenever possible.

It is clear that there are many different models
focussing on the treatment of dementia and derived
from several (psycho)social theories. These models
are not mutually exclusive, but are best used along-
side each other as they can broaden our perspective

and allow us to better tailor our interventions to
each person and caregiver individually. Still, there
are limitations to the models discussed.

2.7 Limitations and Possible Routes
for Further Development of
a Biopsychosocial Model of Dementia
First of all, the development of biopsychosocial
models have tended to use AD as the exemplar,
mainly amnestic AD as the most common type
of dementia. The combination of biological and
psychosocial models is best understood in this
context, and provides powerful approaches to
management. Atypical AD and the other demen-
tias, specifically the behavioural variant and
semantic variants of frontotemporal lobar degen-
eration, have been less explored and create parti-
cular challenges. For example, in biparietal AD
and cortical basal degeneration, the prominent
parietal damage can mean that touch becomes
unpleasant and individuals may demonstrate
rejection behaviour [53]. This can negate the
advice of Kitwood [27] to use massage. The beha-
vioural changes in the behavioural variant of fron-
totemporal degeneration (bvFTD) and a number
of individuals with semantic dementia present

Table 1.3 The six senses [52]

Sense Definition

Sense of security = to feel safe within relationships

For person with dementia:
For staff:

Attention to essential emotional and physiological needs to promote a sense of safety
Have secure conditions of employment, the emotional demand of work recognized, work
within supportive culture

Sense of continuity = to experience consistency

For person with dementia:
For staff:

Recognition and valuing of personal biography
Positive experience of work with older people from an early stage of career, positive role
models

Sense of belonging = to feel part of things

For person with dementia:
For staff:

Opportunity to form meaningful relationships
Feel part of a team

Sense of purpose = to have personally valuable goals

For person with dementia:
For staff:

Pursue personally relevant goals on a day-to-day base
Have a sense of therapeutic direction, a clear set of goals

Sense of achievement = to make progress towards a desired goal

For person with dementia:
For staff:

Ability to engage in meaningful and satisfactory activity
Be able to provide good care, feel satisfied with one’s efforts

Sense of significance = to feel that you matter

For person with dementia:
For staff:

Feel recognized and valued as a person
Feel that gerontological practice is valued and important, that work efforts ‘matter’
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another unique challenge for the application of
psychosocial models developed for AD. In con-
trast to the preservation of the psychological self
until late in AD as described by Kitwood and
Bredin [30], personality in FTD can be the first
change preceding deficits in cognitive domains.
Moreover, nosognosia (lack of illness insight)
can present a particular challenge inmanagement.
Nosognosia is well described in survivors of
stroke – for example, Anton syndrome with cor-
tical blindness and lack of awareness of a left
hemiparesis, referring to the weakness or the
inability to move on one side of the body in
right hemisphere strokes in right-handed people.
Nosognosia of cognitive deficits also occurs in the
dementias – for example, the memory deficit
in AD. It appears distinct from denial of cognitive
failure that might reflect psychological defence
mechanisms, but rather seems related to damage
to the neural network that can compute awareness
of the deficit. Future biopsychosocial models will
need to accommodate not only the rich variety of
psychological and social factors, but also variabil-
ity in the pattern of neurodegeneration.

Still, irrespective of these limitations, as is
the case in psychotherapeutic practice in gen-
eral, an important guideline seems to be that the
basis of warm and genuine contact, time and
attention, and respecting autonomy and indivi-
duality seems necessary in professional demen-
tia care [54].

3 Anthropological Perspectives
on Dementia
It is a mistake to assume that Western classifica-
tions, explanations and subsequent decisions con-
cerning treatment of disease are self-evident
across the world [55]. There is relatively little
knowledge about how disorders of old age are
experienced and understood in non-Western set-
tings [56]. Yet anthropology emphasizes that
knowledge and behaviour are usually logical but
highly dependent on a person’s context [57].
Hence, in order to fully comprehend the impact
of dementia, it is important to gain an idea of the
different contexts in which individuals with
dementia reside, even more so as social and cul-
tural factors predict recognition of symptoms,
help-seeking strategies and caregiving behaviours.
Researchers have looked at different types of
societies in different areas of the world, such as

the USA, Hawaii, Africa, UK, China, India and
Japan.

One major difference in perspective that has
become evident concerns the level of material
well-being and the development of a healthcare
system, which was for a long time associated
with industrialization. Even though there are dif-
ferences in levels of ‘acculturation’ as a result of
increasedmigration [58], in most underdeveloped
nations across the world, knowledge of dementia
remains limited [59, 60]. Memory problems or
other cognitive symptoms are usually still inter-
preted as a natural result of ageing. As older
people are often highly respected in less developed
countries because of the wisdom they can share
with younger members of society, people with
memory problems are well cared for at home.
When the prestige of being an elder decreases,
often alongside the level of industrialization or
development, neglect becomes more apparent.
For instance, in more urbanized regions of sub-
Saharan Africa, older adults with dementia are
neglected more often than in rural areas because
they cannot be productive and provide income
[61–62]. Behavioural issues associated with
dementia are often more problematic. In some
African regions, it is believed that an individual
with behavioural problems may be possessed by
a demon or affected by a curse, or this person
might be suspected of willingly committing
a criminal offence [62]. Hence, people are some-
times put through exorcist rituals or they may be
incarcerated for several years, instead of receiving
the medical or psychosocial aid they need (see
Box 1).

In Indian American societies, some beha-
vioural or psychological symptoms that coincide
with dementia are considered a supernatural gift.
Specifically, hallucinations are regarded as com-
munications with the dead (‘those we cannot see’,
rather than ‘those who are not there’) [63–65].
This interpretation is consistent with the context,
as Indian American tribes are convinced that
older individuals who are closer to death may
have more contact with the deceased.

In ‘developed’ countries such as the USA, UK
or China, people are often aware that dementia is
an illness that requires medical and psychosocial
treatment and that it may be characterized by
cognitive as well as psychological and behavioural
symptoms. However, there are still differences in
the way people with dementia are viewed and
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treated. One study demonstrated that American
society may bemore instrumentalist, emphasizing
the disability and need for institutionalization
associated with dementia, whereas the UK tends
to focus more on emotional aspects of the disease.
In China, dementia care was usually provided by
family, most often the eldest son. However, cul-
tural values are changing, partly as a result of the
‘one child’ policy and the subsequent shift in the
demographic reality. Many children are unable to
care for ageing parents and meet other demands
in life at the same time. In a recent study by Calia,
Johnson and Cristea, [66] a task that requires
people to associate freely to the word ‘dementia’
illustrates how dementia has become more of an
‘inconvenience’ to Chinese individuals (see
Figure 1.4).

Another difference in the way people are
viewed and treated when they display symptoms
of dementia across the world is related to the
findings displayed in Figure 1.4 and refers to the
more individualistic versus more sociocentric
orientation of a society [61, 67]. Japanese culture
is typically described as sociocentric, whereas
American culture is often regarded as more

individualistic. Some authors argue that these
orientations are mutually dependent and dynami-
cally constituting the experiences of one indivi-
dual within a specific culture [68]. One may
conclude that, even though there is no clear-cut
difference, some cultures have a more individua-
listic or a more sociocentric orientation and peo-
ple with dementia appear to be treated differently,
in line with the most dominant orientation in one
culture. For instance, behavioural problems or
increased dependency on others are considered
‘shameful’ in Japan. People have not been able to
care for themselves and prevent the development
of cognitive decline through exercise. Hence,
they become a burden to others. In India, there
is a taboo as well. However, this is related to the
belief that dementiamay be caused by a ‘neglectful
family’. Cohen [69], for instance, describes
a situation of a woman who is thought to have
become forgetful and disorientated as a result of
intergenerational conflict. In particular, her son
marrying a foreigner is considered the direct
cause of her illness. Behavioural problems are
interpreted as the result of neglect, memory loss
as the consequence of shock and sorrow. Many

Box 1 Sociocultural representations of dementia in Benin

Benin, like other sub-Saharan African countries, is faced with an ageing population. Approximately 4.4% of
the population is currently older than 60 years. As a result, the prevalence of old age diseases such as
dementia is also rising. Specifically, there is a prevalence rate of 2.3% in the rural areas of Benin and up to
3.7% in urban areas. Hence, people are increasingly confrontedwith dementia and it is therefore interesting
to see how the disease is experienced and conceptualized.

A qualitative study conducted by Josiane Ezin-Houngbe in a few large communities in southern Benin
(Porto-Novo, Allada, Comé, Lokossa) included the responses of 30 individuals, and it showed that there was
not a single word that refers to dementia. Instead, there were several terms referring to dementia:

• ‘the spirit has gone into childhood’ or ‘the person has returned to childhood’ (Ayi-yikpè)

• ‘the disease of old age’ (Kpeykpozon)

• ‘the person who says things that have no coherence or meaning’ (Numalémalé)

• ‘the person who speaks to say nothing’ (Gblo-no)

• ‘a person who forgets, a person whose thinking is unstable’ (Ayifena-No)

Interestingly, dementia was not always considered a disease. Sometimes it was conceptualized as a normal
part of ageing. A man is born as a child, grows up and ends up again as a child. Other non-medical causes
for dementia were witchcraft or punishment for previous crimes. Indeed, it is believed that a person who
has done much harm to innocent souls may be haunted by them in the ‘evening of his or her life’.

Caregiving is mostly done by women, partners or children of the person who is ill. If family members
refuse to take on this role, they risk being isolated, scorned and even cursed for it. Whereas femalemembers
of the family are usually involved in caregiving, male family members are often responsible for financial
contributions to the household. When a parent becomes ill, a woman is expected to leave her own home
and take care of her mother or father, which may lead to marital conflicts. Many children solve this problem
by taking on a housekeeper.

Josiane Ezin-Houngbe
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doctors view medical treatment as ineffective.
Rather, changes in the family might procure
improvement in functioning.

In most sociocentric countries, care is pro-
vided by the family. Usually female members of
the family are responsible for older people who
display symptoms of dementia. However, there is
one exception. A study that researched caregiving
for older people with dementia in Hawaii found
that care for older people with dementia is pro-
vided by the person the family thinks could care
best. This may be a male or female member of the
family. He or she receives control over and
becomes the ‘coordinator’ of the care. Medical
care is only sought when the doctor is a friend or
someone the family knows well [62]. However, the
only study on caregiving for a relative with
dementia in Hawaii was conducted in 1998,
which may mean that the findings do not take
into account changes that have taken place in the
social structure in Hawaii in the past decades.

Finally, irrespective of the level of develop-
ment and the individualistic or more sociocentric
orientation of society, dementia is seen as
a condition that may lead to dehumanization
globally. In Japan, for instance, to become
a burden without ever being able to reciprocate

the care offered may procure the loss of one’s
basic humanity [64]. In Western cultures, on the
other hand, cognitive changes that impact auton-
omy and personal control may result in a similar
experience of not being a full human being.
Hence, across cultures it seems important to
seek out ways in which people with dementia
might retain a continued sense of identity and
purpose by contributing to society [70]. The
importance of ‘empowering’ individuals with
dementia, making them feel in control of their
life, as well as valued as a person with a history,
cannot be underestimated. The following para-
graphs summarize the first steps that have been
taken in order to promote empowerment in peo-
ple with dementia, a feeling of control and safety,
primarily looking at the history of dementia care
in the UK, where the movement towards social
inclusion of individuals with dementia knew an
early start and has shown much progress.

4 Societal Perspectives on
Dementia: A Movement towards
Social Inclusion
We first outline how people with dementia moved
frombeing positioned as thosewhowere considered
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Figure 1.4 Results from a free
association task with ‘dementia’ as
a stimulus across the USA, UK and
China, based on results from the
study by Calia et al. [66]
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not to have a ‘self’ into today’s citizens with growing
peer-to-peer self-advocacy opportunities. Indeed, it
is people with dementia who are now taking for-
ward their own campaign for civil liberties under
the banner of human rights and they are supported
in this endeavour by the Alzheimer organizations
and the World Health Organization in their (2017–
25) global action plan on the public health response
to dementia [71]. It is this movement and momen-
tum towards social inclusion in society that we now
trace, but to do that wemust first turn back the clock
to view a previous landscape of (in)formal care and
organizational language that negatively framed the
lived experience of dementia (see also Chapter 2).

4.1 Times Past
In the early 1980s, Brice Pitt’s text Psychogeriatrics
[72] explored the clinical characteristics of
dementia, diagnostic considerations and proce-
dures that needed to be followed during the
person with dementia’s inevitable downward
trajectory towards double incontinence, faecal
smearing and death. As Pitt [72] himself indi-
cated, dementia was a ‘tragic disorder’ whereby:

Sometimes it seems as if the true self dies long
before the body’s death, and in the intervening
years a smudged caricature disintegrates noisily
and without dignity into chaos. (p. 39)

Chaos and faeces – hardly an enticing introduc-
tion to the field. At this time, as it had been for
many decades beforehand, it was not uncommon
for people with dementia to be admitted to single-
sex psychogeriatric wards – for example, at one of
the (many) Victorian asylums spread across the
UK – once care had broken down at home [73].
Such asylum-based care was provided free by the
National Health Service and it is safe to say that
most people with dementia admitted to such ward
environments lived and died there hidden away
from the public, their families and the gaze of the
outside world. Looking at the (limited) literature
from this time [73], it is difficult to find any
positive language, imagery or affirmations about
living with dementia and a rationale as why any-
one would want to take on a caring role in such
circumstances, either as a family member or as
a member of a profession such as social work or
mental health nursing.

However, amongst this societal neglect, the
seeds of change were beginning to be sown. In

the UK, one of the few policy reports in the 1980s
that addressed the needs of people with dementia
and their carers – a 1982 Health Advisory Service
report called ‘The Rising Tide’ [74] – set out the
components of a service for people with demen-
tia and recommended that ‘the role in providing
support, advice and relief at times of special
difficulty to families and primary health and
social services is an essential ingredient in
a successful comprehensive service’ (p. 17).
Such an overt commitment to carers and people
with dementia was later reinforced by the King’s
Fund Centre [75] in a far-sighted project paper
published two years later that detailed the prin-
ciples of good service practice. By astutely avoid-
ing sharing any exemplars of good practice in the
report, the authors were able to set out
a challenge to service providers and national
policymakers. This was achieved by providing
five key principles that outlined philosophical
and practical beliefs about personal empower-
ment for people with dementia. These five key
principles [75] (pp. 7–8 abridged) called for an
acknowledgement that:

1. People with dementia have the same human
value as anyone else irrespective of their
degree of disability or dependence.

2. People with dementia have the same varied
human needs as anyone else.

3. People with dementia have the same rights as
other citizens.

4. Every person with dementia is an individual.
5. People with dementia have the right to forms

of support which do not exploit family and
friends.

Nearly 40 years on, these five key principles still
speak a truth. However, in 1984, society and the
caring professions were not quite ready to listen
to these empowering values or, perhaps more
important, to act on them.

As a consequence, in the research literature of
the 1980s, people with dementia were predomi-
nantly positioned as a ‘burden’ and the direct
cause of the caregiver stress and coping so widely
reported at the time [76–77]. As an illustration,
a significant contribution to advancing under-
standing about the meaning of care from the
experiences of carers of people with dementia
emerged from a study conducted in the USA by
Miriam Hirschfield [78–79]. In this study, the
author interviewed 30 carers of people with
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dementia (the sample also included unstructured
interviews with seven people with mild cognitive
impairment, but those data were not reported),
and developed the concept of ‘mutuality’ as ‘the
most important variable’ ([79] p. 26) to explain
the social relationship between families and the
person with dementia. In outlining the properties
of ‘mutuality’, Hirschfield [79] suggested that:

It grew out of the caregiver’s ability to find grat-
ification in the relationship with the impaired
person and meaning from the caregiving situa-
tion. Another important component to mutual-
ity was the caregiver’s ability to perceive the
impaired person as reciprocating by virtue of
his/her existence. (p. 26)

Accordingly, mutuality was about carers’ ability
to find meaning, gratification and reciprocity
in their caregiving role and relationship to ‘the
impaired person’ (i.e. the person with dementia).
Hirschfield [79] also reported that ‘mutuality’ was
seen to exist within four parameters:

1. High mutuality from within the relationship
(internally reinforced mutuality).

2. High mutuality due to circumstances
(externally reinforced mutuality).

3. Low mutuality.
4. No mutuality survived.

Feelings of low mutuality were synonymous
with poor adjustment within the family and
negative feelings towards the person with
dementia. This negative adjustment was as likely
to be present in those caring for a person with
mild dementia as those caring for a person
living through its later stages. Hirschfield [79]
outlined three other variables which influenced
the planned continuation of home care: (1)
management ability, (2) morale and (3) tension.
Interestingly, the operational definition of ten-
sion included the feeling of ‘being tied down’,
and this was conceptualized as the carer’s
restricted opportunity for free time and lack of
individual privacy. Indeed, it was the combina-
tion of low/no mutuality survived coupled with
‘severe tension’ that Hirschfield believed to be
the driving force for carers to consider admis-
sion into care for the person with dementia,
thus predicting the breakdown of care at home.
Hirschfield [79] illustrated the existence of this
phenomenon via the following case example of
‘no mutuality existing’:

I used to love my father; I used to love to see him
come through the door. Now when he comes
I hate it. It is like my emotions have changed.
I hate to think that I hate my father now, but
I just hate the disease he has. It’s like I consider
him dead three or four years ago . . . some people
say ‘that’s your father’ but when you hear a door
banging all night long you can’t sleep. (p. 28)

With the son’s description of the father being
considered dead ‘three or four years ago’
Hirschfield’s case illustration also identified
another significant concept in the literature at
the time – namely, anticipatory grief and social
death [80–81]. Such imagery and negative lan-
guage were later used to define the experience of
living with AD as ‘coping with a living death’ [82],
an identity marker that left little room for hope or
well-being. A new broom was necessary to sweep
away such negative and troubling representations,
however well intentioned the overarching mes-
sages and the underpinning social science.

4.2 Time for a Change
Starting with the work on personhood and per-
son-centred care by Tom Kitwood and members
of the Bradford Dementia Group in the UK in the
late 1980s [83, 84], and later built upon by others
(see paragraph 2.3), new conceptual theories and
standpoints about the lived experience of demen-
tia began to emerge. This new wave of studies put
the person with dementia’s experience front and
centre. As Kitwood wrote as the suffix to the title
of his seminal book Dementia Reconsidered,
published in 1997, and shortly before his untimely
death, ‘the person comes first’ [84]. Such an open
acknowledgement of the value attached to the
experience of living with dementia helped create
the space for the social inclusion and social citi-
zenship to emerge: a relational dynamic for people
with dementia that continues to the present day.

Whilst academic insights are important, they
are not the final word. Indeed, it could be argued
that the words and communicated life experiences
of people who live with dementia both say so much
and do so much to promote social change and
social awareness. Stemming from the USA, two
books published four years apart kick-started this
new insight into the lived experience of dementia
based upon individual testimonies. The first pub-
lication (in the world) emerged at the time of
Kitwood’s early writings in the late 1980s and was
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published in 1989. This was a relatively short
book entitled My Journey into Alzheimer’s Disease
written by the Reverend Robert Davis [85], who
was aged 54 at the time of the onset of
(undiagnosed) AD. Underpinned by his Christian
faith, pages 21–82 of this publication were written
by the Reverend Davis and articulated a seven-
month transition and adjustment to the onset
of AD. The remainder of the publication was an
interpretation of the later experience of dementia
written by Reverend Davis’ wife. This moving
account portrayed the fear and uncertainty which
accompanied Reverend Davis’ journey into AD:

I can no longer speak in public, and I shatter
psychologically in any pressure situation. Mental
and emotional fatigue leave me exhausted and
confused. Mental alertness comes now only in
waves at random hours of either the day or night.

(p. 24)

The book also revealed that the couple’s close
marital relationship held them together during
the onset and progression of dementia, particu-
larly during the early months when Reverend
Davis was struggling to make sense of his accu-
mulating losses. Despite his best efforts, his inabil-
ity to correct the situation was personally
devastating to him as he had ‘read a book a day
from seventh grade on’ (p. 29). Indeed, it was his
inability to resolve this situation that eventually
led Reverend Davis and his wife to seek medical
help, although their diagnostic quest would prove
to be a traumatic experience. In the book,
Reverend Davis [85] continually cites his reliance
on existential coping techniques to make sense of
this experience with the dementia, ‘part of God’s
plan’ (p. 80) to test his faith, reconcile his past and
affirm the durability of his marital relationship.
There was also the belief, expressed both during
his account and later by his wife, that AD had
brought the couple closer together and that they
were able to ‘work through it’ as a partnership
once there was an awareness of the name and
prognosis of the condition. It was this overriding
combination of Christian belief, love and partner-
ship that best summarized Reverend Davis’ jour-
ney into AD and one that appeared to continue
until the time of his death.

Four years later, another younger person with
dementia living in the USA, Diana Friel McGowin,
also wrote an influential book/testimony that pro-
vided a lucid account of being ‘dragged’ into AD

[86]. McGowin described the emotional, physical,
social and sexual turmoil this process had upon her
life and that of her family. However, in contrast to
the account provided by Reverend Davis and his
wife, for McGowin, the early transition into AD
was marked by the denial of events by her husband
and his reticence to acknowledge that she was fail-
ing in any way, as this extract from the book
highlighted:

The electric bill was higher than usual because
my clothes dryer was not shutting off automati-
cally. I frequently forgot to remove the clothes
from the dryer and there were many days when
the laundry load tumble-dried all day. Jack was
furious, emphasising how much current the
clothes drier used. All I had to do was remember
to take the clothes out, he said. (p. 82)

For McGowin, such an exchange placed an
additional layer of stress upon an already difficult
situation, a process that led to ever-increasing
cycles of blame and recrimination. Indeed,
McGowin revealed that her husband continued
to deny the reality of events for several years,
which placed responsibility for responding to
the symptoms directly with her and led to
‘severe tension’ in their marital relationship –
a descriptive marker that directly echoes the
earlier work of Miriam Hirschfield outlined in
this section [78–79]. However, this time, it was
McGowin, as the person with dementia, who was
communicating the relationship challenges she
was facing and proving, at a stroke of a pen, that
care was not a unidirectional process (i.e. carer to
person with dementia) and instead consisted of
complex interrelational dynamics.

The importance of these two pioneering per-
sonal testimonies should not be overlooked. In
their own ways, both books enabled people with
dementia to voice their own lives and to remind
the public and society as a whole that people with
dementia were not simply objects to be studied
and reported upon, but human beings who had
much to give, share and communicate. It was,
after all, their condition and not the exclusive
property of others.

4.3 Time for New Horizons
Fast forward to the present day and people with
dementia are now intertwined in the fabric of
many procedures and practices in dementia
care, be that service planning, research, policy,
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education, disseminations or design. Global,
national and local forums have been established
to enable the voices of people with dementia to be
heard, with examples including:

• Dementia Alliance International
(www.dementiaallianceinternational.org)

• European Working Group of People with
Dementia (www.alzheimer-europe.org/Alzhei
mer-Europe/Who-we-are/European-Working
-Group-of-People-with-Dementia)

• DEEP network (www.dementiavoices.org.uk)
• Scottish Dementia Working Group

(www.alzscot.org/our-work/campaigning-for-
change/have-your-say/scottish-dementia-
working-group).

• 3 Nations Dementia Working Group
(www.alzheimers.org.uk/get-involved/engage
ment-participation/three-nations-dementia-
working-group)

Many of these initiatives are supported by public
donations and/or dedicated charitable organiza-
tions such as Alzheimer Europe (www.alzheimer-
europe.org) and the Alzheimer’s Society
(www.alzheimers.org.uk). Over the past 20 years
or so, the pace of change has been rapid. However,
it should not be forgotten, that in the UK at least,
it was not until 2012 that people living with
dementia were called ‘citizens’ in influential pol-
icy and strategy reporting and ascribed a status
that was first set out in the five key principles of
the 1984 King’s Fund Centre report [75].

Developing this point, Bartlett and O’Connor
[87] have put forward ideas around social citizen-
ship to describe the ways in which people with
dementia could remain socially included and active
citizens. The authors underpinned social citizen-
ship with an ongoing rights-based approach, as
seen in their definition of social citizenship:

Social citizenship can be defined as a relationship,
practice or status, in which a person with demen-
tia is entitled to experience freedom from discri-
mination, and to have opportunities to grow and
participate in life to the fullest extent possible. It
involves justice, recognition of social positions,
rights and a fluid degree of responsibility for
shaping events at a personal and societal level.

(p. 37)

Constructing a theory of dementia through
a rights-based approach has also been picked up
and articulated by people with dementia

themselves and adopted by the World Health
Organization in its (2017–25) global action plan
on the public health response to dementia [71].
As a further illustration of this movement and
momentum, in England, the Dementia Action
Alliance has outlined five ‘Dementia Statements’
that people with dementia believe are essential to
upholding their everyday quality of life:

• We have the right to be recognized as who we
are, to make choices about our lives including
taking risks, and to contribute to society. Our
diagnosis should not define us, nor should we
be ashamed of it.

• We have the right to continue with day-to-day
and family life, without discrimination or
unfair cost, to be accepted and included in our
communities and not live in isolation or
loneliness.

• We have the right to an early and accurate
diagnosis, and to receive evidence based,
appropriate, compassionate and properly
funded care and treatment, from trained people
who understand us and how dementia affects
us. This must meet our needs, wherever we live.

• We have the right to be respected, and
recognized as partners in care, provided with
education, support, services and training
which enables us to plan and make decisions
about the future.

• We have the right to know about and decide if
we want to be involved in research that looks
at cause, cure and care for dementia and be
supported to take part.1

As current policy and practice strategies develop
to take account of the everyday lives of people
with dementia, a rights-based approach to social
citizenship that embodies such relational qualities
may well be a foundation on which to build lasting
change for people with dementia.

Finally, as we have highlighted throughout
this section, sensitive language use is very impor-
tant to the positive positioning of people with
dementia and to enabling social inclusion. As
a recent example of such work, in a co-produced
study conducted alongside people with dementia,
and with people with dementia as part of the
authorship team, Caroline Swarbrick and her

1 For further information, see www.dementiaaction.org
.uk/news/23236_news_launching_the_dementia_state
ments, accessed 12 July 2020.
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colleagues in the UK [88] provided language gui-
dance for use in any dementia-related outputs or
publications. Some of the main outcomes of this
work are highlighted in Table 1.4.

Socially inclusive practices for people with
dementia also extend to the environments where
everyday life is played out. This can be seen in the
rise of the dementia-friendly community move-
ment [89] and in better understanding how peo-
ple living with dementia age in place [90]. On this
latter issue, Clark et al. [91] have recently under-
taken a major mixed-methods study looking at
how people with dementia connect to the spaces,
places and people in their neighbourhood. The
authors suggested that ‘small acts of kindness’
displayed by neighbours and friends helped peo-
ple with dementia remain both socially connected
and positively positioned in a relational network.
The transcending message here is that it is some-
times not only major public health and dementia

awareness initiatives that are required, but also
a recognition that micro interpersonal practices
in the neighbourhood help maintain the social
identity and inclusivity of people with dementia.
And in many ways, all of us have a civic obligation
to play our part in both undertaking and main-
taining such actions.

5 Political Perspectives
on Dementia
In line with this, there is also an increased political
interest in dementia, which results in part from
the demographic reality that populations globally
are ageing and hence the number of individuals
with dementia is rising, which leads to rapidly
increasing healthcare costs. The World Health
Organization estimated that 47 million people
worldwide had dementia, which results in a total
cost of more than $1 trillion (USD) in 2019 [92].
Moreover, the number of individuals with demen-
tia will increase to 75.6 million by 2030, leading to
even greater costs in the near future (see also
Chapter 14).

In 2013, the world’s first G8 summit on
dementia was organized. Ministers from the G8
countries, researchers, pharmaceutical companies
and charities gathered in order to discuss the
way in which prevention of dementia as well as
treatment of the condition can improve [93]. The
main resolutions involved the development of
a coordinated research plan with international
collaboration, the call for greater innovation in
order to improve the quality of life for people
with dementia and their carers while reducing
emotional and financial burden, the development
of cross-sector partnerships (research, industry,
society at large etc.). Finally, there was an aspira-
tion to increase awareness of the disease and
its societal implications, and to continue global
efforts to reduce stigma, exclusion and fear. These
ambitions were confirmed during a second sum-
mit in 2015.

Also, as a part of the Access to Timely Formal
Care (ActifCare) project, expert interviews were
conducted in eight different European countries
with political decision makers or representatives
of relevant institutions in order to clarify their
views on treatment of individuals with dementia.
The results showed that there appears to be
a need for a coordinating role in the organization
of care, which should be person-centred, tailored

Table 1.4 Language guidance for use in any
dementia-related outputs or publications

When writing about ‘dementia’

Terms to use:

• Dementia
• Symptoms of dementia
• Younger onset dementia

Terms to avoid:

• Senile/senility
• Slang expressions of dementia
• Early onset dementia
• Disease

When writing about ‘people’

Terms to use:

• Person with dementia
• Person living with dementia
• Person supporting someone living with

dementia
• Living with/caring for/supporting

a person who has dementia
• Effect/impact of supporting someone

with dementia

Terms to avoid:

• Demented/dementing
• Sufferer/suffering
• Subject
• Patient (unless in a clinical context)
• Service user
• Client
• Victim
• Abbreviations, such as PWD
• Carer burden

Adapted from Swarbrick et al. [88]
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to individual needs and in part formal and multi-
disciplinary. According to the experts, there
should also be an increased awareness of the
impact of the condition [94]. Additionally, several
politicians have argued that society as a whole
should become more dementia friendly in order
to allow individuals to continue to fulfil their
responsibilities in life and contribute to society
rather than being considered merely a ‘burden’
[93]. Hampson and Morris [93] discuss that
a different societal view on dementia may further
reduce the ‘disability’ caused by dementia and
enable those affected to live well in spite of their
cognitive impairment.

6 Conclusions
Dementia is a chronic condition that potentially
affects several domains of functioning and hence
impacts the sense of identity. Indeed, not only are
cognitive deficits evident, but in some individuals
with dementia, behavioural changes and difficul-
ties in sensing other people’s state of mind also
occur, which leads to problematic social function-
ing. Also, many individuals with dementia suffer
from psychological symptoms such as anxiety or
depression, and personality changes are described
by the family or partner.

The pervasive and complex nature of these
changes requires a diversified response or treat-
ment. In Western countries, scientific evolution
has advanced medical thinking and has allowed
for pharmacotherapy as a means to reduce burden
in individuals with dementia or their caregivers.
Without denying the beneficial effects of medical
interventions, research has also suggested that it is
important to support and empower persons living
with dementia and their caregivers and value per-
sonhood through psychosocial interventions.
Many individuals with dementia at some point
in the disease process tend to feel identified with
their diagnosis (‘Not everything I do can be
explained by the Parkinson’s disease!’). In line
with what Cloos [95] writes, medicalization
might be seen as a reductionist process if it does
not consider personal, family or social issues.
When describing experiences with his own
mother who was diagnosed with AD, he remarks
that ‘for the medical staff, the disease explained
everything’ (p. 65) [95], and he attempts to illus-
trate the importance of circumstances and biogra-
phical elements to explain a situation. Rather than

denying the disease, Cloos looks for a ‘complete’
view encompassing the awareness that AD is also
a social construction and in that respect certainly
heterogeneous and more dynamic than a ‘narrow’
medical approach might suggest. Therefore, it is
important to be aware of possibilities for social
inclusion and continue to explore these.

In summary, it is necessary to integrate valu-
able insights from different views on dementia
and in that way allow for good care. Still, indivi-
duals with dementia should not just be recipients
of care. One of the future societal challenges may
be to further explore ways to allow individuals
with dementia to continue to contribute to society
and hence stimulate meaningful activity and
a sense of purpose, leading to higher quality of life.
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Starry Night Poem

Appreciative.
Very calm – and yet there’s turmoil.
A little suspect, a little sinister,
something evil about it, that plant.
Confusing.

A star tastes delicious.
A star tastes like a milky way.

If I had a thought, I would but you’re okay
so you can get away.

A star smells like peanut butter.
You’ve got to do it.

The stars sound like full heritage.
Everyone looks at a star and dreams.

A star sounds like a symphony.

The painting is soothing you could sleep happily.
I see bi-polar, I feel pity for the person
describing his feelings in the painting.

You can read a lot into Van Gogh’s painting.

I like the sun the way it moves.
Oh my goodness!
Let me think about that now.

Not to count everything that you can use.

It looks like a storm.
Blue’s my favorite color, as we can see.

‘Starry Night Poem’, anonymous, from the Alzheimer’s Poetry Project. Dementia Arts: Celebrating
Creativity in Elder Care, Gary Glazner, Health Professions Press, 2014. Reprinted by permission

of Gary Glazner.
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Chapter

2
From History to Intervention
A Sociocultural Analysis of Dementia Stigma
Perla Werner, Pieter Vermeulen, Baldwin Van Gorp and Peter
Simonsen

1 Introduction
Driven by the increasing number of persons with
the disorder, dementia has been declared a major
public health concern worldwide. In an effort to
deal with this challenge, many countries have
developed and adopted national dementia strat-
egy programmes aimed at raising awareness and
decreasing stigma. Accordingly, an increasing
amount of research has been devoted to under-
standing the concept of stigma in the area of
dementia and to examining its antecedents and
revealing its consequences [1–2]. Despite these
important advances, the literature on dementia
stigma is still in its developing stages and is lag-
ging behind the knowledge accumulated on the
topic of stigma in the area of mental illnesses. An
increased understanding of the concept will help
answer the worldwide call to reduce dementia
stigma and help turn the disease into a more live-
able condition for people with dementia and their
caregivers.

This chapter aims to make a modest contribu-
tion to the existing literature while trying to pro-
vide an explanation for dementia stigma, with
special attention to dementia public stigma. We
start with a brief summary of the knowledge
accumulated in this area until today (Section 2).
We follow by summarizing and critically discuss-
ing the historical roots of dementia stigma
(Section 3), and then turn to a discussion of the
mechanisms perpetuating it (Section 4). In the
second half of the chapter, we turn to a number
of different strategies to manage dementia stigma.
We look at how literary engagements with demen-
tia have expanded our imaginings and experiences
of dementia (Section 5), which might open the
way to a less stigmatizing approach to dementia.
In a final section, we focus on existing efforts to
address dementia stigma through education and
contact and on how media might frame dementia

in a more positive way (Section 6). We conclude
by suggesting future steps to expand knowledge in
this incipient area of study.

2 Dementia (Public) Stigma:
Typology, Prevalence,
Characteristics
Four main types of stigma are conceptually
distinguished: self-stigma, courtesy stigma, struc-
tural stigma and public stigma. Self-stigma names
the internalization of the stereotypes held by the
general public towards people with devalued char-
acteristics, such as people with mental illnesses.
Courtesy stigma refers to the emotions and beliefs
of those surrounding the stigmatized person, such
as family members and professionals. Structural
stigma, for its part, refers to the inequalities inher-
ent in social structures that restrict the means and
resources of stigmatized groups. Public stigma,
finally, is defined as the cognitive, emotional
and discriminatory attributions endorsed by the
general public towards a group or a person with a
disease or a disability [3].

It is this fourth kind of stigma that is central
to this chapter, for three reasons (apart, of
course, from the fact that the relation between
dementia and society is the explicit focus of this
book): it is the most common type of dementia
stigma; it is the one that has attracted the most
interest in stigma studies; and, finally, public
stigma is at the core of the formation of the
three other types of stigma, which means that
reducing this type of stigma will help reduce the
other types as well [4]. The strategies we survey
in the second half of the chapter, which directly
target public stigma, can then also be expected to
have a more general beneficial impact on the
complex interactions between different forms of
stigma.
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The (mostly quantitative) empirical literature
shows that the prevalence of public stigma in the
area of dementia is, surprisingly perhaps, moder-
ate [5]. Regarding its characteristics, evidence
shows that the most common cognitive beliefs or
stereotypes attributed by the general public to a
person with dementia are dangerousness and a
lack of aesthetic propriety [6–7], while the most
common emotional reactions are mostly positive
and include principally sympathy, concern and a
willingness to help. The main negative emotions
are fear and uneasiness. Feelings of pity are also
common, although its classification as a positive
or negative emotion requires further examination.
The main stigmatic behavioural reactions attrib-
uted by laypersons to persons with dementia are
work-related and health-related discrimination,
treatment coercion and institutionalization.
Finally, studies indicate that laypersons belonging
to cultural minorities and people having lower
levels of education, lower levels of knowledge
about the disease and limited contact with persons
with dementia tend to report higher levels of
dementia stigma [4].

3 The Historical Roots of Dementia
Stigma
These empirical findings might differ from anec-
dotal accounts about dementia stigma. Especially
the relatively moderate nature of public stigma
and the prevalence of positive emotional reac-
tions show that strategies to remedy stigma in
this area are far from hopeless and can rely on
positive emotional resources to achieve change.
Elucidating the origins of the stigma concept as
well as of the understanding of dementia across
time throws further light on the phenomenon of
dementia public stigma and allows us to gain a
better grasp of the challenges facing efforts at
destigmatization or stigma reduction. As this
section shows, the concept of dementia stigma
is strongly rooted in historical developments of
the concept of stigma in general, as well as of
historical changes in the understanding of
dementia.

3.1 The Historical Development
of the Concept of Stigma
The concept of stigma can be traced back to Greek
and Roman societies, when the word was used

to represent the physical marks put on specific
groups to indicate their lower social status and
deviance. During the second half of the twentieth
century, the study of stigma in the area of mental
illnesses evolved from descriptive investigations
of laypersons’ attitudes towards mental illnesses
to the seminal conceptualizations developed by
Erving Goffman, who provided a clear character-
ization of the concept. Defining stigma as a phy-
sical or figurative mark that deeply discredits its
bearer and leads to discrimination, Goffman
paved the way for the development of cognitive
and sociological theories of stigma, such as attri-
bution theory and modified labelling theory,
which have guided researchers in the identifica-
tion of the antecedents and consequences of
stigma.

Attribution theory holds that stigmatic behaviour
is determined by a complex cognitive-emotional-
-behavioural process, in which individuals’ cognitive
attributions or stereotypes about the person with a
disease lead to negative emotional reactions
(such as anger or fear), as well as to positive
emotional reactions (such as sympathy and con-
cern). Negative emotions are conceptualized in
this theory as motivating hostility and rejection,
leading to behavioural reactions such as
increased discrimination; positive emotions, for
their part, motivate positive behaviour such as a
willingness to help. Expansions of the attribution
model hold that increased familiarity with the
mental disorder are associated with a decrease
in discriminatory behaviour [8]. As we will see,
this explains why a number of destigmatization
strategies rely on familiarizing audiences with
realities they may fear because of a lack of pre-
vious exposure. The modified labelling theory
adds to this the insight that individuals interna-
lize social labels in order to assess their disease
diagnosis [9]. This leads to stigmatized people’s
withdrawal from social life and a weakening of
their social network, making them even more
vulnerable than a mere assessment of public
stigma would suggest. Here again, it is clear
that public stigma is deeply entangled with
other forms of stigma – such as, most notably
here, self-stigma.

Despite robust theoretical and empirical
developments in the study and conceptualization
of stigma, especially in the area of mental illnesses,
its understanding in the area of dementia is emer-
ging slowly, with the majority of the studies still
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being descriptive and a-theoretical. Scrutinizing
the historical roots of dementia is crucial for
advancing this line of research.

3.2 The Historical Roots
of the Understanding of Dementia
Several explanatory models have been advanced
in an effort to understand dementia. Across time,
the meaning attributed to the disease has changed
from an irreversible, incurable and hopeless con-
dition to a more positive risk-reduction approach
(see Chapter 8). As the general development of
the concept of dementia is covered by the first
chapter of this book, in this chapter we restrict
our discussion to the interactions between those
conceptual changes and the prevalence of stigma.

While the Greek philosophers generally view
dementia as having an organic origin and as
being an inevitable part of old age, it is not until
the beginning of the nineteenth century that
dementia begins to be framed as instigated by a
disease. Following this change, the biomedical
model became the dominant framework for under-
standing dementia: it stresses the pathological
aspects of the condition and sees the pursuit of a
cure as the first priority of professionals, decision
makers and society. While moving away from the
perception of dementia as an extreme but ulti-
mately normal part of ageing to a conceptualization
of dementia as a pathological process of the brain,
this altered perspective provoked feelings of hope-
lessness and fear about the condition, emotions
that, as we have seen, are closely associated with
stigmatic views. Other aspects of the biomedical
understanding of dementia, such as it being a her-
editary or genetically determined condition, might
equally have contributed to the devaluation and
social distancing from persons who carry the gene
or who are supposed to be more vulnerable to the
development of the disease. As we explain later in
this chapter, this means that efforts to destigmatize
dementia – be it in the media or literature or
through education or contact – have to move
beyond this still dominant biomedical model.

The biopsychosocial model this book puts
forward provides a different explanation of
dementia. Centring on internal-level indicators
(such as biomedical, personality-based and emo-
tional factors), as well as on external-level ones
(such as environmental elements) as the basis for
understanding dementia, this model provides a

more holistic and person-centred approach [10].
However, it is not immediately clear to what
extent or even whether this perspective contri-
butes to decreasing laypersons’ stigmatic beliefs.
As we explore in more detail in the next section,
several authors have mentioned that concentrat-
ing on the person with dementia as an individual
rather than as a group does not decrease percep-
tions that might encourage stigma, such as a
dualistic view between body and mind [11], or
does not change the perception of the person
with dementia as ‘different’ or ‘strange’ [12].

A third and final modern perspective on
dementia is the sociocultural one, which considers
the meaning of dementia to be embodied and
shaped by social and cultural contexts [13]. This
framework has been used mainly to explain
dementia in non-Western cultures. As mentioned
in Chapter 1, research focusses on religious beliefs
such as the disease being a ‘divine punishment’, a
supernatural curse or the result of the ‘evil eye’, as
well as on cultural values such as filial piety or
individualistic (as opposed to collectivistic) ten-
dencies. Here, it is important to remark that fac-
toring in cultural frameworks might put a further
‘mark’ on the person with the disease and thus
encourage laypersons’ stigmatic beliefs. Even
though this framework is not generally applied
to Western societies, there is no reason to assume
that sociocultural dynamics do not determine the
stigma of people with dementia in these societies
also, and that sociocultural changes might not
become a main driver of destigmatization, as the
second half of this chapter explores.

In addition to these three conceptualizations,
a fourth perspective for the understanding of
dementia is currently emerging. Driven by an
enablement and equality-based approach, a rela-
tional model of disability is increasingly being
applied to dementia [14]. Stressing the principles
of self-determination, human rights and involve-
ment in decision-making, this view of dementia is
at the basis of two important policy and public
health initiatives. The first advocates the develop-
ment of social, environmental, organizational or
virtual communities – so-called dementia-friendly
communities – as a strategy for empowering, sup-
porting, respecting the rights of and recognizing
the full potential of persons with dementia and
their caregivers. The notion of dementia-friendly
communities is supported by the World Health
Organization and by Alzheimer’s Disease
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International as a path to the normalization of
dementia. It has been incorporated in the national
dementia plans of many countries, even if, as we
discuss in what follows, its ability to decrease
stigma is uncertain. A second approach is based
on the emerging knowledge about modifiable
dementia risk factors such as adequate diet,
physical activity, smoking and hypertension. It
underscores the benefits of adopting healthy
behavioural patterns as a way to reduce the risk
of developing dementia. This is a proactive
approach to the maintenance of cognitive func-
tioning that places responsibility directly with the
individual person. This might lead to an increase
in stigmatic perceptions of blame and responsi-
bility towards persons with dementia, who can be
condemned for failing to change their lifestyles,
and therefore to increased discrimination, as
occurs in sociocentric societies (see Chapter 1).
As with the other three conceptions of dementia,
there is no clear-cut relation to destigmatization.

Regardless of the views and conceptualizations
of stigma and dementia across time, dementia
stigma continues to be at the core of public health
discourse. If we want to confront that challenge, it
is vital to gain insight into the mechanisms that
perpetuate it.

4 Socio-structural Mechanisms
Perpetuating Dementia Stigma
Social structures are a crucial factor in reducing or
perpetuating stigma in a variety of conditions. In
the case of dementia, language, media and socio-
cultural structures play a central role in the per-
manency of negative stereotypes about persons
with dementia. This section discusses these three
elements in turn.

4.1 Language
Language is, among other things, a system of
symbols bridging the social world with the inner
world; it is a medium through which interior
states of mind, emotions and thoughts can be
externalized, but it is also a medium that allows
public stigma to be internalized and that can lead
to self-stigma. Linguistic relativity philosophy
holds that language may shape and frame the
way the public perceive and feel the world in
general and persons with a disability in particular.
This means that it is important to use appropriate

terminology. This need has been recognized for a
long time in the area of mental illnesses, with the
person-first movement, for instance, calling for
replacing the phrase ‘a mentally ill person’ with
‘a person with mental illness’ [15]. This position
recognizes that language can do real harm in
perpetuating stigma, but it also stresses the hope
that linguistic change may be an effective strategic
move in a destigmatizing direction. Here, as we
will see, literature and media have a role to play.

Indeed, in recent years we have witnessed sev-
eral steps in this direction. As mentioned in
Chapter 1, first, in 2013, the term ‘dementia’ was
replaced in the Diagnostic and Statistical Manual
of Mental Disorders (DSM-5) with the term ‘major
neurocognitive disorder’. This is a welcome
change, as the term ‘dementia’, literally meaning
‘being out of one’s mind’, brings connotations
of madness and insanity, which undoubtedly
increases stigmatic beliefs. Still, because the term
‘dementia’ is already widely established and much
easier than ‘major cognitive disorder’, it is likely
that it will continue to be used by laypersons, the
media and presumably professionals also.

Second, following the interventions of the per-
son-first movement in the context of other mental
diseases, guidelines suggesting the use of adequate
language to refer to persons with dementia have
been published in Canada, the UK and Australia.
These relate to the use of derogative or pejorative
language (such as ‘demented’, ‘madman’ or ‘dull
brain’), as well as to the use of militaristic meta-
phors (such as ‘the battle against dementia’,
‘dementia as an enemy’ or even ‘combating
stigma’), and metaphors associated with natural
disasters (such as dementia as a ‘rising tide’ or ‘an
emergent silent tsunami’). Again, in spite of these
welcome developments, it should be noted that
these metaphors are still common in professional
publications as well as in the media.

4.2 The Media
Traditional media as well as online and social
media are important sources of potentially
stigma-enhancing information and images. Since
media play a central role in shaping and perpetu-
ating stigma, they can also do the opposite – that
is, reduce stigmatic beliefs. In all media, including
films, TV documentaries, news reports, theatre
plays, memoirs, novels and policy documents,
dementia is often presented as a burden and as
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particularly threatening both to the individual
and to society. This prevalent so-called tragedy
discourse is reflected, for example, in the imaging
and use of metaphorical language, which contri-
butes to the perception that dementia is a real
horror [16]; it is, according to this way of speak-
ing, a fate worse than death [17]. Dementia is like
a monster that lurks in wait, strikes unexpectedly
and kills its victims. Additionally, there are refer-
ences to the plague or other infectious diseases,
leading to associations of dementia with conta-
giousness and pandemics. Even stakeholders who
fight the disease by investing in scientific research
or making donations to charities and non-
governmental organizations (NGOs) exacerbate
this ‘tragic’ representation of dementia in the
competition for scarce research resources and in
fundraising: they also tend to use threatening
language, and to invoke the vast proportions and
the overwhelming and unstoppable force of a
‘tsunami’.

The use of war imagery is also common in
media coverage of dementia. Although not unique
to dementia, it is uniquely stigmatizing in the case
of this disorder. For instance, while equally com-
mon with other diseases such as cancer and HIV,
the difference is that the use of this stigmatic
imagery in dementia is reinforced by the framing
of at least three related themes: mental illnesses,
old age and care institutions. Because all of these
themes are already given shape in the media in a
strongly stereotypical and stigmatizing way, they
reinforce each other when they are addressed
simultaneously, as is the case of people with
dementia (and this is not to deny the prevalence
of early-onset dementia).

First, dementia has in common with other
mental disorders that diagnostics are not self-
evident. To the average media consumer, it is
not directly visible what is going on, as they may
lack the knowledge or ability to assess what is
happening to a person with dementia. The see-
mingly capricious and incalculable nature of the
disorder might therefore create anxiety and
uncertainty.

Second, the stigma surrounding old age in
many cultures reinforces dementia stigma.
Although recent studies show that the stigma
attributed to older persons with dementia is
lower than the stigma attributed to a younger
person with the disease [18], the media tend to
keep cases of young-onset dementia out of sight.

Moreover, some authors argue that media portray
older people of the fourth age frequently as weak
and repulsive and as outsiders. This perception of
‘real’ old age is aggravated by contrasting it with
competing narratives about the ‘third age’, which
is described as a period of low risk of disease or
disease-related disabilities, of high cognitive and
physical functional capacities and of engagement
in interpersonal relations and activities that create
social value [19–20]. In a society where many
issues are looked at from a cost-benefit perspec-
tive, the perception that the economic usefulness
of the elderly is minimal and replaced with huge
costs constitutes a problem for older persons with
dementia, resulting in a further strengthening of
the stigma.

Third, stereotypical ideas about residential
care centres are both a source and a consequence
of the stigma of old age. Nursing homes are the
last living place before death. This makes it easier
to share, in the news and on social media, stories
about poor care, misuse and abuse. In literature
and films, nursing home narratives typically
depict nursing homes as places of fear and terror,
and it is much rarer to see them depict nursing
homes as places where new opportunities and
relations arise.

Paying attention to studies assessing the por-
trayal of dementia in different media sources
reveals a complex picture. For instance, a long-
itudinal study (1984–2008) of news and talk
shows in the United States shows that facts
regarding symptoms, causes and the diagnosis of
Alzheimer’s disease remain underexposed com-
pared to personal stories about the disease [21].
Overall attention, in general, did increase over
time, as was also shown by a study of German
photographs accompanying news articles maga-
zines in the period 2000–9 [22]. This research
shows that the characters in the photos are mostly
shown in an individualized context: people are
portrayed in their home environment and with
their personal belongings. Moreover, although the
majority of the photographs depict older people,
they mainly portray them with positive emotions.

Inconsistent findings emerge regarding the
portrayal of persons with dementia in films. For
example, studies that contrast the image of
dementia in feature films with the lived reality
of the condition have concluded that the cine-
matic representation is misleading in certain
respects: it suggests, for instance, that moments
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of complete lucidity occur and moments of agi-
tation do not [23], which does not fit the medi-
cally attested manifestations of dementia.
Despite this finding, Cohen-Shalev and Marcus
analyse three films released between 2008 and
2010 and conclude that instead of portraying
only negative sides, these films in fact do pay
attention to personhood [24].

4.3 Sociocultural Structures
The forces perpetuating dementia stigma do not
operate in a sociocultural vacuum – they influence
and are influenced by social structures and sys-
tems. Structural stigma, defined as the intentional
or unintentional discrimination of persons with a
disease by cultural norms, societal systems, social
institutions’ rules, guidelines and norms, has not
been widely examined in the area of dementia.
This lack of attention to intangible, supra-
individual forces is not surprising since several
characteristics of dementia seem to contradict
values and norms that are central to many
cultures, not least in the West. Firstly, there is
increased individualism: people are socialized by
stressing that they need to learn to stand on
their own two feet and ultimately strive for self-
fulfilment. The prospect in dementia of being
dependent on others, losing autonomy and slowly
deteriorating contradicts this norm and strength-
ens the stigma. Secondly, there is the importance
and high value attached to ratio and cognitive
abilities in contemporary society. Because demen-
tia impairs the very ability to reason, the stigma is
reinforced again. Humans are distinguished from
animals and other living organisms by their cog-
nitive abilities; as soon as these disappear, the
human dimension fades away too, according to
this reasoning. Thirdly, and relatedly, there is a
long-standing Cartesian dualism, in which body
and mind are seen as separate identities, and in
which the body is perceived as subordinate to the
mind. This dualistic perspective is propagated and
cultivated in different religions, in which the indi-
vidual is represented by the spirit or the soul,
which is valued at a higher level than the body.
Dementia is often portrayed negatively as taking
away the mind or soul, as if what makes a person
unique and valuable disappears behind the diag-
nosis, leaving a deformed body, an empty shell, a
plant. This state of affairs explains why different
images and discourses about dementia, in

literature and the media, that unsettle dualistic,
individualistic and ratio-centric stereotypes can
play an important role in destigmatizing demen-
tia, as we will see in Sections 5 and 6.

Economic norms and expectations may simi-
larly increase stigmatic beliefs towards persons
with dementia, especially in societies where some
form of return on investment seems a require-
ment in all circumstances (quid pro quo), stig-
matic beliefs towards elderly people may increase.
This is especially true in economic systems, such
as the one currently reigning in the West, where
manual labour is estimated to be of less value than
cognitive labour. In a knowledge society, a condi-
tion marked by cognitive diminishment is prone
to stigma.

Despite the undeniable importance of socio-
cultural structures to the understanding of
dementia stigma, there is a dearth of studies
examining this topic. Recent studies in Israel
found considerable stigma towards persons
with dementia engrained in the welfare system
as well as in the legal system [25–26]. Moreover,
Stites and colleagues in a study examining lay-
persons’ discriminatory beliefs towards persons
with dementia found that half of the participants
consider that health insurance should be limited
for persons with dementia, and that 25% of par-
ticipants believe that research resources should
not be devoted to this population [27]. Here
again, it seems likely that a lack of direct experi-
ence (as a person with dementia or a caregiver)
had stigmatizing consequences. As welfare states
operate in a context of scarcity, and difficult
decisions about allocation of resources and pol-
icy priorities are unavoidable, stigma makes it
hard for dementia research and care to acquire
a prominent place on research and welfare agen-
das (see Chapter 14).

When evaluating sociocultural contexts,
dementia stigma poses an important concern.
Foregrounding destigmatizing interventions can
have a real impact on the way stigma is addressed
at the social and individual levels. The rest of this
chapter zooms in on such interventions, and
points to different strategies used to bring about
stigma reduction: first in literature, which can be
considered a ‘free zone’ where social stereotypes
can be negotiated and changed, and then in the
context of intervention programmes that invest in
education and contact and in the development of
alternative images and discourses.
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5 Literature and the
Destigmatization of Dementia
Much art and literature has dealt in recent years
with the topic of dementia from a variety of
perspectives and in many different forms and
genres. A general tendency in this body of work
over the past half century is to increasingly
emphasize that a dementia diagnosis is not
necessarily an end-of-life-diagnosis, but that it
is possible to imagine living with dementia and
even under certain circumstances deriving new
meanings and positive values. Interestingly, in
some ways, some of the features that make
dementia prone to stigma are also what make it
attractive to artistic practitioners: its relative
invisibility and inscrutability; its challenge to
received ideas of selfhood, rationality and iden-
tity; and its irremediable, terminal nature. In a
sense, the way art and literature attend to demen-
tia in itself may contribute to destigmatization.
By imagining what it might be like to live with
the disease, whether as the person with the dis-
ease or as a caregiver, art and literature make
audiences perceive individuals living with
dementia as fellow humans. The following sub-
sections present and evaluate three potentially
destigmatizing literary strategies: empathy, com-
plexity/ambiguity and forms that generate direct
and sudden insight.

5.1 Literary Fiction: Empathy
and Dementia
Remarkably often, works of fiction invite their
readers to imagine a highly educated and highly
rational character to have a diagnosis of dementia.
In Matthew Thomas’ novelWe Are Not Ourselves,
a neuroscientist receives a dementia diagnosis; in
Alice LaPlante’s Turn of Mind, a retired orthopae-
dic surgeon suffers from dementia and is accused
of killing her best friend. The most famous exam-
ple is Lisa Genova’s bestselling novel Still Alice
and its award-winning Hollywood movie adapta-
tion featuring Julianne Moore. The novel offers
the reader an empathetic identification with the
brilliant and beautiful Alice Howland, who lives
an enviably successful life both as a private person
(wife and mother in privileged affluence) and as
a professor of cognitive linguistics at Harvard
University. As this character at age 50 experiences
early-onset dementia, audiences come to a new

and perhaps richer awareness of dementia as
something that could potentially affect them as
well, but that may not necessarily be only cata-
strophic. Based on the author’s (who holds a PhD
in neuroscience fromHarvard) expert knowledge,
the novel does more than circulate scientific ideas:
it offers the intimate perspective of a character
who lets the reader share her gradual loss of
cognitive functioning, control of memory and
language especially, but also vicariously experi-
ence the approximation and renewed intimacy
between Alice and her family.

The question whether works of literature and
art can effectively contribute to the destigmatiza-
tion of dementia is a speculative one: empirical
studies of the effects on readers’ opinions are rare
and remain contested within the scholarly commu-
nity. Tracking the engagement with a book like Still
Alice on Goodreads.com – the leading social media
site for sharing reading experiences – shows that
ordinary readers report a destigmatizing effect. Of
the 287,256 readers who have rated the novel, 47%
gave it five stars out of five possible and 39% gave it
four stars. More than 27,000 readers have left
reviews of it. The most liked five-star review, by
‘Annalisa’ (469 likes as of 8 April 2020), opens:
‘After you read this, you will never look at
Alzheimer’s the same again. Nor will you ever for-
get it. Oh the irony.’ ‘I lived Alice’s story right along
with her, crying when she cried and smiling at her
accomplishments.’ ‘Genova has done a fabulous job
bringing attention to this debilitating disease.’ It is
evident that the novel functions to create an affec-
tive community for readers (all of whomuse female
names) who have or fear to have personal contact
with the disease, and for whom the novel is seen as
providing unique insight into this condition. In
comparison to other kinds of media representa-
tions of the disease, art and literature offer a more
internal – and potentially more transformative –
encounter with the reality of dementia.

A more direct way that literature and the
arts can potentially aid the destigmatization of
dementia is by impacting key players in the social
systems that, as the previous section showed, all
too often perpetuate stigma. Fictional texts can
play a role in the training of doctors and nurses.
The interdisciplinary field of the medical huma-
nities (or the health humanities) has ample
experience exposing doctors and health profes-
sionals to fictional texts that enrich and challenge
their engrained ideas about particular diseases,
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which will carry over into their relation to patients
and the care profession as a whole [28]. In the case
of medical doctors, an appreciation of diverse posi-
tions and the complexity of the lived reality of
disease has been shown to counter mis- and over-
diagnosis, and to allow doctors to adopt different
postures than that of the infallible expert [29]. We
can mention a novel like Elizabeth Is Missing by
EmmaHealey, which is being used in nurses’ train-
ing in theUK. The novel is partly narrated from the
perspective of Maud, an ageing woman with
dementia, and these parts of the novel invite the
reader to adopt the same uncertain, limited and
destabilizing perspective as the narrator. Other
parts of the novel focus more on the perspective
of the caregivers, most notably Maud’s daughter,
and evokes the plight of family members living
with people with dementia. The novel has been
credited with increasing nurses’ empathy for and
understanding of people with dementia. Because of
the complex and multiple narrative perspectives, it
also helps nurses reflect on and update their own
engrained ideas about the experience of living with
dementia [30].

However, the destigmatizing efforts of Still Alice
and Elizabeth Is Missing risk missing their goals
and reinforcing the stigma they want to undo.
Goodreads reactions show that a considerable sub-
set of readers object to the privileged social position
of Still Alice’s protagonist, while Elizabeth Is
Missing, in having Maud contribute to the solution
of a decades-old crime, risks having its destigmatiz-
ing efforts spill over into an uncalled-for idealiza-
tion of dementia [31]. As we argue in Section 6.3., a
combination of a(n often negative) frame and a
(more hopeful) counter-frame may lead to more
convincing results. An alternative strategy that has
been embraced by literary work is to destigmatize
the contiguous elements, such as the care facility,
that, as the previous section showed, exacerbate the
stigma of dementia. Nursing homes are tradition-
ally depicted as sites one wants to run away from
(as in Jonas Jonasson’s wildly popular novel The
Hundred-Year-Old Man Who Climbed Out of the
Window and Disappeared) because they enforce a
dependency that is incompatible with values such
as control and self-determination. Still, some
novels and short fictions provide more nuanced
and sometimes even hopeful representations of
the care work carried out in and by these institu-
tions which enable new forms of living for both the
elderly and their adult children [32].

In Nobel Prize–winner Alice Munro’s story
‘The Bear Came over the Mountain’, for instance,
a woman with dementia’s move to late-life hous-
ing allows her to escape a stifling marriage and
to engage in new, meaningful relationships [33].
Not only is the caring home imagined as some-
thing other than a place of terror; in another
destigmatizing move, dementia is credited with
the ability to neutralize a surfeit of troubling
memories. Similarly, research on Canadian and
Scandinavian literature has established that con-
temporary fiction is increasingly intent on a
more hopeful imagining of institutionalized late
life [34].

5.2 Fiction and the Complexity
of Dementia
The destigmatizing effects of efforts to portray the
experience of dementia in an intimate way are
never guaranteed, and the empathetic experience
of dementia that fiction offers always threatens to
reinforce rather than challenge stigma. For this
reason, some approaches to literature and the
arts have situated their destigmatizing potential
elsewhere: not in a straightforward empathetic
experience, but in an appreciation of complexity.
A difficult, disorienting and morally complex
work like Samuel Beckett’s Waiting for Godot,
for instance, has been seen as providing its audi-
ence with the disorientation and complexity of
dementia – even if it remains contentious whether
the author intended the work to be about demen-
tia [35]. An increasing amount of scholarship
investigates literary texts to use them as ‘catalysts
for deepening our understanding of the human
condition and for challenging negative stereo-
types and for critiquing the neglect and “othering”
of those who are consigned to be a “burden”’
[36–37]. Literary representations of dementia
also have the capacity to highlight aspects of the
dementia syndrome that are difficult to capture in
accessible media frames.

The insight that people with dementia, until a
fairly advanced stage of the condition, retain an
experiencing self that continues to struggle to
reflect on its situation is arguably best reflected
in a novel like Dutch author J. Bernlef’s Out of
Mind, which is a first-person narrator’s account of
his own declining cognitive abilities, including his
loss of language. Or, as stated previously, a novel
like Elizabeth Is Missing, which alternates between
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the perspective of a narrator with dementia and
the perspective of a caregiver, offers repetitions,
frustration, misdirection and disorientation that
end up telling us more of what it means to care for
a person with dementia than scientific or mass
media discourses could. By making the complex-
ity of dementia palpable, literature can contribute
to overcoming reductive stigmatizing and stereo-
typical images of it.

In general, dementia narratives have devel-
oped from negative and stigmatizing depictions
that focus on loss of functionality to accounts
that imagine dementia as a challenging but non-
exceptional part of life. An example of the earlier
‘stigmatizing approach’ is B. S. Johnson’s House
Mother Normal (1973), which provides a thor-
oughly negative and stigmatizing image of people
living with dementia as sufferers at the mercy of a
ruthless and un-empathetic welfare system. This
view of people with dementia as deeply scary and
hardly human informs early dementia novels such
as Margaret Forster’s Have the Men Had Enough?
(1989), Michael Ignatieff’s Scar Tissue (1993),
Mordecai Richler’s Barney’s Version (1998) and
Jonathan Franzens’ The Corrections (2001).
Increasingly, however, fiction has come to diver-
sify the representation of dementia. As medical
doctor Gayatri Devi argues in The Spectrum of
Hope: An Optimistic and New Approach to
Alzheimer’s Disease and Other Dementias, there
is a ‘spectrum’ of dementia enabling many people
to live perfectly ordinary and satisfying lives with
their disease, but their stories rarely get told and
instead public discourse (and that of arts and
literature) tends to equalize late-stage dementia
with dementia itself. Examples of novels attentive
to different stages of dementia include, apart from
Elizabeth Is Missing and Still Alice, Ian McEwan’s
Saturday (2005) and Matthew Thomas’ We Are
Not Alone (2014) [38].

5.3 Flashes of Insight: Graphic Novels,
Memoirs, Poetry
Different genres have different affordances for
contributing to the destigmatization of dementia.
Especially graphic novels and memoirs have
become an important artistic medium: the inter-
action of word and images offers opportunities
to operate on the border of the speakable, imagin-
able and the knowable in experimental ways,
which is especially relevant for a liminal condition

like dementia. Examples include Roz Chast’s
Can’t We Talk about Something More Pleasant?
(2014), which is an autobiographical narrative
about Chast’s father’s dementia and the difficul-
ties facing an adult child who must increasingly
begin to take on parenting responsibilities for
her own parents. Spaniard Paco Roca’s Wrinkles
(2007/15) explores a character’s developing
dementia, but complicates the customary empha-
sis on loss: increasingly, the reader gains access to
the lives and imaginations of other characters in
the dementia ward of the nursing home, whose
dementia is different and not only associated with
loss and anxiety, and who find themselves chan-
ging for the better in the meeting with the main
character’s dementia. Medical anthropologist and
artist/writer Dana Walrath’s graphic memoir of
her mother, Aliceheimer’s: Alzheimer’s through the
Looking Glass (2016), puts the powers of graphic
literature to enrich and destigmatize dementia on
full display. The inevitable decline narrative is
countered by the daughter’s story of regaining a
meaningful relationship to a mother she had
never felt close to. Walrath sees her book as offer-
ing a counter-frame to the dominant biomedical
narrative of Alzheimer’s disease. Instead of ‘a
horror story: people with the disease are perceived
as zombies, bodies without minds, waiting for
valiant researchers to find a cure’, Aliceheimer
presents the cohabitation of daughter and mother
as ‘a time of healing and magic’ (p. 4). The work is
explicitly imagined as capable of countering
stigma: ‘Stigma, silence, and social death sur-
round rejected ways of being and echo through
the hallways of hospitals, medical school lecture
rooms, and textbooks. This is where stories and
comics come in. They can rewrite the dominant
narrative’ (p. 5). The book presents enriching,
surprising and often humorous experiences in
short prose pieces, typically one page long, accom-
panied by visual artwork combining collage and
drawings using Alice inWonderland cut-outs. (see
Figures 2.1 and 2.2). The brevity and humorous-
ness of these elements is, for Walrath, what makes
them especially effective: ‘showing the faces, the
lived experience, and the daily reality of those with
Alzheimer’s and other altered, different states
removes the stigma and restores their humanity’
(p. 6). Such short flashes of insight and connection
offer a destigmatizing strategy that complements
the empathy and the appreciation of complexity
explored in the previous two subsections.
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The emphasis on short forms, fragmentariness
and sub-semantic effects also characterizes
poetical attempts to engage with dementia. Here,
the development of the work of Tony Harrison is
paradigmatic of a destigmatizing shift. Harrison’s
first poem about dementia, ‘The Mother of the
Muses’ (1989), still unequivocally focusses on
loss, fear and confusion, and on the final phase
of the condition rather than the full spectrum.
Harrison’s much-quoted lines ‘If we are what we
remember, what are they / Who don’t have mem-
ories as we have ours’ come close to suggesting
that ‘they’ are non-beings insofar as they have no
memories. Harrison’s Black Daisies for the Bride
(1993) offers a more enabling picture of dementia,
and like Aliceheimer, it not coincidentally does
so by mixing different media: it is a film/poem
mixing song, lyric, acting and documentary

film-making. The work combines actors with peo-
ple with dementia, staging with documentary,
and it makes visible the proximity between see-
mingly insignificant nursing rhyme poetry with
radical avant-garde language experiments: both
disrupt conventional ways of meaning-making
and invite attention to non-traditional sites of
significance (sounds, rhythms, movements).
Harrison insists that there is a human being
behind the (seemingly nonsensical) language,
which does not have to be intended as poetry to
count and matter as poetry, and which does not
have to mean anything to be understood as pos-
sibly an indication of some form of joy and plea-
sure. The work features a key scene in which the
actors who play the nurses dress up as young
brides, as younger versions of the people with
dementia, to underline the tension between

Figures 2.1 and 2.2 Illustrations from Dana Walrath’s Aliceheimer’s: Alzheimer’s through the Looking Glass (used with permission)
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continuities and discontinuities of identity.
Black Daisies for the Bride bestows a destigmatiz-
ing humanity on these individuals, even if this
means bestowing, imagining and hypothesizing
signs that are not readily discernible; this combi-
nation of imagination and recognition, it sug-
gests, is key for dealing with literature, and also
when it comes to interacting with and caring for
people with dementia. Harrison’s work displays a
transition from a seemingly unthinking stigma-
tizing representation to a new attempt to use
literature to explicitly destigmatize individuals
living with dementia by showing them as indivi-
duals with resources, including creative and
poetic resources. In that way, as this section has
shown, it is exemplary of broader literary and
artistic developments. Even if the real-world
impact of these destigmatizing efforts remains

hard to assess, they complement the endeavours
we foreground in the next section.

6 Addressing Stigma: Education,
Contact, Alternative Discourses
In the area of mental illnesses, we find advocacy,
government and community service groups lead-
ing the development of strategies to reduce public
stigma. These efforts are based on the willingness
to improve the quality of life of persons with
mental illnesses and include three main types
of interventions: education, contact and protest.
Educational interventions are based on the
assumption that increasing awareness and over-
coming misinformation and ignorance through
the provision of factual and evidence-based
knowledge about the stigmatized condition will

Figures 2.1 and 2.2 (cont.)
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help challenge stereotypes. Contact-based inter-
ventions are founded on the rationale that expo-
sure to persons pertaining to a stigmatized group
might reduce laypersons’ stigmatic beliefs by clar-
ifying and erasing stereotypes, decreasing anxiety
and increasing positive emotions such as empathy
and understanding. Finally, protest or social
activism strategies are rooted in the conviction
that stigma can be discouraged by stressing its
immoral grounds and by clearly criticizing the
consequences of holding on to stigmatic stereo-
types [39].

In the area of dementia, education and
contact-based initiatives to reduce public stigma
are scarce, and their impact is still limited and
inconclusive, as we discuss next. To the best of
our knowledge, there have not been any protest
interventions yet. This might be related to the
fact that, as we noted earlier, the importance of
highlighting the human rights and the capacity
for self-determination of people with dementia
has only emerged in the past few years. This
new understanding of dementia, together with
increased knowledge about its early diagnosis
and prediction, might soon increase the number
of dementia organizations and advocacy groups,
as today, in many countries, these are limited
to caregivers’ groups. As these developments
occur, we might witness the flourishing of
stigma-reduction interventions based on protest
activities such as letter writing and public
demonstrations.

6.1 Educational Dementia Stigma-
Reduction Interventions
While several small-scale educational interven-
tions have been developed, the most important
and thorough initiative based on the principles
of education to overcome dementia stigma is
undoubtedly the Dementia Friends programme.
Based on the principles of increasing awareness
and knowledge about the disease, the Dementia
Friends programme recruits volunteers and pro-
vides them with information about the disease
with the aim of motivating them to spread it to
other groups and thus reduce stigmatic beliefs
[40]. Currently adopted by many countries with
national strategic programmes, Dementia Friends
initiatives have been implemented mainly with
college students as the target population, and by
providing information either through offline or

online talks [41]. However, it should be noted that
up till today, these initiatives have not attained
significant reductions in participants’ stigmatic
beliefs about dementia, although they have unde-
niably improved knowledge levels. These fairly
sobering findings stem from two main reasons:
the lack of structured valid instruments to assess
empirically the concept of dementia stigma
among laypersons, as well as the low to moderate
levels of stigmatic beliefs about dementia, as sta-
ted earlier in this chapter.

6.2 Contact-Based Interventions
In the area of dementia stigma, the use of contact-
based interventions was implemented mainly
with intergenerational groups including young
populations such as college students. The use of
video or other media to bring audiences into con-
tact with a person with dementia was adopted by
several dementia anti-stigma campaigns in Japan,
the UK, Australia and Israel [42]. Although there
is little knowledge of how exactly they function,
media campaigns are a viable method of putting a
stigma-reducing approach into practice [43].
An Australian study shows that both national
and local campaigns emphasize personhood and
underscore that persons with dementia have
rights and deserve dignity and respect [44]. Local
campaigns also aim to normalize living with
dementia more than national campaigns do, as
they try to strengthen the social commitment of
those directly affected.

While the hope informing these campaigns is
that a greater exposure to and a deeper and more
personal identification with persons with the dis-
ease will at least approach them in a more open
and unprejudiced way, evidence accumulating
from these interventions shows modest improve-
ments in laypersons’ stigmatic beliefs at best. This
is not surprising, especially as the most successful
component in contact-based interventions to
reduce mental illness stigma is the direct live
contact with a person with mental illness sharing
personal life experiences. In the case of dementia,
this is possible only with persons who retain their
language and communication abilities and who
probably find themselves at a relatively early
stage of the disease. In a disease that, as we explain
in the next subsection, is mainly framed by dis-
courses stressing the loss rather than the preserva-
tion of cognitive abilities, exposure to a person
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with the disease might reinforce stigmatic stereo-
types instead of reducing them. And moreover, as
we stated earlier in the chapter, dementia public
stigma is typically characterized by high levels of
positive feelings towards the person with the dis-
ease. Exposure to such a person might erase such
positive feelings and increase rather than decrease
negative emotions, especially fear.

Thus, reducing laypersons’ stigma in the area
of dementia is a complex and challenging task.
Knowledge accumulated until today shows that
two of the most recommended strategies for
other diseases – education and contact – might
have a merely moderate or even a negative effect,
as they might increase feelings of pity, helpless-
ness and victimization towards persons with
dementia. Called ‘benevolence stigma’, this
phenomenon reinforces stigmatized persons’
inability to make decisions by themselves and
perpetuates their need to rely on authoritative
figures [45]. Investing in the development of an
alternative discourse for the understanding of
dementia might provide an alternative strategy
for reducing dementia public stigma.

6.3 Interventions Providing Alternative
Discourses and Images
As stated earlier, the prevalent ‘tragedy discourse’
emphasizing the ‘worst case’ aspects of the dis-
ease, such as the progressive loss of cognitive
abilities and the gradual but irrevocable process
of deterioration in which people no longer recog-
nize their loved ones, is very likely strengthening
the stigma surrounding dementia [46]. The ques-
tion then arises whether there are alternative dis-
courses available that may reduce stigma. A
possible alternative to the ‘tragedy’ discourse
is the ‘living well with dementia’ discourse. In
this discourse, personhood is emphasized, and
encouraging the support from others makes it
possible to deal with the condition. This is in
line with policies that focus on early care plan-
ning, the promotion of ‘ageing well’, and the con-
cept of dementia-friendly communities.

There are many examples of initiatives that
want to promote and express these values. For
instance, the ‘living well with dementia’ project
in Stillorgan, Blackrock, in Dublin (Ireland),
aims to build ‘a community that respects, sup-
ports and empowers people with dementia; a
community in which people with dementia are

socially and culturally valued’. In the domain of
art and literature, such values are pursued
through forms of interactive creativity. The
TimeSlips project, for instance, develops a techni-
que for collaborative storytelling, in which a visual
cue (such as a painting or a photo) leads to
responses that allow the group leader to construct
a story with the participants. As the TimeSlips
website puts it (under the slogan ‘connect through
creativity’): ‘TimeSlips opens storytelling to every-
one by replacing the pressure to remember with
the freedom to imagine.’ Other examples include
Gary Glazner’s Alzheimer’s Poetry Project (APP),
in which a call-and-response model is used to
unlock hidden forms of creativity that may result
in strengthening the dignity of the people with
dementia involved, and John Killick’s Poetry and
Dementia: A Practical Guide (2018), which
demonstrates that through poetry people with
the condition can help others to look at different
aspects of life from an unexpected angle [47].
From this perspective, identity and selfhood are
situated more in playfulness, social interactions,
embodied activities and forms of community than
in rationality or self-consciousness. McParland,
Kelly and Innes point out some pitfalls in this
type of alternative approach. Sometimes, it seems
to be a matter of just doing your best to maintain
third-age (rather than fourth-age) status and con-
tinue to participate in a normal, active life [48].
This risks obscuring the undeniable negative
aspects of the disorder.

The major risk of the ‘living well’ perspective
is that the most vulnerable will be seen as the
‘failed ones’, and as a result, stigmatization is
strengthened rather than reduced for this
group. As McParland, Kelly and Innes note,
‘dementia means different things to different
people depending on their social context’
(p. 259). To achieve a more nuanced image,
they state, it is necessary to accept the paradox-
ical nature of this very complex condition. It is
therefore important to break open the dichot-
omy between ‘tragedy’ and ‘living well’ and to
combine several frames in the representation of
dementia.

Van Gorp and Vercruysse distinguish a num-
ber of counter-frames that can counterbalance the
dominant stigmatizing views on dementia [49]. A
nuanced image of dementia, first of all, does not
focus exclusively on the last stage of the disease. It
covers aspects of life from the moment the

6 Addressing Stigma

37
https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


diagnosis is made. Depending on the age at the
time of diagnosis, life expectancy is on average
seven to ten years (three years or less if the
patient is 90 years or older), so time is still avail-
able to gain in quality of life. A useful counter-
frame might then be ‘seize the day’. Although
there is an undeniable gradual decline in the
number and nature of activities that are still
possible, one could learn to enjoy the little things
that make life still worth living, even with a
diagnosis of dementia. Alternative forms of
communication can be sought with people with
dementia, which is, as in the poetry examples
presented earlier, mainly non-verbal yet

meaningful. In this way, caregivers can get to
know their loved ones during the process of ill-
ness in different and unexpected ways.

The deployment of a number of framing and
counter-framing strategies, as discussed earlier,
have been tried out in experimental research that
explores to what extent these strategies can be
used in awareness-raising campaigns. A combina-
tion of a frame that focusses on the problem with
a counter-frame that offers a more positive and
hopeful alternative perspective turns out to be the
best choice to get the audience thinking and
evaluating the campaign positively. Figure 2.3,
for example, uses a combination of the heading

Figure 2.3 Advertisement
designed by Tramway21
(tramway21.be) combining
different frames and tested in an
experimental study design
(photo taken by Laura Baudoux,
used with permission)
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‘Helga, already buried by her friends and family,
and yet she’s still alive’ and the baseline ‘Behind
every person with Alzheimer’s is a living person’
[50].

Furthermore, the ‘Unity’ frame (which does
not distinguish between body and mind) has
proven useful and has led to positive attitudes
towards people affected by dementia [51]. A
frame that distinguishes between body and
mind, in contrast, brings about emotions such
as sadness and anger. Visual stimuli, especially
the depiction of people with dementia, draw
attention to the campaign image, as demon-
strated by the use of eye-tracking technology.
The image of an elderly person ensures that
more attention is paid to the accompanying
text on a campaign image. A younger adult
holds the attention for a longer time, but
directs the attention away from the text. The
results of this type of research make clear that
each building block of a message matters, as it
can generate different effects with different tar-
get groups. Communication should therefore
be tailored as closely as possible to the living
world of the different target groups.

One example is the story of a woman who got
to know her father through dementia as someone
who liked to cuddle, whereas before he was always
very distant from her. The ability to discover pre-
viously occluded aspects of a parent’s character is
also underlined in the literary genre of the filial
dementia memoir, in which (often female)
authors report on new physical and emotional
intimacy with fathers who, because of reigning
ideals of masculinity, were previously often aloof
or simply absent (although one of the famous
cases, Arno Geiger’s Der alter König in seinem
Eksil, in which a son gets to know his father
through dementia, is written by a male author).
As such, a ray of light appears in a life with
dementia that is very often presented as pitch-
black. Therefore, the German nationwide
awareness-raising campaign Konfetti im Kopf
(Confetti in the Head) tries to bring colour to
the lives of people with dementia by making use
of the motivating power of art, culture and direct
encounters.

Another strategy to identify alternative per-
spectives consists in greater awareness that the
perception of dementia is not determined solely
by the actual symptoms of the condition; it is not
simply a biological, but also a psychological, social

and cultural condition. For example, in the con-
text of informal care, reference is regularly made
to the role reversal between parents and children
(‘reverse parenting’): parents should care for their
children, but not the other way around. However,
this is not a natural fact but a socially constructed
norm. It is equally possible to look at informal
care from the perspective of reciprocity. Parents
take care of their young children, and later in life it
is the children’s turn to take care of their parents.
Similarly, people with dementia who play with a
doll or use the tablecloth to wipe their mouth in
the restaurant are a source of shame only to the
extent that they are viewed from a normative
perspective. It is also possible to see a person
with dementia playing with a doll as the liberating
falling away of social inhibition. The adults, then,
can return to the carefree and playfulness of their
childhood. Wanting to prevent this type of situa-
tions in public at all cost can increase the social
isolation of people with dementia. In other words,
how dementia is perceived and conceived has real
impacts on the lived experiences of citizens with
dementia. This also means that changing percep-
tions matters.

7 Conclusion: Future of Dementia
Stigma
The aim of this chapter was to familiarize the
reader with the historical and sociocultural
origins of dementia public stigma, its concep-
tualization, perpetuation mechanisms and
interventions to reduce it. Undoubtedly, we
are at a unique turning point. Promoted by
initiatives of leading worldwide bodies in the
area of dementia, such as Alzheimer’s Disease
International, Alzheimer’s Europe and the
World Health Organization, public health
attention on the topic is at its peak. Still, con-
ceptual, methodological and strategic limita-
tions continue to obstruct the successful
translation of this interest into productive
research and intervention initiatives. Some of
the questions remaining are: First, do we have
a clear understanding of dementia public
stigma, or are we sticking to conceptualizations
developed in relation to other conditions? Are
we, in other words, missing the uniqueness of
dementia stigma? Second, to what extent will
recent, socially oriented and positively inclined
views of dementia affect dementia stigma?
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Third, do we even have reliable and valid
instruments to assess dementia stigma? And
fourth, why is the impact of interventions to
reduce dementia stigma so modest?

Our approach to dementia stigma needs to
walk a fine line between assuring the problem is
urgent without representing it as hopeless, and
valorizing it as a distinct way of life and under-
lining the very real challenges it involves. Because
the stigma surrounding dementia might partly be
due to the dramatization of the disorder, it might
be tempting to opt for a more extensive form
of deproblematization of the disorder. This is,
however, not a panacea either. In the contested
book The Myth of Alzheimer’s, the authors state
unequivocally that dementia is a normal far-
reaching form of natural ageing of the brain
[52]. Searching for a cure for Alzheimer’s would
therefore be a futile quest for a ‘cure’ for ageing in
general. Because the search for this holy grail is
pointless, the authors argue for a radical shift in
attention: away from the stubborn desire to find a
cure for the disease to prevention and especially
caregiving. For all the good intentions powering
this destigmatizing effort, it again risks exacerbat-
ing the stigma and trivializing the condition. In
any case, there is a paradox that needs to be taken
into account – namely, that dramatizing the con-
dition contributes to the stigma, whereas depro-
blematizing can result in the disorder being
disguised in such a way that it seems no longer
necessary to pay attention to it. As a result, the
limited resources available for scientific research
might go to, for instance, research into cancer, a
disease that is less easily perceived as being pri-
marily age related.

This is only one of the challenges future
engagements with dementia stigma will need to
reckon with. Another key challenge is to involve
people with dementia more in ethically responsi-
ble ways in research into dementia perceptions. A
further challenge is to develop more sophisticated
and dementia-specific methods to understand
both the causes and the mechanisms behind
stigma. Further, and as we underlined in the sec-
tions on literature and media, the cognitive pro-
cessing of text and image remains to a large extent
a black box. All of these challenges remain, and if
efforts at destigmatization insist that dementia is
not a hopeless and meaningless condition, they
should never fool us into believing that living with
dementia is easy.

References
1. Herrmann LK, Welter, E, Leverenz, J, et al. A

systematic review of dementia-related stigma
research: Can we move the stigma dial? The
American Journal of Geriatric Psychiatry 2018; 26:
316–31.

2. Nguyen T, Li X. Understanding public-stigma and
self-stigma in the context of dementia: A
systematic review of the global literature.
Dementia 2018; 19: 148–81.

3. Corrigan PW, Kosyluk KA. Mental illness stigma:
Types, constructs, and vehicles for change. In
Corrigan, PW, ed. The Stigma of Disease and
Disability: Understanding Causes and Overcoming
Injustices. Washington, DC, American
Psychological Association, 2014; 35–56.

4. Werner P. Stigma and Alzheimer’s disease: A
systematic review of evidence, theory, andmethods.
In Corrigan, PW, ed. The Stigma of Disease and
Disability: Understanding Causes and Overcoming
Injustices. Washington, DC, American
Psychological Association, 2014; 223–44.

5. Werner, P, Kalaitzaki AE, Spitzer N, et al. Stigmatic
beliefs towards persons with dementia: Comparing
Israeli and Greek college students. International
Psychogeriatrics 2019; 31: 1393–1401.

6. Stites, SD, Rubrighr JD, Karlawish J.What features
of stigma do the public most commonly attribute
to Alzheimer’s disease dementia? Results of a
survey of the U.S. general public. Alzheimer’s &
Dementia: The Journal of the Alzheimer’s
Association 2018; 14: 925–32.

7. Corrigan PW, Green A, Lundin R, et al.
Familiarity with and social distance from people
who have serious mental illness. Psychiatric
Services. 2001; 52: 953–8.

8. Link B, Cullen F, Struening E, et al. A modified
labeling theory approach to mental disorders: An
empirical assessment. American Sociological
Review 1989; 54: 400–23.

9. Kitwood T. Dementia Reconsidered: The Person
Comes First. Buckingham, Open University Press,
1995.

10. Van Gorp B, Vercruysse T. Frames and counter-
frames giving meaning to dementia: A framing
analysis of media content. Social Science &
Medicine 2012; 74: 1274–81.

11. Gerritsen D, Oyebode J, Gove, D. Ethical
implications of the perception and portrayal of
dementia. Dementia 2016; 17: 596–608.

12. Hillman A, Latimer J. Cultural representations of
dementia. PLoS Medicine 2017; 14: e1002274.

13. Young JA, Lind C, Orange JB, Savundranayagam
MY. Expanding current understandings of

From History to Intervention

40
https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


epistemic injustice and dementia: Learning from
stigma theory. Journal of Aging Studies 2019; 48:
76–84.

14. Granello DH, Gibbs TA. The power of language
and labels: ‘The mentally ill’ versus ‘people with
mental illnesses’. Journal of Counseling &
Development 2016; 94: 31–40.

15. McParland P, Kelly F, Innes A. Dichotomising
dementia: Is there another way? Sociology of
Health & Illness 2017; 39: 258–69.

16. Zeilig H. Dementia as a cultural metaphor. The
Gerontologist 2013; 54: 258–67.

17. Werner P, Raviv-Turgeman L, Corrigan PW.
The influence of the age of dementia onset on
college students’ stigmatic attributions
towards a person with dementia. BMC Geriatr
2020; 20: 1–6.

18. Higgs P, Gilleard C. Frailty, abjection and the
‘othering’ of the fourth age. Health Sociology
Review 2014; 23: 10–19.

19. Rowe JW, Kahn RL. Successful aging. The
Gerontologist 1997; 37: 433–40.

20. Kang S, Gearhart S, Bae, HS. Coverage of
Alzheimer’s disease from 1984 to 2008 in
television news and information talk shows in the
United States: An analysis of news framing.
American Journal of Alzheimer’s Disease & Other
Dementias 2010; 25: 687–97.

21. Kessler EM, Schwender C. Giving dementia a face?
The portrayal of older people with dementia in
German weekly news magazines between the years
2000 and 2009. The Journals of Gerontology: Series
B 2012; 67: 261–70.

22. Gerritsen DL, Kuin Y, Nijboer J. Dementia in the
movies: The clinical picture. Aging & Mental
Health 2014; 18: 276–80.

23. Cohen-Shalev A, Marcus E. An insider’s view of
Alzheimer’s: Cinematic portrayals of the struggle
for personhood. International Journal of Ageing
and Later Life 2012; 7: 73–96.

24. Strier R, Werner P. Tracing stigma in long-term
care insurance in Israel: Stakeholders’ views of
policy implementation. Journal of Aging & Social
Policy 2016; 28: 29–48.

25. Werner P, Doron I. Alzheimer’s disease and the
law: Positive and negative consequences of
structural stigma and labeling in the legal system.
Aging & Mental Health 2016: 21: 1206–13.

26. Stites SD, Rubrighr, JD, Karlawish J.What features
of stigma do the public most commonly attribute
to Alzheimer’s disease dementia? Results of a
survey of the U.S. general public. Alzheimer’s &
Dementia: The Journal of the Alzheimer’s
Association 2018; 14: 925–32.

27. Whitehead A, Woods A. Introduction. In
Whitehead A, Woods A, eds. The Edinburgh
Companion to theMedical Humanities. Edinburgh,
Edinburgh University Press, 2016; 1–31.

28. Bleakley A. Medical Humanities and Medical
Education: How the Medical Humanities Can
Shape Better Doctors. Abingdon, Routledge, 2015.

29. Bladon H. Using fiction to increase empathy and
understanding in dementia care. Nursing Times
2019; 115: 47–9.

30. Vermeulen P. Homo sacer/homo demens: The
epistemology of dementia in contemporary
literature and theory. In Krüger-Fürhoff I,
Schmidt N, Vice, S, eds. The Politics of Dementia:
Forgetting and Remembering the Violent Past in
Literature, Film, and Graphic Narratives. Berlin,
De Gruyter, 2020; 39–54.

31. Simonsen P. The terror of dementia in Ian
McEwan’s Saturday. In Chivers S, Kriebernegg U.,
eds. Care Home Stories: Aging, Disability, and
Long-term Residential Care. Bielefeld, Transcript,
2017; 175–90.

32. Jamieson S. Reading the spaces of age in Alice
Munro’s ‘The bear came over the mountain’.
Mosaic: An Interdisciplinary Critical Journal 2014,
47: 1–17.

33. Simonsen P. Livslange liv: Plejehjemsromaner og
pensionsfortællinger fra velfærdsstaten. Odense,
Syddansk Universitetsforlag, 2014.

34. Casey B. Dementia and symbiosis in Waiting for
Godot. In Maginess T, ed. Dementia and
Literature: Interdisciplinary Perspectives.
Abingdon, Routledge, 2018; 37–52.

35. Maginess T. Dementia and Literature:
Interdisciplinary Perspectives. Abingdon,
Routledge, 2018.

36. Swinnen A, Schweda M, eds. Popularizing
Dementia: Public Expressions and Representations
of Forgetfulness. Bielefeld, Transcript, 2015.

37. Swaffer K. Foreword. InMaginess T., ed.Dementia
and Literature: Interdisciplinary Perspectives.
Abingdon, Routledge, 2018; xi–xiii.

38. Devi G. The Spectrum of Hope: An Optimistic and
New Approach to Alzheimer’s Disease and Other
Dementias. New York, Workman, 2017.

39. Rüsch N, Xu Z. Strategies to reduce mental illness
stigma. In Gaebel W, Rössler W, Sartorius N, eds.
The Stigma of Mental Illness: End of the Story?
Cham, Springer, 2017; 451–67.

40. Phillipson L, Hall D, Cridland E, et al.
Involvement of people with dementia in raising
awareness and changing attitudes in a dementia
friendly community pilot project. Dementia 2019;
18: 2679–94.

7 Conclusion

41
https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


41. Buckner S, Darlington N, Woodward M, et al.
Dementia friendly communities in England: A
scoping study. International Journal of Geriatric
Psychiatry 2019; 34: 1235–43.

42. Werner P, Schifmann KI, David D, AboJabel H.
Newspaper coverage of Alzheimer’s disease:
Comparing online newspapers in Hebrew and
Arabic across time. Dementia 2019; 18: 1554–67.

43. Werner P, Schiffman, KI. Exposure to a national
multimedia Alzheimer’s disease awareness
campaign: Assessing stigmatic beliefs towards
persons with the disease. Int J Geriatr Psychiatry
2918; 33: 336–42.

44. Haapala I, Carr A, Biggs S. What you say and what
I want: Priorities for public health campaigning
and initiatives in relation to dementia. Australas J
Ageing 2019; 38: 59–67.

45. Fominaya AW, Corrigan PW, Rusch N. The effects
of pity on self- and other-perceptions of mental
illness. Psychiatry Research 2016; 241: 159–64.

46. Herrmann LK, Welter E, Leverenz J, et al. A
Systematic review of dementia-related stigma
research: Can we move the stigma dial? The

American Journal of Geriatric Psychiatry 2016: 26:
316–31.

47. Killick J. Poetry and Dementia: A Practical Guide.
London, Jessica Kingsley, 2018.

48. McParland P, Kelly F, Innes A. Dichotomising
dementia: Is there another way? Sociology of
Health & Illness 2917; 39: 258–69.

49. Van Gorp B, Vercruysse T. Frames and counter-
frames giving meaning to dementia: A framing
analysis of media content. Social Science &
Medicine 2012; 74: 1274–81.

50. Van Gorp B, Vercruysse T, Van den Bulck, J.
Toward a more nuance perception of Alzheimer’s
disease: Designing and testing a campaign
advertisement. American Journal of Alzheimer’s
Disease and Other Dementias 2012; 27: 388–96.

51. Cuadrado F, Antolí A, Rosal-Nadales M, Moriana
JA. Giving meaning to Alzheimer’s disease: An
experimental study using a framing approach.
Health Communication 2020; 35: 447–55.

52. Whitehouse PJ, George D. The Myth of
Alzheimer’s. New York, St. Martin’s Press, 2008.

From History to Intervention

42
https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


https://doi.org/10.1017/9781108918954.003 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.003


Chapter

3
Personhood, Identity and Autonomy
Bart Pattyn and Peter Hacker, with commentary from Ursula Basset,
Mathieu Vandenbulcke and Rose-Marie Dröes

Bart Pattyn, Peter Hacker
The confrontation with the dementia process is
harsh. With Alzheimer’s disease (AD), the first
symptoms seem harmless: the person is often scat-
terbrained, does not come up with the right word,
forgets what he or she had just planned – things that
can happen to anyone – but over time those epi-
sodes followmore quickly, and relatives and friends
find that something unusual is going on. The com-
mon ground from which conversations and joint
activities are coordinated crumbles and the shared
principles, thoughts and memories that formed the
anchor points of everyday interactions become
increasingly inaccessible to the person with demen-
tia. Due to the limited access to a common under-
standing of what is at stake, it becomes more and
more difficult for persons with dementia to partici-
pate perspicuously in an interaction.

In these circumstances, people often ask
‘philosophical’ questions. How come someone
standing right in front of us isn’t really there?
Has the dementia process only made it more
challenging to get through to that person, or is
his or her personality fraying apart? It is when we
are lost that we start to ponder.

In this chapter, we discuss some assumptions
that shape our attitudes towards people with
dementia. There are many such assumptions.
Take for instance the concern of a healthcare pro-
vider to make sure that persons with dementia can
always make their own decisions. For them, show-
ing respect for a person is equivalent to showing
respect for their autonomy. For other caregivers,
the first thing to consider may be the fact that the
person with dementia feels safe and happy and is
not in distress. For them, it is self-evident that in all
circumstances, someone’s well-being needs to take
precedence. Other caregivers believe that persons
with dementia should be able to function in their
familiar environment for as long as possible
because they intuitively assume that our identity is
determined by what we personify in our habitual

social environment. Others assume that we always
should prioritize what the person with dementia
desires, even if what is desired does not meet what
is socially accepted. For them, it is wrong to impose
our moral expectations on others. All of these care
options are based on implicit assumptions concern-
ing what is essential for human beings in general.

In psychological and social science theories,
assumptions about what a human being naturally
needs are more prominent because part of these
theories is built on these kinds of assumptions.
The person-centred care approach, for example,
starts from a particular assumption about what
being a person means and what it takes to be
a person [1]. Something similar applies to psycho-
analytic theories. They rely on a specific view of
human desire. It is from such a perspective
that the behaviour of people with dementia has
been linked to failing defence mechanisms [2].
Theories based on the importance of basic trust
will associate the anxiety of people with dementia
with the fear of losing the confidence that they
acquired as a child through affective attachment
to loving parents [3]. In theories in which well-
being is linked to pleasure based on affective and
sensory contact, one also starts from a specific
conception of what human well-being implies.

Assumptions about what it means to be a full
human being are also prominent in legislation.
The first principle of the United Nations (UN)
Convention on the Rights of Persons with
Disabilities, for instance, offers a clear example of
this when it confirms as its first principle ‘respect for
inherent dignity, individual autonomy including
the freedom to make one’s own choices, and inde-
pendence of persons’ [4].1 The assumption is that in

1 According to this Convention, persons with disabil-
ities ‘include those who have long-term physical, men-
tal, intellectual or sensory impairments which in
interaction with various barriers may hinder their full
and effective participation in society on an equal basis
with others’ (Article 1).
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order to be considered a full person, human beings
must be able to make decisions for themselves.

Discussions about the public perception of
dementia are based on assumptions about what
a fulfilling human life amounts to. It is, for
instance, believed that the framework from
which the general public perceives dementia is
too negative because in our Western culture, the
importance of cognitive functions is overesti-
mated while the affective and sensitive aspects of
a person’s personality are supposed to be under-
estimated [5]. That would imply that it remains
possible to have a fulfilling life based on emotional
and sensitive contact only. Due to the overvalua-
tion of cognitive skills, the notion of dementia has
a stigmatizing character, which is why it is argued
that the public perception of dementia should be
adjusted. The implicit assumption is here that
emotional aspects of someone’s personality can
flourish even if the cognitive functions are low.

Surveying these informal philosophical
assumptions, it seems relevant to subject them to
a more formal philosophical analysis. We plan to
do so by clarifying the concepts on which some of
these assumptions are built.

Concept clarification consists in explaining
how a particular concept can licitly be used. That
use is constrained. Words do not mean whatever
you want them to mean. That is why concept
clarification will enable us to identify cases in
which concepts are being applied beyond their
licit limits. We are all easily tempted to use
concepts beyond the bounds of their proper appli-
cation, thereby misleading ourselves and our
interlocutors often without being aware of it.
This is also the case when we use concepts such
as ‘self’, ‘mind’, ‘person’ and ‘autonomy’ [6].
Making those inaccuracies visible should make it
possible to adjust a series of common but mislead-
ing philosophical assumptions on which some of
our attitudes towards people with dementia rely.

In the context of discussions about dementia,
some conceptual misunderstandings appear to be
based on a language-induced deception. The rea-
son for such delusion is often our tendency to
spontaneously regard things that we can denote
with a noun or with a personal pronoun as an
independent entity, even if this ‘objectification’ is
conceptually nonsensical. Grammatically, we can
make what we designate with a noun or a personal
pronoun function as the subject or the object of
a sentence and in this way ascribe all kinds of

properties and activities to it. We can do this
without appearing unusual, strange or unnatural,
even if the particular reality we refer to with that
noun cannot in practice be regarded as an inde-
pendent entity. For example, the contradiction we
make between body and mind appears to be based
mainly on a deception induced by language. Let us
explain the nature of that deception with the con-
cept of ‘self’.

‘Self’ – The word ‘self’ was initially used
in situations where one wanted to emphasize
that it was indeed about that very person or object
that one was talking, as in ‘He did not leave it
to someone else: he preferred to do it himself.’
‘Self’ was and is also used as a possessive and as
a reflexive pronoun (oneself). In all of these cases,
the concept of ‘self’ represents the person or
object to which reference is made with emphasis,
possessive or reflexive. Language, however, allows
the use of ‘self’ independently of any attached
pronoun in a select range of contexts. It is per-
fectly all right to talk about ‘someone’s true self’ or
‘someone’s better self’. When people started to do
that, the impression was created that someone’s
‘self’ does not coincide with the subject. Instead, it
seems to refer to a being or entity to which one can
attribute characteristics that differ from those of
the person. Philosophers further enhanced that
supposed independence when they assumed in
Locke’s footsteps that what guarantees the conti-
nuity of one’s ‘self’ is something that does not
coincide with the living human being. A person’s
‘self’ would be the product of what someone ima-
gines to be the inner subject or ‘owner’ of experi-
ence. Instead of continuing to think of the word
‘self’ as a part of a pronoun immediately referring
to the person, ‘self’ became the designation of
a separate being or entity. It appears to be about
something that does not necessarily undergo the
same changes as the living human being. The fact
that ‘self’ can be used in an objectifying way does
not, of course, mean that we always use the con-
cept in a misleading way. With this personal pro-
noun we usually refer to a concrete private person
and not to an objectifiable item belonging to that
person.

Regarding the philosophical assumptions that
underlie conceptions of dementia, the distorting
use of the term ‘self’ has given rise to the appear-
ance that, despite the neurological damage caused
by the dementia process, a person’s ‘self’ appears
as something that can remain itself unchanged. If
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there were an independent entity or a particular
item in our mind that we may call ‘our self’, that
would make sense, but there is not. The licit use of
‘self’ is simply to refer to aspects of our nature, not
to any kind of being or entity.

‘Body’ and ‘mind’ – Such an ‘objectification’
has also occurred with respect to the concepts of
‘body’ and ‘mind’. ‘A’s body’ and ‘A’s mind’ can
function as the subject of a sentence which makes
it appear as if such phrases refer to something
substantial. Furthermore it is grammatically all
right to say that we have a body and equally in
order to say that we are a body. This is the source
of much confusion, as it raises the question of the
relation between the body I am (this particular
animate spatio-temporal continuant) and the
body I have. For how can what I am also be some-
thing I have? Clarity dawns when one realizes that
all of our talk of the body I have is in fact no more
than talk of my somatic characteristics. If NN has
a lithe, athletic, beautiful body, then she is lithe,
athletic and beautiful. If NN has a frail, ageing and
weak body, then he is frail, ageing and weak.
Something similar holds of our talk about our
mind or someone’s mind. It appears superficially
to be talk about something associated with
a person’s body (as Cartesian dualists argue). But
if the use of ‘mind’ is carefully examined, it
becomes evident that this is no more than a way
of speaking of a range of a human being’s intel-
lectual, cognitive, cogitative and volitional acts
and activities. For a thought to cross one’s
mind is for a thought to occur to one; to have
something in mind is to think of something; to
make up one’s mind is to decide; to use one’s
mind is to think; to be in two minds about some-
thing is to be undecided; to be in half a mind to do
something is to feel inclined to do it; to call some-
thing to mind is to remember, and for something
to slip out of one’s mind is to forget. To do some-
thing mindlessly is to do it without thought, to
lose one’s mind is to lose one’s rational faculties
and so on. All of our talk of the mind is a manner
of speaking of our rational faculties and their
exercise. In short, all of our talk of the mind and
body a person has is talk of intellectual and
somatic features of a living human being, not
talk of two separate entities that stand in some
baffling relationship to each other.

Nevertheless, people rely on all kinds of dualist
assumptions, and if one looks back in the past, one
will find that dualist principles were more the rule

than the exception. After all, in Western history,
there have hardly been periods when the opposi-
tion between soul and body has not been assumed.
In Christian doctrine, this opposition was taken for
granted because almost all theologians proceeded
from the Neoplatonic and Augustinian distinction
between the visible, material and perishable reality
on one hand, and the invisible, immaterial and
imperishable reality on the other. The body was
supposed to be part of material reality while the
soul belonged to the spiritual world.2 The fact that
in the early modern period intellectuals distanced
themselves from scholastic philosophy did not lead
to the elimination of dualism. On the contrary, the
classical dualist view of man was radicalized under
the influence of Descartes. According to Descartes,
the material world consists of material substance
(res extensa) and is the subject of physical laws. The
human body belongs to this sphere of reality. The
human mind, on the other hand, is a substance
that does not occupy physical space and is there-
fore not subject to physical laws (res cogitans).
In that sense, according to Descartes, body and
mind belong to two completely separate spheres
of reality.3

Naive Cartesian dualism may make us smile,
but it should not be overlooked that the assump-
tions many modern scientists use to explain
human behaviour are no less dualist. For example,
when neurologists suggest that they can explain
how people think, feel or desire based on physio-
logical processes, they implicitly assume that the
physiological and psychological realms of reality
form two mutually independent spheres. This dis-
tinction is similar to that of Descartes. However,
unlike Descartes, they do not assume that the
spiritual sphere directs the material one, but the
other way around: what people think, feel and

2 Neoplatonic dualism initially proved difficult to
reconcile with Christian beliefs about incarnation, tri-
nity and physical resurrection that gave rise to all kinds
of dogmatic disagreements. In the Middle Ages, some
theologians were inspired by Aristotle’s hylomorphism.
However, the distinction between the earthly and the
heavenly was interpreted almost unanimously from the
Neoplatonic conceptual framework.
3 Because apparently body and soul are nevertheless
related to each other, Descartes was forced to indicate
how the two spheres are connected. He assumed he
could identify the point of interaction with an organ
in the brain, specifically the pineal gland. This is the
standard view of Cartesianism. But it is arguable that he
was a trialist, rather than a dualist (see [7]).
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desire is determined by physical, chemical or phy-
siological processes. Indeed, thinking, feeling and
longing are based on a series of physical, chemical
and physiological processes, and those processes
are the necessary conditions for thinking, feeling
or longing. However, it is a bridge too far to
consider these processes as sufficient conditions
for how we think, feel or desire. The fact that the
amygdala in my brain causes a freeze or a flight
response will not make me understand what it
means to be scared. Likewise, the fact that there
is a certain amount of dopamine in my nervous
system can not explain what counts as happi-
ness. The fact that we can indicate more pre-
cisely which physiological processes accompany
feeling anxious or happy does not make our
ordinary dealing with anxiety or happiness
redundant. Physiological and psychological
explanations are not mutually exclusive. They
are complementary. They highlight aspects of
the same act, event, activity or process.

Dualist views are still prevalent today, not only
because from a scientific point of view it is easily
assumed that what people think, feel or desire can
be explained on the basis of physiological pro-
cesses. At least as misleading is the premise that
ourmind can function on its own. The notion that
what we experience psychologically does not
depend on the nature of our body has been fuelled
by numerous philosophical considerations, not
least by Locke’s conception of personal identity.
As indicated, Locke believed that the continuity of
a person’s identity is independent of his or her
body because it is guaranteed by his or her mem-
ory, implying that even if a person’s consciousness
were to be transferred to another body, the con-
tinuity of his or her personal identity would be
ensured. Locke’s’ account is misleading, as we
have already discussed. The fact that I have for-
gotten that I was the one punching someone in the
face yesterday does not undo the fact that it was
me. Nevertheless, Locke’s ideas have often been
taken into consideration because people are
tempted to assume that our psychological proper-
ties alone constitute who and what we are. That
we can experience anything independently of our
being living spatio-temporal continuants with
powers of intellect, will and feeling is incoherent.
What we experience and feel is based on what
we perceive physically. Therefore the world will
appear differently if a child or an adult experi-
ences it, a man or a woman, a tall or a small

human being.4 For all kinds of cognitive and emo-
tional functions, we need to be in good shape. We
cannot reason sensibly when we are in shock,
drunk or exhausted, and our particular physical
aversions, fears, lust and passions are no less phy-
sical than they are psychological. From that per-
spective, the idea that we could retain our
personality if we were able to transfer our mind
or consciousness to any other body seems absurd.
That is why we use all kinds of expressions in
terms of which we describe what happens to us
physically to make clear what we are going
through psychologically. We say, for example,
that our heart is beating faster with excitement,
or that we are breathless with effort or blushing
with embarrassment. These descriptions cannot
be understood as purely physical or as purely
psychological. They are descriptions of what we
experience psychosomatically. That is ultimately
what we are: psychosomatic creatures, with
physical and psychological powers, physical and
psychological attributes.

The conceptual clarification regarding the con-
trast between body and mind has consequences
for how we perceive what happens to someone
with dementia. The damage to a person’s neuro-
logical system cannot be understood as the
damage to an entity distinct from the individual.
It is damage to the person himself or herself. The
self or the mind of a person is not something on its
own that operates within its own sphere vis-à-vis
other aspects of our personality. In the same way,
when I am suffering from a disease, it is not just
my body that is suffering: it is me.

Cognition and emotion – Just as body and
mind do not belong to separate realities, neither
does our cognitive and affective nature. Thought
operations and emotions do not function inde-
pendently of each other. They intervene and
determine each other’s content and quality. The
motivation for answering, objecting or checking
something is usually attitudinal or emotional, and

4 Aristotle was aware of the absurdity of this misun-
derstanding. He wrote, ‘saying that the psyche is angry
is of the same order as saying that the psyche weaves or
builds’. According to him, it is misleading to say that
the psyche regrets, learns or thinks. Ultimately, it is the
human being who does that with his psyche in the sense
in which a human being does things with his talents.
Aristotle did not have the concept of a person, which
emerged only in Rome. He spoke simply of human
beings or men.
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the shades of what we feel are determined by the
nuanced differences between what we can cogni-
tively distinguish.We do not think without feeling
the relevance of what we are thinking, and our
attitudes and emotions would be poorly differen-
tiated without our conceptions. That means that if
a person’s cognitive abilities change, his or her
feelings inevitably change as well. In that sense,
it is misleading to assume that cognition and
affection belong to separated spheres. If some-
thing goes wrong cognitively, it will often imme-
diately have an effect on what occurs emotionally
and vice versa.

Identity – The concept of identity has at least
two distinct uses. On one hand, the term ‘identity’
is used in the context of questions about some-
one’s numerical identity, such as: ‘Is the person
I met yesterday really the person who stands
before me today?’ As indicated, contrary to what
Locke suggested, a person’s numerical identity
seems to be guaranteed by the continuity of his
or her existence as a living human being and not
by what the person concerned remembers. In our
everyday interactions, we seldom experience the
determination of a person’s numerical identity as
problematic. It is only in situations when we do
not recognize someone, for example, that we
doubt whether that person is the one we had in
mind.

However, ‘identity’ can also refer to what some-
one is because of his or her position, function or
standing in a personal relation or in an institutional
setting. Lydia is, for instance, someone’s friend,
colleague or mother while she is also a neighbour
and a citizen. The identity of a person in this
context is determined by the formal and informal
norms and expectations that fix a person’s status
within a web of social interactions. It is in this sense
that we speak of a person’s sense of identity – that
is, of their conception of who they are and what
they stand for.

Tomake sure of someone’s numerical identity,
we know what to focus on. Our passports contain
passport photos to check whether we are indeed
the person we purport to be. If that is not suffi-
cient, biometric identification techniques can be
used based on, for example, fingerprints or iris
recognition. It is less obvious to assure ourselves
of someone’s status in a relation. Since all rela-
tions in which people stand to each other are
particular, there doesn’t seem to exist an objective
conception of someone’s social identity. What

a person means to me will never fully correspond
to what he or she means to you. However, that
doesn’t mean that we are condemned to constant
misunderstandings about each other’s roles or
functions. In most of our interactions, we are
well aware of what we can expect from each
other from a common perspective. That aware-
ness seems to be a precondition for the success of
our interaction. Indeed, if we could not share the
same idea of each other’s function, we would not
be able to coordinate our common interactions,
evaluate each other’s initiatives and monitor our
own behaviour. In all of our interactions we trust
that each of us is aware of what we want to obtain
in that shared interaction and how each of us can
contribute to realizing it. Since most of what we
do is part of an interaction, there are hardly situa-
tions where we are not implicitly aware of how our
social identity is perceived from a particular com-
mon perspective. We know what is expected from
us as a member of a family, as a customer in
a store, as a colleague among peers, as a passer-
by on the sidewalk etc. Even in many informal,
short-lived interactions, we know how we are
expected to meet the situation and to respect the
rules and norms that guide our behaviour. In our
daily life, our conception of a person’s social
identity is therefore not based on the heteroge-
neous collection of subjective impressions that
each of us has separately, but on assumptions,
beliefs and judgements we share in the course of
our interactions.

This observation has some consequences. It
implies, for instance, that if we cannot address
a situation from a shared perspective, we will not
be able to realize how each of us is supposed to be
perceived within the context of our interaction.
The ability to estimate from a common point of
view how someone comes across seems to be
crucial, not only to realize someone else’s but also
our own social identity in a particular interaction.
People cannot realize their own status vis-à-vis the
status of others if they cannot participate in the
common understanding of the interaction.

Another consequence of the observation that
our identity is illuminated by a shared perspective
is that nobody can fully control his or her own
status. The recognition of our social identity will
be determined by what our social environment
agrees it to be. To be taken seriously we depend
on our companions or our fellow citizens. They
need to give us a chance to be acknowledged as
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a full interlocutor. It is from this perspective that
Erving Goffman, the sociologist who developed
the core concepts we use today in research
on stigma, framing and identity, stressed the vul-
nerability of our identity. He illustrated with
numerous observations how we can lose face –
sometimes by accident, sometimes by our own
failure, sometimes by a lack of collaboration or
by bad intentions of our interlocutors [8]. In our
intimate relations, we have the tendency to pro-
tect each other from this kind of trouble. Decent
people will offer someone who ends up in an
embarrassing situation a way out. They will pro-
tect their fellow citizens who fail to perform their
role or present themselves properly. But people
can be cruel. They can ridicule, stigmatize or
destroy someone’s reputation. All of this illus-
trates how dependent we are on the sympathy
and solidarity of others to preserve the respect-
ability of our identity.

A third consequence of our observation is
that in order to be a reliable player, you need to
know the game. If you want to participate in
a conversation, you need to understand what some-
one is talking about. If you want to be trusted with
a particular responsibility, your fellow human
beings need to trust that you realize what that
responsibility implies. You can only actively parti-
cipate in an interaction if you can show that you
know the rules that structure the common under-
standing fromwhich the interaction partners assess
the meaning of what is at stake in that interaction.

The principles on which the structure of
a common understanding in an interaction is
based cannot be derived from what is empirically
observable. These principles seem to have the
same conventional status as the imaginary lines
that we project between the stars so that each of
us can distinguish the same constellations.
People can only realize what is happening from
a common perspective if they know the concepts,
conventions or rules that they are expected to
use to structure what is at stake from a common
viewpoint. The concepts we use to coordinate
our perception and our interactions are derived
from language. Language offers all kinds of ready-
to-use formats that help us organize reality in
a shared way. It presents scripts and expectation
patterns that help us ‘read’ situations in
a common way. Depending on the circumstances,
the concepts we use to coordinate our interactions
and communication will be spontaneously

enhanced and fine-tuned until we mutually trust
that they fit the situation naturally. This is not
something we do consciously. It is part of the
way we ordinarily make sense of reality.5

Participating in a common understanding is
not only intellectually but also emotionally
important. As Donald Winnicott has aptly
described, we will only invest emotionally in
what is at stake insofar as we can merge into the
game from which we can attribute meaning to
that reality along with the companions with
whom we can share what we realize. People are
affectively involved with reality to the extent that
they can attribute shared emotional meaning to
specific aspects of reality [10].Winnicott observed
that those who cannot or insufficiently participate
in a shared engagement lose part of their emo-
tional interest in the world and become indiffer-
ent. If the capacity to be involved in a common
enterprise is wholly lost, there can be only limited
awareness of and, as a consequence, only limited
interest in what happens.

When family, friends or acquaintances infor-
mally ask ‘philosophical’ questions about what is
going on with the identity of the person with
dementia, they do not worry about that person’s
numerical identity. No one doubts whether
a person will remain the same numerically during
the dementia process. Rather, it is the fading pre-
sence of the person they used to interact with that
worries family members, friends and acquain-
tances; it is their inadequate capacity to play the
role they used to play and to function as a full
interlocutor; it is their inability to participate in
their previous engagements; it is the withering
away of emotional interest in what they cared
about. For a long period between the first diag-
nosis and the last phase of the disease, the person
with dementia’s interactions with their social

5 Goffman observed that when we ask what is happen-
ing, we are not so much interested in the empirical
details of the event as we are curious to know how we
are supposed to understand the situation. For example,
if people are nervously crammed in a shopping street,
we will be eager to know if the fuss is about a spectacular
clearance sale, a sudden incident or a demonstration.
The importance of getting the frame right is about
finding out if we are on the same wavelength. The
three different conceptualizations imply three different
interaction patterns. Getting it right is vital because if
we frame the situation in the wrong way, we will look
foolish [9].
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environment function as before and their partici-
pation hardly changes. There are of course
moments when the interaction falters – for exam-
ple, when the person becomes distracted or can-
not follow a train of thought properly. In such
circumstances, people are spontaneously inclined
to jump in and stand up for each other. When
someone seems to be going astray, we usually take
it for granted in conversation to supplement bro-
ken lines of reasoning, to articulate the unfinished
phrase, to explain the missed presuppositions and
the like. That well-intentioned support can some-
times be perceived as inappropriate. People may
be inclined to take the initiative of a person with
dementia too quickly; out of impatience they give
their interaction partners too little time to decide
for themselves what to do. Patronizing interven-
tions can be experienced as humiliating. Of
course, this does not alter the fact that attentive
support will allow a person with dementia to
participate longer in his or her usual interactions
with others. Another factor that perpetuates par-
ticipation is the stability of the context in which
that interaction takes place. When an interaction
is part of a set of fixed and familiar rituals
embedded in a person’s daily routine, the initia-
tive the person with dementia is expected to take
will be supported by habit formation. Removing
someone from their familiar sphere of interaction
will therefore be accompanied by a decline in
personal initiative. Towards the end of the
dementia process, periods in which the person is
no longer fully aware of his or her status within
the framework of a specific relationship will
alternate with clear periods in which the person
is aware of this, and those moments are in
a relationship often experienced as healing. At
the end of the process, relatives, friends and care-
givers observe that the person with dementia exhi-
bits a growing incapacity to realize how what
happens and what is discussed makes sense. That
incapacity manifests itself in different ways: they
fail to access a collective memory that could
enhance the understanding of an anecdote; they
fail to realize the relevance of a concept that is
crucial for the interpretation of an event; they can
no longer understand a certain rule or they don’t
realize the repercussion of a convention. In this
situation, of course, the person with dementia
continues to be a father or mother, husband or
wife, neighbour or friend. But he or she is no
longer aware of these social roles and can no

longer fulfil them.Nevertheless, his or her children,
partner, neighbour or friend still stand in the com-
plementary relation to them, a relation that carries
with it a manifold of obligations of care.

Person – The term ‘person’ is often used to
refer to a human individual in general – for exam-
ple, when we specify the number of persons for
a hotel reservation or when we verify the max-
imum number of persons who can occupy a lift.

The term, however, has also a specific mean-
ing. ‘Person’ is also used to refer to an individual
who can be held liable for his or her own moral
or legal decisions or behaviours. In that context,
‘person’ signifies an autonomous human being
with powers of rationality, sensitive to reasons
for thinking, feeling and acting, responsible for
their actions. We don’t grant very young children
such a person status, since no one expects them to
be answerable for their actions in the same way as
adults. We will assume someone oversees them
and takes responsibility for them. Obviously, this
does not mean that we do not consider them
intrinsically valuable human beings, nor that we
are no longer prepared to take into account their
personal views, decisions or wishes. It just means
that we do not assign them the same responsibility
status as most of our fellow citizens. When deci-
sions have to be made that concern people who
can stand up for themselves, we want them to be
involved in that decision-making process. Even if
we have a certain expertise from which we know
what is good for them, it would be wrong to
compel them to follow our lead. If we respect
them as persons and they agree that we should
advise them, we will invite them to share
a perspective on their situation from which our
advice will appear reasonable to them, and only
when they themselves want what we think they
should do will we feel confident to proceed. Such
agreements can only be made if a person can
participate on an equal standing, in a shared
understanding as someone who can speak for
themselves.

The particular meaning of ‘person’ corre-
sponds with its etymological meaning. ‘Person’
was derived from the Greek word for stage mask
(prosōpon) that was gradually used figuratively to
refer to a person’s role in a play [11]. Stoics gen-
eralized that reference when they drew attention
to the fact that in life, every individual plays
a specific role and needs to answer the expecta-
tions connected to it. According to the Stoics, it is
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essential to meet these expectations as best as
possible, without wanting to determine the role
that defines those expectations. The term ‘person’
was later used in the legal context for the role
someone takes in a trial – for example, the role
of the complainant or the role of the accused. It
was gradually assumed that all citizens have a legal
personality except slaves, called aprosōpos.

In the modern age, the concept of the person
was set against the background of Descartes’ and
Locke’s views. These views gave rise to a web of
misconceptions from which one could not easily
free oneself. Kant was one of the few intellectuals
who could put Locke’s view into perspective. ‘A
person’, Kant wrote, ‘is a subject whose actions
can be imputed to him. Moral personality is,
therefore, nothing other than the freedom of
a rational being under moral laws.’ To which he
added: ‘Psychological personality is merely the
ability to be conscious of one’s identity in different
conditions of one’s existence’ (6.224) [12].
According to Kant, people have intrinsic value
because they are persons. In the words of Kant
himself:

A human being is a being of slight importance
and shares with the rest of animals, as offspring
of the earth, an ordinary value. Although
a human being has, in his understanding, some-
thing more than they and can set himself ends,
even this gives him only an extrinsic value for his
usefulness . . . But a human being regarded as
a person, that is as a subject of a morally practical
reason, is exalted above any price; for as a person
he is not to be valued merely as a means to the
ends of others, but as an end in himself, that is he
possesses a dignity (an absolute inner worth) by
which he exacts respect for himself from all other
rational beings in the world. (6. 434f.)

This definition of a person will raise questions
about the consequences of the process of demen-
tia. If at the end of the process it becomes difficult
for an individual with dementia to participate as
an autonomous actor, can that individual still be
considered a person? Since we are used to call all
human beings persons in the broad sense of the
word, this question will be perceived as disturbing
only for those who associate the human dignity of
human beings with their status as autonomous
and responsible individuals, as Kant would have
it. But is the connection between human dignity
and autonomy justified? We will answer this

question in the course of clarifying the concepts
of autonomy and respect.

Autonomy – People are autonomous when
they are free to make their own decisions and
take responsibility for them. Autonomy, freedom
and responsibility are concepts that presuppose
each other. It is because a person can decide
autonomously and freely what to do that he or
she can be held liable for it.

Some philosophers wonder whether auton-
omy, freedom and responsibility are meaningful
concepts because they suppose that everything,
including human behaviour, is determined.
Recent neurological research has increased public
interest in that statement, but the question of
whether there is such a thing as ‘free will’ is any-
thing but new. In the sixteenth and seventeenth
centuries, this issue was a central point of conten-
tion in the context of a theological discussion
about predestination, and at the end of the eight-
eenth century, the denial of free will was the pivot
of radical materialistic Enlightenment thinking.
It is, of course, impossible within the scope
of this chapter to go into that philosophical dis-
cussion in detail. However, there is a particularly
much-referenced contribution which provides
a relevant starting point in this matter. In
‘Freedom and Resentment’, Peter Strawson
demonstrated that nothing could provide good
reasons for abandoning our ordinary notions of
freedom and responsibility [13]. In ordinary life,
we praise people for their meritorious deeds and
blame them for what we consider reprehensible,
and we find these reactive attitudes justified. We
do make a distinction between what is coerced
and what one could freely decide and we consider
not everyone fit to take full responsibility. That is
how freedom and responsibility make sense in our
ordinary interactions. This observation as such
does not refute the idea of someone who takes
an objectifying attitude (an attitude in which we
abstract from howwe are involved with each other
in ordinary life) and beliefs that all what happens
is determined, but the fact that it may seem incon-
sistent from an objectifying attitude to consider
people autonomous, free and responsible is not
a sufficient reason to give up the way we interact
and organize our lives naturally.

Strawson seems to be right. Even the philoso-
pher who explains in front of a full auditorium
that the concepts of autonomy, freedom and
responsibility are illusory because everything
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people do is determinedwill not get away with this
statement when his partner accuses him of having
cheated. In our ordinary lives, we know what
responsibility means. We know whom we can
consider a reliable autonomous actor. We realize
that someone who cannot participate in the
shared understanding of the meaningfulness of
our interactions will not be able to take full
responsibility of his or her acts because they will
not be able to fully realize the relevance of what
they are saying or doing. Without this participa-
tion, an individual is still able to act. However, he
or she will not be trusted to attune that behaviour
to the expectations that apply within mutual
involvement. It is only when people trust that
you know how the game is played, or that you
know what will be considered appropriate and
inappropriate within a given context, that you
will be accepted as someone who can act in
a responsible way as an equal respondent.

The fact that the way we can function as
autonomous actors presupposes a relational con-
text implies that we depend on our fellow humans
for the success of much of what we do, commu-
nicate or represent. If someone threatens to fall
out, bystanders can help that individual to play his
or her role or to take up his or her function with-
out losing face. Within a family or among friends
and trusted acquaintances, the permanent struc-
ture of the usual interactions can continue to
guarantee the interpretation of the role that the
person with dementia has within these different
common understandings, even if that person is no
longer capable of performing this interpretation
himself or herself. Among people who are deeply
involved in a family or as friends and acquain-
tances, the interaction patterns can uphold the
place and status of the person with dementia
even if the personal initiative of the person with
dementia has deteriorated significantly. To keep
up these patterns, however, requires a lot of
energy and engagement of the family, friends
and acquaintances. As for so many other aspects
of care, the starting point for supporting some-
one’s ‘autonomy’ is uneven. Some people have
a loving partner, live in a close-knit family or are
related as friends or neighbours. Others live alone,
are part of a broken family, have few loyal friends
and no contact with residents. The capacity to
support what an individual wants to personalize
is limited. Sooner or later, there will come a time
when there is no other alternative for the person

than to be treated without much mutual under-
standing. In this sense, the dementia process
confronts people with finitude: limits of the inter-
actions, limits to the kind of role one can play
and limits to one’s freedom, responsibility and
autonomy.

Respect – Showing respect to people can mean
different things depending on the context. We use
the concept of respect when we value someone in
a particular sense – for example, because of his
or her talents, achievements or responsibilities.
However, respect also applies in a universal
sense: we know that we should respect human
beings as human beings. Indeed, it seems to us
quite natural that we should deal with a human
individual differently than with an object or an
animal. Although this realization is fragile, we
know that when we deal with a human being,
whether newly born or old, whether alert or con-
fused, rich or poor, criminal or righteous, we
should respect it as a human being. That realiza-
tion manifests itself before we reflect on its mean-
ingfulness. We do not ask ourselves if that being
meets the criteria to be considered human. People
can indeed think about what qualities are charac-
teristic of a human being, but when they do that,
they do so in a world where it is already clear what
a human being is. Indeed, some philosophers
doubt whether we should continue to respect
that pre-reflective conception. For them, it is
questionable whether people who have lost their
rational capacities and are no longer aware of
themselves have more value than, for example,
intelligent animals. They believe that we should
give up our ‘speciesist’ assumptions when deter-
mining that value [14]. As long as these thoughts
only concern purely theoretical reflections, these
statements may be tolerated. However, prioritiz-
ing the life of an injured dog over the life of
a human being who has lost his or her rational
capacities in practice would be considered a
transgression.

We also know that wherever we can we should
respect human beings as persons. This fact has
undoubtedly strengthened our reverence for
human dignity, but it is important to recognize
the difference between the concept of a person
and the concept of a human being. ‘Person’ is a
status concept while ‘human being’ is a substance
concept. Human beings qualify as persons
because their powers of rationality and reason-
ableness and their sensitivity to reasons for acting,
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feeling and thinking enable them to be an indi-
vidual who can decide and can speak for them-
selves in a answerable and responsible way. We
do not respect someone as a person only because
of his or her cognitive or emotional qualities, but
also because those cognitive and emotional
powers enable them to realize what matters in
the context of their interactions. When someone
doesn’t realize what’s going on, there is no point
in trusting him or her as someone who knows
what he or she is responsible for. That is why we
do not consider very young children or those
with severe mental problems accountable for
their behaviour and why we expect someone
else to take responsibility for what they do. If
someone is not or is no longer able to participate
in an involvement from which one can decide
what is needed, we suppose that it will be the
partner, the supervisor or the caregiver who will
have to decide what needs to be done for him or
her. However, ceasing to trust that someone can
participate in our common understanding
doesn’t necessarily imply that we deny his or
her human dignity.

Losing the ability to realize autonomously
what kind of decisions and behaviour make our
mutual interaction work is never abrupt, except in
cases with traumatic brain injury or other forms
of acute brain damage. Acquiring or losing the
ability to be an independent and accountable per-
son is often determined by a gradual process. In
some dementias, even at an advanced stage, con-
fused and more lucid moments alternate. It is not
always obvious when someone can’t speak up for
himself or herself. Because of this, the denial of
someone’s status of being an accountable person
in the strict sense can often be contested. In legal
discussions, however, the status of being accoun-
table is of importance, as is discussed in another
contribution.

1 The Juridical Take
on Personhood, Identity
and Autonomy

Ursula Basset
What, if anything, is translated into the legal
approach to personhood, identity and autonomy?
International law seizes the underlying philoso-
phical debates and takes a stand on them by
choosing a specific phrasing – hence the phrase
‘lay down the law’.

Personhood is probably one of the most
remarkable contentions of law.6 Law does not
understand personhood as relying on a human
being able to be autonomous and make its
own decisions. The UN Universal Declaration of
Human Rights, Article 1, is not derived from
personhood, but from being human: ‘All human
beings are born free and equal in dignity and
rights’ [18]. Further on, Article 6 reads:
‘Everyone has the right to recognition everywhere
as a person before the law.’ The background of this
landmark wording relies on the horrors of two
world wars, which were still fresh in the memories
of the drafters [19]. Being human has ever since
been the only requisite to be entitled to claim
recognition to legal personhood as a universal
human right [20]. The Convention on the Rights
of Persons with Disabilities, in Article 12, comes
back to this radical approach: ‘States Parties reaf-
firm that persons with disabilities have the right to
recognition everywhere as persons before the law.’

We should be deeply impacted by the radical-
ness of a legal disposition that feels the urge to
specify that every human being has, by the mere
fact of being and belonging to the human species,
an entitlement to qualify as a person. And this is
phrased as an obligation imposed ‘universally’.
There is a certain ‘moral passion’ behind the
Declaration, which is meant to be a stark and
powerful statement [21].

The ‘recognition’ of personhood means the
pre-existence of personhood beyond the law:
recognition is a sort of agreement with an accep-
tance and an acknowledgement. It also may indi-
cate admiration and respect. It means that it is not
in the hands of each local legal system to decide
who is a person and who is not based upon any
other basis than the fact of being human, whatever
the stage of human development is, whatever the
state of mind is, whatever the age is, whatever
the race is, whatever the sex is. It is probably the
broadest possible meaning of personhood.

Then again, philosophers might say that every-
thing comes back to the meaning of ‘human being’.
Law has to be interpreted by its most ordinary

6 Let us recall the UNESCO report consisting of
a questionnaire sent to a philosophers’ committee,
composed by Mahatma Gandhi, Pierre Teilhard de
Chardin, Benedetto Croce, Chung Su Lo, Aldous
Huxley, S. V. Puntambekar, Ralph Gerard, Salvador
de Madariaga, F. S. C. Northrop and J. M. Burgers,
among others.
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meaning. In that sense, a human being is just
a living creature belonging to the species Homo
sapiens.

Even more strikingly, Article 12 specifically
implies that persons with disabilities are full
human persons and therefore entitled to the status
of personhood before the law [22]. In a way, this
statement disrupts the association between legal
capacity and legal personhood. Even if the use of
the word reaffirm implies that there is no new
recognition of a right [23], but a confirmation
of previous legal provisions, in this context,
Article 12 refutes any possible intrinsic associa-
tion between full mental fitness or autonomy to
decide and the right to be fully recognized as
a person.

Identity has had another interesting turn
when it comes to international law. It made its
official appearance in international law in the
International Convention on the Rights of the
Child, Article 8.:

1. States Parties undertake to respect the right of
the child to preserve his or her identity, including
nationality, name and family relations as recog-
nized by law without unlawful interference. 2.
Where a child is illegally deprived of some or
all of the elements of his or her identity, States
Parties shall provide appropriate assistance and
protection, with a view to re-establishing spee-
dily his or her identity.

Much has been written about this article,
which sometimes called the Argentinian clause
because it was proposed by the Argentinian mem-
ber to the drafting commission, and because it is
closely related to Argentinian history of forced
disappearances and illegal adoptions [24].

The right to personal identity deepens the
meaning of the legal recognition of personhood.
It means that who or what a person is or chooses
to be has legal implications [25]. While the recog-
nition of legal personhood means acknowledging
the common basis of humanity, the recognition of
identity deals with the specifying traits of each
human being: his or her cultural background,
relations, beliefs, race, religion, political ideas,
membership of a certain family, sex and nation-
ality. It also means the projection of this identity
in his or her biography: what he or she chooses to
be, the knowledge and understanding of his or her
parentage, commitments to family, intellectual
capacity and talents.

The wording of the Convention on the Rights
of the Child is particularly interesting because it
spells out a number of elements of human identity
that one might be selectively deprived of and
a correlative obligation of the State to provide
appropriate assistance and protection in view of
re-establishing speedily the deprived element.
This interesting approach of identity might be
well understood as a development of the recogni-
tion of legal personality. By Article 6 of the
Universal Declaration of Human Rights, interna-
tional law demands recognition of all human
beings, no matter who they specifically are or
choose to be. By Article 8 of the Convention on
the Rights of the Child, it demands the recogni-
tion of each singular person, of his or her choices
and traits.

The placement of the right to identity within
the Convention on the Rights of the Child by no
means restricts this recognition to children.
International law has understood that the right
to identity (as the quest for one’s own origins)
does not decrease with age.7 The social dimension
of the right to identity becomes apparent by its
recording (nationality, identity records and the
documentation derived from registration).
Recording is enormously important because it is
the gate to access every other human right. All of
this sends us back to the numerical sense of iden-
tity (identification).

However, it is apparent that this meaning of
identity is not consistent with the idea of identity
as discussed earlier. The blurring of identity, the
increasing absence of self-consciousness and the

7 ECHR, Case of Jäggi v. Switzerland, Application
58757/00, 13 July 2006, paras. 38 and 40: ‘The Court
considers that persons seeking to establish the identity
of their ascendants have a vital interest, protected by the
Convention, in receiving the information necessary to
uncover the truth about an important aspect of their
personal identity. At the same time, it must be borne in
mind that the protection of third persons may preclude
their being compelled to make themselves available for
medical testing of any kind, including DNA testing . . .
The Court must examine whether a fair balance was
struck between the competing interests in this case . . .
Although it is true that, as the Federal Court observed
in its judgment, the applicant, now aged 67, has been
able to develop his personality even in the absence of
certainty as to the identity of his biological father, it
must be admitted that an individual’s interest in dis-
covering his parentage does not disappear with age,
quite the reverse.’
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memories of the person subject to earlier dementia
stages is a phenomenon law has not yet addressed.
It is an unfathomable depth of human drama
towards which law remains speechless.

As for autonomy, there is an extraordinarily
rich legal debate on how it should be understood.
First, we do not find the word in the main inter-
national law treaties. It is construed as a positive
obligation springing out of the protection of
privacy [26]. Hence, the definition of autonomy
from a legal point of view is a hard task. The
European Court of Human Rights (ECHR)
made the connection between privacy and auton-
omy in the case of Friedl v. Austria (ECHR,
1996), in which it held: ‘Although no previous
case has established as such any right to self-
determination as being contained in Article 8 of
the Convention, the Court considers that the
notion of personal autonomy is an important
principle underlying the interpretation of its
guarantees.’ This interpretation should be
framed within the European Convention.
Within the frame of the Inter-American human
rights system, the Inter-American Court has
interpreted it in a similar manner, making per-
sonal autonomy derive from Article 7 of the
American Convention of Human Rights (which
deals with privacy and dignity) [27].

Autonomy has since been related to the
concept of legal capacity, often hinting at
children’s rights. However, autonomy is also
linked to the right of personal development and
self-determination. As such, autonomy makes
its entrance in UN international law in the
Convention on Persons with Disabilities. In its
preamble, the Convention recognizes ‘the
importance for persons with disabilities of their
individual autonomy and independence, includ-
ing the freedom to make their own choices’. It is
also a general principle of the Convention.
Article 3 enshrines the principle of ‘respect for
inherent dignity, individual autonomy, includ-
ing the freedom to make one’s own choices,
and independence of persons. The States shall
take actions to promote self-respect, dignity
and autonomy of the person’ (Article 16). State
parties will also require health professionals to
provide care ‘raising awareness of the human
rights, dignity and autonomy’ of persons with
disabilities.

Surprisingly, the Convention adopts an indi-
vidualistic approach to autonomy, precisely

when a relational framework is most needed in
order to achieve resilience. That is probably why
it has been said that ‘autonomy does not equate
to detachment or complete independence from
others; it includes relying on other individuals
for support’ [28]. Hence the proliferation of new
approaches that choose the wording ‘relational
autonomy’ over ‘personal autonomy’ [29–33].
Concerning decision-making, persons with pro-
gressive cognitive disabilities have
been presented with several alternatives to
make an autonomous decision – advanced direc-
tives, shared decision-making and decisions by
proxy – as a way to bypass the fading of cognitive
abilities.

In a word, law is a witness to the tragedy of
a human person whose inner self is slowly fad-
ing. It derives from the philosophical debates
that underlie the intersection between person-
hood, identity and autonomy. International law
spoke up on behalf of every human being,
going beyond any philosophical debate. It is
reasonable to assume that law protects to
a higher standard, to make sure no human
being is left out: this is nowadays also called
a right to citizenship. Everyone has a right to
have rights.

However, law seems speechless when it
comes to a fading identity. This could be
a magnificent sign of respect or just a sign that
law is taken aback by dementia. The turn is
taken when it comes to agency. Since much of
law revolves around agency, ascertaining the
competence to decide and legal capacity become
key issues to the recognition of human dignity.
It all comes down to ascertaining, because if
a person is not fully competent to make choices,
dignity also means adequate protection, support
and care.

The legal take of international law describes
a careful attempt to address the manifold dilem-
mas brought by dementia. There is an equaliz-
ing and non-discriminatory approach to grant
personhood: every human being, without regard
to their cognitive abilities, has equal right and
dignity. It is a beautiful point of departure.
From then on, dignity relies on recognizing to
the fullest extent possible the right to self-
determination and personal autonomy, provid-
ing with means to bypass the finitude, whether
by anticipating directives or by a shared deci-
sion-making process.
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2 Clinical Reflections
on Personhood, Identity
and Autonomy
Mathieu Vandenbulcke and Rose-Marie Dröes

The approaches of philosophers and clinicians
are complementary. Philosophers develop theore-
tical concepts and apply them to the real world,
whereas clinicians think empirically and seek
concepts that make sense of clinical phenomena.
In doing so, clinicians probably prioritize inter-
pretations that they consider beneficial for their
patients. Together, these approaches may reveal
the polysemic nature of concepts such as self,
identity and personhood.

As Bart Pattyn and Peter Hacker point out, the
concept ‘self’ is often used to refer to the nature of
a person. In the dementia field, the comparison is
often made between the ‘now’ self and the ‘then’
self of yesteryear. This is reflected in statements
such as ‘he is no longer himself’ or ‘he is still
himself despite the loss of memory’. The philoso-
phical approach clarifies that someone’s self by
definition coincides with the subject. In that
sense, a statement such as ‘he is no longer himself’
represents a contradictio in terminis, as a person
cannot ‘not be’ what that person coincides with.
A positive reading of this inconsistency is that
someone with dementia ‘is’ always himself.
However, being himself at any stage of dementia
does not mean that the nature of that person, or
his personality, remains unchanged, as might be
erroneously suggested by an objectified use of ‘the
self’ as an entity that belongs to a person and could
remain undamaged by the dementia process. On
the other hand, the radical differentiation between
the formerly intact ‘then’ self and the current
‘now’ self with dementia is a misrepresentation
as well and continuities are often manifest. This
is nicely articulated by a carer who reflected on his
father’s Alzheimer’s disease. ‘In the two years that
followed the loss of his supposed “self”, I can’t
stop finding it’ [33]. To respect and to enhance the
residual self-consciousness as much as possible
may even be one of the most important points of
attention in the intercourse with people with
dementia. Of course, as noted, this is not to deny
that crucial changes occur during the dementia
process. But even then, one could question
whether this should be seen as a complete loss of
personal identity. Lesser argues that identity is not

momentary and that personal identity should
include ‘boundedness’ or connections to both
the past and the future [34]. According to this
reasoning, a person’s identity can and should be
preserved by others. The psychodynamic interac-
tive adaptation-coping model [35, 36] describes
how in people with dementia a revision of their
identity and self image (i.e. taking into account
their disabilities therein) is necessary to find a new
equilibrium, as is the case with chronic diseases in
general [37], to experience continuity between
past, present and future, and to prevent an iden-
tity crisis and withdrawal in the past focussing
only on the former self (see also [38,39]).
Supporting people in the process of adjustment
and preserving identity and positive self image is
one of the goals of psychosocial care based on this
theoretical model.

Similarly to consequences of objectification of
the self, Pattyn and Hacker point out that the
objectification of the concepts body and mind
may suggest that they are separate entities rather
than descriptions of the same reality. They remind
us that dualistic assumptions are still visible
today and continue to influence our thinking.
Indeed, a striking example is a heated discussion
on whether dementia should be classified as
a mental disorder or a disease of the central ner-
vous system in the international classification of
diseases (ICD) [40]. Another way of thinking is
that the brain equates the mind, called physical-
ism. An example given by Pattyn and Hacker is
that neurologists sometimes suggest that they can
explain human behaviour based on brain activity.
Although this might be an over-interpretation –
most neurologists describe associations between
cerebral processes and mental experiences with-
out claiming that they are mutually exclusive or
claiming causality in one direction or another – it
is indeed important to pay attention to the com-
plementarity of physiological and psychological
explanations of phenomena in the counselling of
people with dementia. The fact that someone
repeats himself is related to atrophy of the brain
structures that are important for memory, but
does not exclude other additional reasons. Brain
atrophy does not explain why someone keeps
asking about her mother’s engagement ring. The
fact that someone with Alzheimer’s lives in the
past is explained by Ribot’s law, which states
that the loss of autobiographical information
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decreases as one returns in time, but that does not
explain why person x feels secure while believing
to be with his mother and person y is frightened
by being convinced that his father is present. As
pointed out by Pattyn and Hacker, understanding
the pathological brain process does not lead to an
understanding of the person’s world of
experience.

Along the same line of reasoning, Pattyn and
Hacker highlight that cognition and emotion
have an intrinsic relationship, rather than being
separate entities. They argue that ‘we do not think
without feeling the relevance of what we are think-
ing, and our emotions would be poorly differen-
tiated without our conceptions’. Although one can
doubt if we always feel the relevance of what we are
thinking, also, for example, when we are daydream-
ing or let our thoughts run wild, this interconnect-
edness and the consequences of disconnection
become apparent in certain forms of dementia. For
instance, persons with frontotemporal dementia
lack the kind of feelings, such as shame or guilt,
normally associated with thinking in certain con-
texts, leading to unexpected and inappropriate beha-
viour. Also, despite often normal physiological
responses, persons with frontotemporal dementia
are not able anymore to label or conceptualize
their emotions. Conversely, in early to
moderate AD, there is no significant change in the
ability to report emotions or to discriminate between
emotions despite the cognitive impairment,
although the loss of memories can of course lead to
people also forgetting the emotional experiences
they had. But it is certainly true that remaining
memories and thoughts do elicit associated emo-
tions and that situations in which one had strong
emotions are better memorized and recalled. On the
other hand, although cognition and emotions are
intrinsically linked in many ways, some core aspects
of emotions are spared compared to cognitive pro-
cesses in the majority of dementias. This has to do
with the neurodegeneration affecting disproportio-
nately the cerebral cortex involved mainly in cogni-
tive processes with relative sparing of subcortical
areas where most aspects of emotions are processed.
Denying this difference in impairment of cognition
and emotion implies denying the architecture of our
mental apparatus, leading to unjustified sobering
messages to persons with dementia who find com-
fort in retaining emotional life.

Identity is determined by several factors and
can be described in many ways. Pattyn and

Hacker focus on the status someone acquires in
relation to others, referred to as social identity,
which is relevant in the context of dementia, not
because relationship is all that is left to persons
with dementia, but because this is an essential
characteristic of all our lives. They argue that
a person’s social identity is based on assumptions,
beliefs and judgements that we share in the course
of interactions. As a common understanding of
the interaction is compromised by dementia, the
social identity is increasingly at risk when the
dementia progresses. To mitigate the impact on
status, the social environment has the tendency to
support and protect the person with dementia
during interactions, as noted by the authors.
However, as Pattyn and Hacker point out, our
status is dependent on the (support, communica-
tion and empathic skills of the) social environ-
ment we belong to and is difficult to control. An
important consequence in our experience is that
many persons with dementia withdraw from
social life and interactions in order to preserve
their social status. Also, people delay or conceal
a diagnosis of dementia because of fear being
stigmatized. ‘It’s a strange life when you “come
out” – people get embarrassed, lower their voices
and get lost for words’, wrote the novelist Terry
Pratchett after he was diagnosed [41]. Langdon
et al. interviewed persons with early-stage demen-
tia and cited one of them: ‘I didn’t tell anybody,
because they will treat me differently’ [42]. So the
paradox is that sharing would make the person
a lesser person. This has little to do with the
person with dementia himself or herself, but
with the malignancy of the social environment as
Thomas Kitwood puts it, devaluating the person
with his varied social roles to a person with only
one role – that is, being a patient. Research by
Lion et al. [43] suggests that there are differences
in experienced stigma between countries and cul-
tures and that it is associated with social support
and quality of life. Dependent on the stage of
dementia and personality, the initiative to with-
draw is taken by the person with dementia himself
(‘I withdraw because I don’t feel involved in what
they are talking about’ [44]) or their families. In
either way, the impact of such isolation on quality
of life is usually high. From an empirical point
of view, the idea that identity is dependent on
a common understanding of interaction and on
shared concepts, conventions and rules is inter-
esting but doubtful at the same time. The lack of
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insight in how one is perceived by others in cer-
tain dementias would then be a consequence of
lacking a common understanding rather than of
functional disability.

Another interesting point the authors raise is
the loss of emotional interest when people with
dementia cannot participate any longer in shared
engagement. Apathy, which is the behavioural
correlate of loss of interest, is often regarded as
a neuropsychiatric symptom resulting from dys-
function in brain circuits involved in cognition,
motivation and reward, and less so from an inter-
personal point of view which can be a starting
point for therapy. It is indeed known that an
overly demanding environment can lead to the
person with dementia to withdraw into himself
or herself, which is often typified as apathetic
behaviour. Sometimes this behaviour also seems
like a coping strategy to limit or prevent feelings
of insufficiency and shame which one would
experience when failing in activities [35]. On the
other hand, apathy can also be a depressive reac-
tion when coping fails.

Pattyn and Hacker draw our attention to
a distinction between the use of the word ‘person’
in a general sense and a strict etymological inter-
pretation of the concept ‘person’ in the context of
dementia. According to the latter approach, to
be a person, one needs to play a certain role in
society and be accountable for one’s actions. The
sobering conclusion by Pattyn and Hacker for
persons with advanced dementia is, then, that
they cannot be considered persons anymore.
This is of course socially inacceptable and the
opposite of the intention of the person-centred
approach of Kitwood, which is about treating
any human being with dementia as a full person
with the same value as any other person, despite
cognitive impairment. It is also in contradiction
with the Convention on the Rights of Persons
with Disabilities, which states that persons with
disabilities are full human persons and therefore
entitled to the status of personhood before the law
(see also Basset in this chapter). You may also
wonder if it is true that a person with advanced
dementia no longer plays a role in the lives of
others, his spouse who cares for him daily, his
children who love him and professionals who
treat him with respect. Relatedly, the authors
question the connection between autonomy
and dignity, and point to the philosophical idea
that respect for human beings is something

pre-reflective. They make a distinction between
respect for human dignity and respect for
a person in the narrow sense, which they make
conditional on a mutual awareness of the interac-
tion. Yet involvement of the person with dementia
is often created by partners or caregivers based on
advance care planning and/or by holding an ima-
ginary consultation that takes into account the
pre-dementia view of this person in an effort to
continue to show respect to the person. This is
also the idea behind continuing efforts to make
shared decisions instead of substituted decisions
in more advanced stages of dementia.

More generally, it is clear that the clarification
of concepts and arguments has heuristic value for
clinicians and can be useful for clinical practice.
However, a narrow approach to concept clarifica-
tion, such as an approach that is purely based on
the etymological origin of concepts, can also lead
to unfortunate adjustment of attitudes towards
persons with dementia.
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The Tongues
George Oppen

of appearance
speak in the unchosen
journey immense
journey there is loss in denying
that force the moments the years
even of death lost
in denying
that force the words
out of that whirlwind his
and not his strange
words surround him

‘The Tongues’, by George Oppen, from New Collected Poems, copyright ©1978 by George
Oppen. Reprinted by permission of New Directions Publishing Corporation.
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Chapter

4
Living Meaningfully with Dementia
Laura Dewitte, Gørill Haugan, Mathieu Vandenbulcke
and Jessie Dezutter

1 Meaning in Life and Its Benefits

1.1 What Is the Psychological
Experience of Meaning in Life?
Since the early days of ancient Greek philosophy,
through twentieth-century existentialism and phe-
nomenology, up to the modern take of Monty
Python, philosophical thinkers have been agonizing
over the question of whether human life on earth
has an ultimate meaning, and what that meaning
could possibly be. More recently, the issue of mean-
ing has become a topic of keen interest in main-
stream psychology. Since the second half of the
twentieth century, psychologists have started to
acknowledge the importance of experiencing one’s
own life as meaningful, regardless of the answer to
the philosophical question of the meaning of life in
general. In contrast to the latter, the subjective
experience of meaning – called meaning in life –
can be studied empirically from a psychological
perspective.

Current psychological research on meaning in
life mostly relates to the fields of existential and
positive psychology. This contemporary work
finds important foundations in the work of exis-
tential-humanistic psychotherapists and psychol-
ogists such as Frankl [1, 2], Maddi [3], Maslow [4]
and Yalom [5]. They proposed that searching for
meaning in life is a fundamental quest for humans
and that the failure to find meaning is a major
source of mental ill being. Building on these foun-
dational works, contemporary existential psychol-
ogists still approach meaning in life largely from
the perspective that finding meaning in a chaotic
world, and in difficult times and adversity, is one
of the major challenges or ‘existential givens’ that
humans face during their life [6, 7]. Since the new
millennium, these psychologists have been joined
in their interest for the concept of meaning by

researchers from the field of positive psychology.
In contrast to the existential perspective, this field
focusses on the brighter side of life, on human
potential, happiness, strengths and flourishing
[8]. Accordingly, positive psychologists have
investigated meaning in life mostly as a trait-like
tendency to experience meaning in everyday life –
a tendency believed to be relatively stable, albeit
more variable than a personality characteristic,
and related to positive psychological functioning.

While dissecting the psychological experience
of meaning has proved not so straightforward,
meaning researchers have made important
advancements in the past decennia. Two broad
focusses can be discerned: a first line of research
has focussed on what meaning is derived from,
what the most common sources of meaning are
[9, 10]. Sources ofmeaning are personally relevant
life domains, activities or internal states that make
life meaningful and therefore guide people’s
action [11–14]. While there is of course consider-
able individual variation in the sources that con-
tribute to life’s meaningfulness, the most central
sources for most people can be captured under
a number of broad overarching categories such as
work, health, creativity, personal growth, leisure,
religion and spirituality. However, as demon-
strated in various populations, interpersonal rela-
tionships with family and friends represent the
most important source of meaning in life for
most people [9, 11, 15–19].

A second line of research has focussed on what
meaning in life is; that is which components are
included or involved in perceived meaning.
Earlier works have treated meaning and purpose
largely as synonymous whereas researchers have
now come a long way in more precisely disentan-
gling the different components of meaning. An
important foundation for the current understand-
ing of meaning in life was provided by Reker and
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Wong [20], who suggested that meaning could be
divided into a cognitive, motivational and emo-
tional component. Since then, several variations
and extensions have been presented [e.g. 21–24].
Recently, a tripartite conceptualization of mean-
ing in life is gaining momentum. In this view,
experiencing meaning in life means having (a)
a sense of being directed by valued life aims (i.e.
purpose in life), (b) a sense that life matters and
is worth living (i.e. significance) and (c) a sense
that life is coherent and comprehensible (i.e.
coherence) [25–27]. Purpose in life then reflects
the motivational component and coherence the
cognitive component of meaning. Significance,
on the other hand, is regarded as an evaluative
and not emotional component, so therein lies the
biggest difference with the view proposed by
Reker and Wong [20]. Importantly, these three
components are not entirely separate but
closely interconnected and blending into one
another.

In addition to the work on sources and com-
ponents, other approaches have framed the
experience of meaning more broadly. A now
widely acknowledged distinction, for example,
is between the presence of meaning in life and
the search for meaning in life [28]. The term
‘presence of meaning’ encompasses whether
individuals perceive their lives as significant,
purposeful and coherent, and is often regarded
as a highly desired psychological quality (‘my life
is meaningful’) [29]. The term ‘search for mean-
ing’, on the other hand, refers to people’s efforts
to establish or increase their understanding of
the meaning and purpose of their lives: it refers
to the process of how individuals develop their
sense of meaning in life (‘how can I make my life
more meaningful?’) [29, 30].

Another stream of literature has focussed on
meaning-making processes in the face of threats to
meaning such as stressful or traumatic situations
[31, 32]. An important meaning-making model
distinguishes global meaning from situational
meaning [31]. The former represents the complex
system of global beliefs and goals that an indivi-
dual holds, and the latter represents the meaning
that this individual encounters in specific situa-
tions. When these situational experiences and
evaluations are not in line with the global mean-
ing system, meaning-making processes are
engaged in an attempt to solve the discrepancy
and alleviate distress [31, 33].

1.2 The Many Benefits of Experiencing
Life As Meaningful
Over the past decades, evidence for the benevolent
role of experiencing meaning in life for optimal
human functioning is accumulating. Across
different study designs, research shows clear and
consistent associations between experiencing
one’s life as meaningful and a wide range of out-
comes of physical health, psychological distress
and psychological well-being. With regard to phy-
sical health, meaning has been associated with
better outcomes in both objective measures of
health (e.g. recovery from surgery, survival in
chronic diseases, reduced risk of stroke, mortality)
and subjective measures of health (e.g. self-
reported health, disability, pain, physical symp-
toms) [34–37]. Up to now, research on explaining
mechanisms has been more limited, though.
Preliminary findings suggest that meaning in life
may work its benefits on health through the
promotion of better health behaviour (e.g. more
exercise, sleep, healthier diet, less smoking and
drinking), better stress-response system function-
ing and stress-buffering and better immune
system functioning [35, 38, 39]. Concerning
psychological functioning (both psychological
distress and well-being, which are regarded as
related but separate dimensions rather than the
opposite poles of the same dimension), the pre-
sence of meaning in life relates consistently and
positively with outcomes of well-being and nega-
tively with outcomes of psychological distress. For
example, higher levels of meaning are associated
with positive affect and emotions, global happi-
ness, psychological adjustment, life satisfaction,
quality of life and self-esteem [40]. One of the
most recurring and persistent findings is that
meaning in life is negatively related to depressive
symptoms and depression [40].

Although most research linking meaning
in life and psychological functioning has been
cross-sectional, there is a modest increase in
studies examining meaning in life over time.
Psychological views advance meaning in life as
a predictor rather than a consequence of well-
being [e.g. 20, 39]. In line, longitudinal studies
suggest that higher meaning predicts less depres-
sive symptoms over time, but depressive symp-
toms do not predict lower meaning [41–43].
These findings were replicated in a sample
of chronic pain patients where meaning also
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positively predicted life satisfaction over time
[44], as well in a sample of African-Americans,
where it also predicted higher positive affect over
time [42].

Furthermore, within the literature focussing
on meaning-making processes, maintaining
a sense of meaning in life has been shown to
be of particular importance in adapting to
changing circumstances and dealing with chal-
lenges and stressors in life, such as bereave-
ment, chronic illness or psychological trauma
[33, 45–47]. In this regard, meaning might be
an especially valuable resource in old age and
has indeed been forwarded as an important
aspect of ageing well [48].

1.3 Meaning in Life As a Strength
and Resource for Older Adults without
Dementia
Older adults often have to deal with losses asso-
ciated with ageing, such as functional disability,
health problems, loss of friends and family mem-
bers, retirement and changing roles in society,
making late life a challenging life stage for many.
At the same time, many older adults seem to cope
surprisingly well and show high levels of life satis-
faction [49]. Similarly, research has shown that
older adults even report higher levels of meaning
in life than younger adults [50]. However, some
findings suggest this might depend on the specific
component of meaning that is being assessed and
the specific measure that is used. For example, the
component of purpose in life has been found to
decrease slightly in older adults, although still less
than might be expected when considering the
challenges of old age [51, 52]. This is in line with
some theoretical ideas framing late life as a stage
where older adults can adapt to their circum-
stances, come to terms with their lives lived and
cultivate a more contemplative, deepened
and mature sense of meaning in life [53–57].
Empirical work shows that this sense of meaning
remains highly important in this population, con-
tributing to an impressive range of physical and
psychological outcomes of late life well-being,
both cross-sectionally [51, 58, 59] and over time
[60–62]. Perhaps particularly relevant for older
adults, increasing evidence suggests that greater
meaning in life, specifically sense of purpose, may

be protective against cognitive decline in older
adults without a cognitive disorder [63–66]. It is
therefore reassuring that many older adults can
retain a strong sense of meaning despite life
challenges.

A population that is of particular interest is
the large group of older adults living in nursing
homes. On one hand, older adults in nursing
homes are often confronted with a multitude of
additional changes and losses in life [48].
Compared to their counterparts in the commu-
nity, they have shown more vulnerability to
depressive symptoms, depression and suicidal
behaviour [67, 68], physical health problems,
worse psychological well-being and lower levels
of meaning in life [62, 69]. Importantly, this does
not mean that moving to a nursing home causes
these issues. Older adults with more severe phy-
sical and mental health problems are also more
likely to move to a nursing home to receive pro-
fessional care. However, it does indicate that this
population and their caregivers could be in need
of additional support in dealing with these issues.
While in general levels of meaning in life may be
lower in nursing homes, retaining higher levels
of meaning might be especially protective in this
context. Studies have shown that nursing home
residents who experience higher meaning in life
reported fewer physical and emotional symp-
toms such as insomnia, nausea and depressive
symptoms [70, 71] and higher emotional and
functional well-being [37, 72]. Another study
even showed that the association between mean-
ing in life and psychological well-being was
stronger for nursing home residents than for
community-dwelling older adults [69], which
emphasizes the importance of meaning for the
potentially vulnerable population of older adults
in nursing homes.

Unfortunately, relatively few studies on mean-
ing or related topics focus specifically on a nursing
home setting. Even more problematic perhaps,
residents with cognitive difficulties or dementia
are often excluded at the outset, with many inclu-
sion criteria mentioning the ‘cognitively intact’
[62]. This is not only problematic from a moral
perspective, but it also leaves a very pertinent
question unanswered: how is meaning in life
experienced by older adults with dementia, and
is it still important?
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2 Meaning in Life in Dementia:
Preserved, Challenged, or Lost?

2.1 The Role of Cognitive Functioning
in Experiencing Meaning in Life
Examining the conceptualization of meaning in
life more closely reveals a strong emphasis on
cognitive aspects of meaning. Steger [40] refers
to a cognitive component of meaning in life,
which includes holding ‘a strong set of related
memories that coalesce into a continuous narra-
tive, defensible theories about how the world
works’ (p. 2). Reker and Wong [20, 48] appoint
the cognitive component as the cornerstone of
their three-component model, directly influen-
cing the other two components. Additionally,
the Meaning Maintenance Model – a prominent
meaning-making model – is described in very
cognitive terms, proposing that making meaning
requires detecting and repairing incongruences
between stimuli in the environment and internal
working models of how the world works [32].
Baumeister, Vohs et al. [73], in their turn, state
that ‘happiness is about the present whereas
meaning is about linking events across time,
thus integrating past, present, and future’
(p. 509). Krause [74] states that ‘developing
a sense of meaning is hard work that entails
a number of complex cognitive functions. For
example, meaning making requires complex rea-
soning skills, keen insight, and the capacity to be
persistent. In order to perform these cognitive
functions, a person must exercise a reasonable
amount of focus, concentration, and control
over their thought processes’ (pp. 67–8).

In sum, many leading scholars seem to agree
that experiencing meaning in life involves com-
plex cognitive skills, such as integrating past,
present and future, reflecting on and making
abstraction of the self and the world, and planning
and coordinating complex sequences of beha-
viours and activities. Consequently, some scholars
suggest that when confronted with cognitive
decline, an individual’s ability to generate and
sustain a sense of meaning in life might be com-
promised [74–76]. Empirical investigations of this
assumption are relatively scarce. Some neuroima-
ging evidence showed that higher functional con-
nectivity in the medial temporal lobe of the brain
was related to higher meaning in life scores [77]

and a series of experiments showed that inviting
people to mentally simulate events in the past/
future enhanced meaning in life ratings; for simu-
lations of high subjective quality, meaning was
rated even stronger [77, 78]. In discussing their
findings, Vess, Hoeldtke et al. [78] suggest that
older adults who experience deficits in episodic
memory and/or future thought may therefore be
vulnerable to declines in meaning in life. Another
study on sense of purpose showed that lower
scores on working memory, perceptual speed
and semantic memory predicted declines in pur-
pose over time [75]. In contrast, Takkinen and
Ruoppila [79] found no evidence for higher levels
of meaning in a group of older adults with higher
cognitive abilities as compared to a group with
lower cognitive abilities. These mixed findings
trigger a pertinent question: are people with
dementia destined to lose meaning in life because
of their decreasing cognitive capacities?

2.2 Meaning under Pressure
in Dementia
A number of studies indirectly suggest that older
adults with dementia may indeed experience
challenges in finding or maintaining meaning.
Reflecting on and understanding who you are,
what the world is like and how you fit in it is
believed to be a central part of the experience of
meaning [13]. However, even in the early stages of
Alzheimer’s disease, older adults have shown
reduced ability to reflect on the behaviours,
thoughts and feelings of self and others, making
it more difficult to understand both the social and
internal worlds [80]. Similarly, a qualitative inter-
view study on everyday life in dementia identified
difficulties in staying in touch with others, staying
in touch with oneself and staying engaged in sig-
nificant activities and interests; three sub-themes
demonstrating how dementia affected important
foundations of the participants’ lives [81]. A small
questionnaire study showed that older adults
with more severe dementia reported weaker per-
sonal identity and reduced membership in social
groups [82].

Having such fundamental parts of your life
and sense of self affected will likely put a strain
on the meaningfulness experienced in your life.
One of the earliest works on the subjective experi-
ence of people with dementia described how peo-
ple with dementia ‘can experience a profound,
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existential sense of emptiness and absence which
is related to the actual or anticipated damage to
their sense of self’ [83]. A more recent qualitative
study described the ‘fragmented existence’ of older
adults living alone with dementia, evidenced by
a loss of coherence andmeaning: ‘Things that were
once important in life, such as hobbies, clubs and
travel, appear to lose meaning. This is followed by
feelings of loneliness and forgetfulness that seem
to cloud the meaning of life’ [84]. There may be
particular challenges involved in receiving
a dementia diagnosis at a younger age [85].
Although research focussing specifically on mean-
ing in life in this population is sorely lacking, some
studies on the general experiences of adults living
with young- or early-onset dementia have
described how the diagnosis can be experienced
as particularly threatening in this population, as it
is perceived as premature and ‘out of time’ [86]. In
early old age, such an unexpected dementia diag-
nosis is likely to more strongly interfere with long-
term goals and aspirations for the future. In this
way, early-onset dementia may be associated with
an amplified sense of meaninglessness through
greater perceived loss of social roles, relationships
andmeaningful activities [86, 87]. Taken together,
these studies paint a poignant picture of how
dementia can have the power to erode meaning
in the lives of people struggling to cope with their
condition.

2.3 Meaning Retained in Dementia
Importantly, other works have demonstrated
great resilience in the ability to experience mean-
ing in dementia. Some qualitative studies focuss-
ing on understanding life with dementia or coping
with the disease concluded that meaning was
a central theme in the narratives of participants.
These accounts describe how older adults with
dementia retain a continued sense of self and
engagement with life, revealing a balance between
finding meaning by staying engaged in important
and valued activities on one hand, and finding
new meaning by adapting to challenges on the
other [88–95]. A recent in-depth phenomenologi-
cal study from our lab zoomed in specifically on
the experience of meaning in life from the insider
perspective of older adults living with Alzheimer’s
disease [96]. We found that ‘continuing to parti-
cipate in the dance of life as oneself’ reflected the
essence of meaning in life for older adults with

Alzheimer’s disease. Four intertwined constitu-
ents illuminated this essence further: (1) feeling
connected and involved, (2) continuing everyday
life as oneself, (3) calmly surrendering and letting
go and (4) desiring freedom, growth and invigora-
tion. Participants’ stories highlighted how their
meaning in life was partly influenced by dementia,
but far from completely determined by it.
Participants described challenges and worries of
losing the ability to participate in the dance of life,
but the majority expressed at least as much resi-
lience and optimism about the meaningfulness of
their lives.

Recent studies have now started to shed light
on the sources that contribute to the sense of
meaningfulness for people with dementia.
Overall, meaning in life for people with dementia
seems fuelled by largely the same sources as for
other populations. When responding to an open-
ended question on meaning, the most frequently
mentioned sources of meaning were family, inter-
personal relationships, work and health [97].
Some additional themes also emerged that gained
more significance, such as the value of home and
of being cared for. Another interesting trend
could be noticed in this study concerning the
component of purpose in life: our participants
spoke relatively little of future-oriented purpose
(as purpose is mostly conceptualized within
meaning literature), but more often mentioned
a sense of fulfilled purpose, which nonetheless
still gave important meaning to the present. This
finding can explain why certain themes pertaining
to the past, such as work, were still highly relevant
for participants’ meaning in life, and it highlights
the need to understand meaning and its compo-
nents within the developmental context of specific
age groups [97].

In a closed-ended questionnaire study, health,
family and society/community were identified as
the three most meaningful sources, followed by
interpersonal relationships, work and spirituality/
religion [98]. Interestingly, a path analysis revealed
that two sources significantly predicted overall
meaning in life scores: society/community and
personal growth. This finding suggests that it
remains important to invest in the personal devel-
opment of people with dementia and to combat
the idea that growth becomes irrelevant for this
population. This also resonates with the findings
of our qualitative phenomenological study, in
which the desire for free exploration and growth
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emerged as one of the core constituents of the
experience of meaning [96]. The centrality of
family and close relationships for meaning aligns
well with previous qualitative works describing
how these contribute to a sense of belonging,
value, contribution and reciprocal support [90,
91, 99].

Additional support for the notion that a loss of
cognitive abilities does not necessarily mean a loss
of meaning comes from a recent longitudinal
quantitative study from our lab. In three measure-
ment waves spanning two years, we found no
compelling evidence that the experience of
meaning in life as reported by older adults with
Alzheimer’s disease was significantly related to
their cognitive abilities or cognitive decline.
Meaning in life was measured using the Presence
of Meaning subscale (short form) of the Meaning
in Life Questionnaire [100], a widely used vali-
dated scale which allows participants to give their
own interpretation of how they understand the
term ‘meaning’, through general items such as ‘I
have a clear sense of what makes my life mean-
ingful.’Meaning-in-life scores were not related to
relative between-person changes in cognitive
functioning as investigated in cross-lagged ana-
lyses, and not related to individual change (i.e.
slope) in cognitive functioning over time as inves-
tigated in latent growth curve analyses [101]. This
was the case for a measure assessing general cog-
nitive status, as well as for measures of specific
cognitive functions (with the exception of one
positive association between first-wave working
memory scores and second-wave meaning in
life). While lack of evidence for an effect does
not equal evidence for the lack of an effect and
thus further work is needed on this front, these
findings suggest, in line with the qualitative
descriptions, that the decreasing cognitive capa-
cities of people with dementia do not doom them
to a loss of meaning, and that retaining a sense of
meaning with dementia remains possible.

2.4 The Importance of Meaning
in Life for People with Dementia
Our recent findings not only demonstrate that
meaning can be maintained despite cognitive
decline in dementia; we also found preliminary
evidence that the experience of meaning in
life remains important for the psychological func-
tioning of older adults living with dementia.

Cross-sectional analyses of the first measurement
occasion of our longitudinal quantitative study
showed that participants who more strongly
endorsed that they experienced meaning in life
also had significantly higher scores of life satisfac-
tion and reported significantly fewer depressive
symptoms [102]. Interestingly, exploratory ana-
lyses revealed an interaction between meaning in
life and cognitive status in predicting depressive
symptoms and life satisfaction. More specifically,
the relationship between meaning and both life
satisfaction and depressive symptoms was stron-
ger for residents with lower cognitive abilities.
While these exploratory findings should be inter-
preted with caution, they may indicate that
experiencing life as meaningful becomes not less
but more important for psychological health
when living with dementia. This finding is in
line with the theoretical view of meaning in life
as a psychological resource for facing challenges
and losses in life [33, 46, 103].

Even more convincing perhaps, longitudinal
cross-lagged analyses of our three-wave data
revealed that older adults with Alzheimer’s disease
who reported higher meaning in life at one point
in time scored significantly lower on depressive
symptoms one year later [101]. In the opposite
direction, depressive symptoms did not predict
meaning in life over time. In contrast, meaning
in life did not directly predict later life satisfaction
over and above the predictive effect of depressive
symptoms on life satisfaction, but this model did
show an indirect effect of meaning in life scores on
life satisfaction through lower depressive symp-
toms. In sum, this study provided an important
first indication for the idea that meaning in life
can not only be retained for people with dementia,
but is an important predictor of healthy psycho-
logical functioning in this population as well.

These findings lend first quantitative support
to the idea that meaning in life is a relevant
predictor of healthy psychological functioning of
people with dementia. This idea was already
advanced by Dröes and colleagues [104] 15 years
ago when they established in an exploratory
qualitative study that people with dementia iden-
tify being useful and having meaning in life as
a central part of their quality of life. More recently,
Van Vliet and colleagues performed focus groups
with participants with young-onset dementia and
found that retaining a sense of usefulness and
engagement was highly important to participants
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and connected to a sense of accomplishment and
enjoyment [105].

Taken together, empirical studies on meaning
in life for people with dementia are still scarce, but
the modest increase noticeable in recent years can
be framed within a broader tendency: while
a deficit-oriented framework focussing mainly
on symptom control dominated the literature on
dementia in the past, dementia researchers are
now increasingly acknowledging the importance
of attending to the well-being and psychological
strengths and resources of people with dementia
as a separate dimension of their functioning
[106–109]. Positive psychological concepts such
as flourishing, wisdom, humour, agency, resili-
ence, growth, optimism, spirituality and meaning
in the context of dementia are on a steady rise, as
is research showing their importance for the well-
being of people with dementia [110, 111].

3 Understanding Meaningfulness
in Dementia: Beyond
a Hypercognitive View
The foregoing discussion reveals an apparent
contradiction between the cognitive declines that
people with dementia experience and their retained
sense of, or even drive for, meaning. Somehow, the
common assumption that progressive cognitive
decline equals a progressive loss of a meaningful
life seems inadequate and in conflict with how
people with dementia view their lives [92].

From a deficiency perspective, it could be
argued that when people with dementia report
experiencing their lives as very meaningful, this
reflects denial and lack of awareness of losses and
difficulties. However, such explanation denies the
self-determination of people with dementia and
the fact that they remain experts of their own
experience. Thorgrimsen et al. [112] convincingly
point out that ‘whether a person has insight or not
is typically based on what is defined as “reality” by
another person with greater power or status than
the person interviewed’ and that ‘the subjective
world is not directly accessible in any individual,
whether they have dementia or not’ (p. 202).
Furthermore, it has become a widely accepted
tenet in psychological research that sustaining
a certain level of positive illusions about oneself,
the future and one’s control over life is a normal
aspect of human functioning in general, which

can be beneficial for well-being [113, 114]. Such
positive illusions should not be seen as outright
false beliefs, but rather as positive interpretations
of a situation which could perhaps bemore readily
interpreted as negative [113]. Of particular
interest, such illusions have been suggested to be
adaptive in finding meaning in adversity such as
a severe illness [115, 116]. In this sense, positive
illusions may be compared to what Frankl [2]
called a tragic optimism or ‘saying yes to life
in spite of everything . . . the human capacity
to creatively turn life’s negative aspect into
something positive or constructive’ (pp. 161–2).
Therefore, from an existential perspective, it
might be true that people with dementia are chal-
lengedmore strongly to make positive sense of the
things that are happening. However, the ability to
do so should not be disregarded as invalid. On the
contrary, it exemplifies the extraordinary ability
of humans to find meaning in any situation.

From a capacity perspective, the predominant
conceptualizations of meaning may simply be too
narrow to capture the meaning experience of peo-
ple with dementia. Post [117, 118] has warned
against the hypercognitive preoccupation of our
society that leads to a persistent bias against people
with dementia, a ‘hypercognitive snobbery’ with
potentially dangerous consequences: ‘If we pass
by the person with dementia just once and reach
superficial conclusions, we fail morally’ [118]. He
suggests that with advancing cognitive difficulties,
the person with dementia should be increasingly
understood in terms of affect and relations [119].
In what follows, we argue that the affective and
relational aspects of meaning provide an important
perspective on how to understand, and thus sup-
port, meaning in life for people with dementia.
Importantly, these aspects may become more pro-
minent in dementia, but they are not assumed to be
specific to the meaning experience of older adults
with dementia alone. In some psychological views,
affective and relational aspects of meaning have
been proposed to constitute an essential part of
meaning in life for people in general. However,
these aspects have received relatively little consid-
eration in dominant models of meaning in com-
parison with more cognitive aspects.

3.1 Meaning As Felt Sense
Some views of meaning have received less atten-
tion in mainstream meaning research but have
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been influential within psychotherapy research.
The idea that higher-order cognitive processing
may not be a prerequisite for experiencing mean-
ing resonates well with Gendlin’s [120, 121] con-
ception of meaning as an implicit, holistic, bodily
felt sense. Greenberg and Pascual-Leone [122],
who describe the construction of personal mean-
ing through different levels of processing, elabo-
rate this idea further. In their view, an implicit
bodily felt sense of meaning results from auto-
matic, tacit processes which are primarily trig-
gered by emotional experience: ‘At any moment,
a variety of affectively based schemes, formed
from a person’s inwired emotion response system
and prior emotional experience, and cued by the
situation, are activated in the internal field. . . .
The felt sense itself results from an automatic
dynamic synthesis of affective and cognitive pro-
cesses that contributes to the individual’s internal
complexity’ (pp. 171–2). A next level of more
conscious processing and reflection on meaning
can then take place, but is not necessary for the felt
sense of meaning to arise.

Recently, some scholars have tried to revive
this view and integrate it into existing meaning
theory. Hill et al. [123, 124] recently forwarded
a felt sense of meaning as a fourth component to
the tripartite view, defined as an intuitive experi-
ence, an immediate and affective perception of
meaning in life. A similar argument can be recog-
nized in the work of Heintzelman and King [125,
126], who proposed that a sense of meaning can
arise not only from effortful reflective processes,
but also from intuitive processes. These authors
argue that meaning as an intuitive phenomenon,
rooted in intuitive processes, has been neglected
in psychological research in favour of meaning
as an active construction. However sometimes,
they propose, a feeling of meaning is just there,
without any need to understand why or how it
became: ‘Acknowledging the potentially nonra-
tional, intuitive nature of the feeling of meaning
would allow for a greater understanding of
the experiences that seem innately and even ines-
capably meaningful’ (p. 476). They argue for
a broadened understanding of meaning,
acknowledging the feeling of meaning as
a phenomenological state, a felt sense that can
arise as an intuitive impression. Relatedly, in his
work on experiential-existential psychotherapy,
Vanhooren [127] distinguishes between a macro-,
meso- and micro-dimension of meaning. The

macro-dimension of meaning refers to an ultimate,
transcendental, existential meaning; the meso-
dimension to meaning in one’s self- and world
view and one’s life story; and the micro-
dimension to an experiential, felt sense in the
here and now. These dimensions interact with
one another but are also differentiated, which pro-
vides another way of understanding how a felt
sense of meaning can remain after elements of the
larger narrative are disrupted in dementia.

Of course, we do not deny the role of cognitive
processes in the development of a felt sense of
meaning. This felt sense will arise from a synthesis
of both affective and cognitive processes, but it
does not require higher-order cognitive abilities
to be intact. Furthermore, these cognitive abilities
should not be understood too strictly. According
to Salthouse [128], completing cognitive tests
such as the ones used to measure the cognitive
status of people with dementia requires a level of
novel processing and cognitive flexibility that is
rarely needed in the daily life of older adults,
where they can rely on their extensive experience
for many of the real-life problems they encounter.
The narrow focus of classical cognitive tests does
not capture elements of a broader view of cogni-
tive skills that older adults acquire throughout life,
such as practical or pragmatic intelligence and
wisdom [e.g. 129, 130].

The term ‘embodied cognition’ is also relevant
in this regard. Several scholars have proposed the
relevance of embodiment for maintaining a sense
of self, coherence, continuity and meaning in
dementia [131–133]. Matthews [133] explores
this notion using the phenomenological philoso-
phy of Merleau-Ponty, according to whom people
can be understood as body-subjects: we are at the
same time biological creatures and subjects that
think, reflect and communicate. The reflecting
subject cannot be seen separate from the body or
vice versa; they are a unified whole. Accordingly,
thoughts and reflections should not be regarded as
some kind of inner world because they do not
exist separate from the physical body but are
essentially embodied. In fact, the body precedes
the subject in some sense. We first exist as crea-
tures in the world, pre-reflectively, and only then
can begin to reflect on this existence. In some
existential views, this reflection is not necessary
for meaning to arise, as meaning is inherently tied
to existence, rather than to reflection on existence
[e.g. 2]. Bellin [134] notes: ‘meaning through
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being is the part of meaning in life that transcends
internal cognitive processes to the experience of
mattering, not because of something external that
a person did but rather because the meaning is
tied to the person’s very existence’ (p. 226).
During the course of life, we develop conscious
thoughts, reflections, response patterns, expecta-
tions and habits, which in time become ‘sedimen-
ted’ or embedded into what Kontos and Martin
[131] call ‘habits of the body’ (p. 291). In these
unconscious, embodied ways of being and doing
in the world, meaning can be retained for a long
time after cognitive decline has set in.

Even in the very severe stages of dementia,
these embodied meanings can be recognized –
that is, if we stop to carefully observe, listen and
appreciate. An inspiring example was provided
by Kontos [135], who performed an eight-month
ethnographic investigation of the lives of 13
residents in long-term care, in more severe
stages of dementia. The author describes how
the residents demonstrated attention to their
physical self-presentation and to social conven-
tions (e.g. saying ‘thank you’ and covering the
mouth when coughing) and how they showed
affection and caring among each other, enjoy-
ment in singing and dancing and effective
gestural, non-verbal communication. These
examples show how residents were aware of
and engaged with their surroundings, and inter-
acted with each other and their surroundings in
a meaningful way. These interactions were of
course impacted by their cognitive decline, but
had not become random or meaningless: there
was an observable coherence, significance and
purpose to their actions and engagements. The
author discusses how the residents retain self-
hood by an embodied interaction with the world:
‘selfhood emanates from the body’s power of
natural expression, and manifests in the body’s
inherent ability to apprehend and convey mean-
ing’, an ability that is manifested ‘below the
threshold of cognition’ [135].

3.2 Meaning As Socially Constructed
within Relationships
Meaning is not only an embodied felt sense, it is
also an extended experience: one that is in constant
interaction with the external environment beyond
our bodies. A crucial aspect of this immediate
environment are the people surrounding us. In

the introduction of their excellent and thought-
provoking book Dementia: Mind, Meaning, and
the Person, editors Hughes, Louw and Sabat [136]
argue that people with dementia ‘have to be under-
stood in terms of relationships, not because this is
all that is left to them, but because it is character-
istic of all of our lives’ (p. 17). Meaning in life is not
merely a private inner experience; it is constructed
in the social encounters with others. Constructing
narratives of our life to render it coherent and
meaningful is not a solitary act; our life narratives
are co-written with other people. Meaning emerges
in the interaction between the inner and outer
world, in a ‘shared space of meaning’ (p. 19). This
is, for example, visible in a qualitative study with
repeated interviews and observations of five older
adults (without dementia) at a primary care unit
[137]. The findings here point out that creating
togetherness and belonging is a crucial way to
construct meaning. The authors describe how
engagement in everyday activities with others cre-
ates an ‘enacted togetherness’ which is closely
related to narrativemeaning-making. Doing things
together with others elicits feelings of safety and
value and gives opportunities to create meaningful
experiences in daily activities.

When cognitive difficulties start challenging
‘standard’ ways of communication, we are invited
to support people with dementia in constructing
meaning on their own terms. Robertson [94], for
example, points to the rich and creative meaning-
making processes that remain possible and pleads
for an engagement ‘with the varieties of ways that
a person makes sense of their experiences, to
avoid discounting those narratives that challenge
the conventions of a “good” story’ (p. 529).
Similarly, Hydén and Örulv [138] draw attention
to non-verbal aspects of storytelling and to the
message that people with dementia are trying to
convey in their stories: even if the higher-order
temporal organization of a story is missing, ‘the
moral point of the lived life’ (p. 212) is often
present. That is, the person with dementia is com-
municating something important about the kind
of person he or she used to be and how he or she
wishes to be seen today. In this regard, we as
conversation partners of people with dementia
are also invited to become a more active, engaged
participant; one that takes a collaborative stance
and helps to proactively provide ‘scaffolds’ that
support the shared meaning-making process
[139]. In this way, meaning in life in dementia
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not only remains possible on the felt-sense micro-
dimension, but can in interaction with others also
be actively supported on the meso-dimension of
a meaningful life narrative – which can in turn be
expected to positively reinforce the felt sense of
meaning [127].

The vital role of other people in constructing
meaning in life also relates to the centrality of
connectedness for meaning in life [e.g. 140, 141].
In this regard, attending to the quality of day-to-
day interactions of people with dementia and
those surrounding them is a priority for support-
ing meaning in life [96, 142]. For older adults with
dementia living in a nursing home, the quality of
interaction and connectedness with daily care
staff is of central importance. Empirical studies
have already demonstrated that these nurse–resi-
dent interactions are strong predictors of a sense
of meaning in life for residents without dementia
[143, 144].

Relationships with romantic partners are cru-
cial to consider as well. According to McGovern
[145], meaning-making processes in couples
where one of the partners is living with dementia
‘are not restricted to verbal exchanges, but rather
can include interactions and sense-based percep-
tions. Accordingly, meaning-making processes
can be determined, not only by cognitive ability,
but also by embodied communication’ (pp. 679–
80). Tasks of daily care between intimate partners
who are dealing with dementia together can be
understood as a type of meaning-making process
that stimulates a shared sense of purpose and
commitment that can be beneficial for the well-
being of both partners [145]. An intimate caregiv-
ing bond does not only contribute to a sense of
meaning for the partner with dementia; many
caregiving partners can derive a sense of meaning
and purpose from their caregiving experiences,
especially when they feel competent andmotivated
in their tasks, experience love and personal growth,
and can embrace the changes coming along with
the caregiver role [146, 147]. Research shows that
those who can find meaning in caring for their
partner with dementia also experience less care-
giver burden and more caregiver gains [148, 149].

In sum, a social constructionism view of
meaning invites us to reflect on how we interact
with people with dementia and consider its con-
sequences. In howwe talk and behave, we have the
power to support, build or reinvent the shared
space of meaning, or to erode it. In this sense, it

is our moral responsibility to assist people with
dementia in continuing to write their story and to
remind them of the continued meaningfulness of
their lives, a responsibility that needs to be socially
and societally supported [118]. This of course
triggers the question of how we should go about
this task.

4 Supporting Meaning in Life
in Dementia
While interventions focussing on meaning and
purpose have been employed regularly in the
psychological counselling of people with a life-
threatening illness such as cancer [e.g. 150],
meaning-centred interventions for people with
dementia are few and far between. However,
some pioneering initiatives show promising
results. For example, a number of recent studies
(including two randomized controlled trials) have
demonstrated the potential of meaning-focussed
reminiscence and life story work for enhancing
meaning and well-being in people with dementia
[151–153]. These types of interventions may be
especially useful in helping people with dementia
reviewmeaningful memories, discuss goals for the
future and (re)connect to their overall life story.
Related to the relevance of meaningful memories
for supporting meaning, a recent experimental
study suggests that inducing a sense of nostalgia
may also enhance a sense of meaning in life in
people with dementia [154].

A great challenge for both formal and informal
caregivers of people with dementia, however, is
how to support people with dementia in main-
taining a programme of meaningful activities and
experiences on a daily basis. While a considerable
number of studies have focussed on meaningful
activities for people with dementia, a recurring
problem in this literature is the lack of a precise
definition or position of what meaningful activity
entails, often generalizing the meaningfulness of
certain activities across the entire population of
people with dementia [155, 156]. However, what
constitutes meaningful activity will differ between
individuals. Moreover, perspectives of family and
professional caregivers on what meaningful activ-
ities are can differ from the perspective of people
with dementia [91]. As activities can only be
meaningful when evaluated as such by the person
with dementia, involving them in the decisions on
their daily activity schedule is crucial.
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A recent review of meaningful activity for
people with dementia emphasizes the importance
of activities that do more than provide pleasure in
the moment but also address the fundamental
psychological needs of older adults, such as the
need for life review, intergenerational relation-
ships, sense of control and achievement and crea-
tivity [157]. Another review study, focussing
specifically on research from the perspective of
people with dementia themselves, identified con-
nectedness as a prime underlying element of
meaningful activity, which included being con-
nected to the self and to others, as well as to the
environment [158]. A sub-theme of the latter was
feeling connected to nature. The relevance of nat-
ure formeaning in life was recently also supported
in an interview study that evaluated the benefits of
nature-based activities in the Netherlands [159].
A broad range of positive consequences were
identified by people with dementia and their care-
givers, including a sense of meaning in life.

The majority of studies on meaningful activity
emphasize some element of connectedness with
others, social interaction, sense of belonging. As
emphasized in the previous section, supporting
meaning in life thus requires considering the
daily social context and interactions of the person
with dementia. For example, in the nursing home
context, nurse–resident interaction in the form of
warm communication (both verbal and non-
verbal) and meaningful dialogue is a key resource
for supporting meaning in life, and for identifying
what is meaningful for each specific resident
[160]. Careful training and education of both
professional care staff and informal caregivers,
enhancing awareness of these underlying rela-
tional mechanisms, is crucial in this regard.

To support meaningful experiences and
activities on a day-to-day basis, these activities
must be embedded within a broad, widely sup-
ported approach to dementia – that is, one that
casts off the influence of traces left by the
biomedical paradigm that dominated dementia
care for a long time in the past, and instead
acknowledges the physical, psychological, social
and existential needs of people with dementia.
A biopsychosocial-existential model of care
[160–162] takes a holistic view of well-being
and incorporates attention for all domains that
may be relevant in supporting a good life with
dementia. Such an approach aligns well with
related views of care that emphasize attending

to the whole person with dementia, such as
person-centred or whole-person care [142, 163,
164]. Explicitly adding the existential dimension
emphasizes the importance of caring for the
existential needs and questions that older adults
deal with at the end of life, especially when living
with a terminal disease.

In line with these views, the available research
on meaning in life for people with dementia
reviewed in this chapter invites reflection on
the overvaluation of cognitive abilities in contem-
porary psychological theories of meaning and
demonstrates the relevance and importance of
the experience of meaning in life for older adults
with dementia, warranting more attention for this
psychological concept in future dementia research
and care approaches.1
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Chapter

5
Quality of Life of Persons with Dementia
Different Disciplinary Perspectives
Rose-Marie Dröes, Teake Ettema, Martin Knapp
and Erik Schokkaert

1 Introduction
In a situation where dementia cannot be ‘cured’,
care for persons with dementia becomes even
more crucial. Care is important for supporting
people to live with the consequences of dementia.
The main objective of these care efforts is to
maintain or optimize the quality of life (QoL).
This QoL should be measured in terms of the
integrated final outcome – that is, the dimensions
of life that ultimately matter to the persons
concerned.

The choice of a measure of QoL raises difficult
normative questions. What is well-being? What
makes a life good? Is it possible to narrow down
well-being and formulate a kind of ‘health-related
QoL’? Is there a difference between QoL and hap-
piness? Does QoL coincide with feeling well? How
important are objective economic features (such
as having a sufficient income) for well-being?
There is a huge philosophical (and social science)
literature on all these questions.

Many practitioners do not care very much
about these fundamental questions because they
aim at applying scales that are useful to answer
specific care policy questions. As an example,
economists want to implement an operational
generic health-related QoL measure to evaluate
and compare the cost-effectiveness of various
therapies or care interventions. Yet even if this is
not made explicit, the selected scales do take an
implicit stance on these fundamental questions.
In this chapter we focus on this basic question:
what is QoL and how do we measure it? Starting
from these questions allows us to get a better
insight into the relationships between different
specific measures that have been proposed in the
literature by different disciplines, and informs us
about the complementarity (or the conflicts)
between them. It also suggests some important
yet unanswered questions, and links the debate

about operational measures of QoL to the basic
philosophical discussion on autonomy and iden-
tity in Chapter 3 of this book.

In Section 2 we discuss the different perspec-
tives on well-being that have been developed in
the philosophical literature. Sections 3 and 4
describe the two main applications of QoL mea-
surement for persons with dementia: the psycho-
logical scales and the economic quality-adjusted
life years (QALY)–type measures, respectively.
We then return in Section 5 to the basic issues
that come up when we compare the two types
of approaches and confront them with the funda-
mental issues raised in Section 2. Section 6
concludes.

Psychometric properties of the scales and
fundamental measurement issues are largely left
aside. Another restriction is that we limit our-
selves mainly to the QoL of persons with dementia
themselves. The QoL of informal carers is men-
tioned only briefly in this chapter.

2 Different Perspectives
on Well-Being
For centuries, philosophers have thought about
what is a ‘good life’ or ‘true happiness’. These
questions about ‘well-being’ or a ‘good life’ go
beyond the specific issue of measuring the QoL
of persons with dementia. The subtle distinctions
between different notions of well-being, as dis-
cussed by philosophers, are not always easy to
translate into specific operational measures. Yet
the basic questions raised in this philosophical
debate are certainly relevant when examining the
strengths and limitations of operational measures.

Most of the classifications of well-being found
in the literature are variants of one initially pro-
posed by Parfit [1]. In this tradition three broad
approaches are distinguished (see [2] for a similar
welfare economic perspective):

81
https://doi.org/10.1017/9781108918954.006 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.006


• Objective approaches use some external
standard to define what is good in life and state
that some life dimensions are important, even
if they are not seen as such by the persons
involved [3]. Typical examples of such
‘objectively important dimensions of life’
include cognitive performance and the
number of close social contacts. The idea is not
that the personal feelings or insights of the
people concerned are irrelevant, but that some
dimensions are important for everybody, even
for individuals who personally do not care
about them at all.

• Mental state approaches equate well-being
with feeling well. This can be interpreted in
different ways. A narrow hedonic approach,
focussing on the balance of pleasures and
pains, is exemplified in traditional Benthamite
utilitarianism. Here the emphasis is on
feelings – that is, on positive and negative
affect. A broader interpretation equates feeling
well with life satisfaction. This satisfaction
view has a stronger cognitive component as it
involves an overall evaluation of one’s life. In
some sense, mental state approaches can be
called ‘subjective’ as they refer to a subjective
state of mind. However, they can also (better?)
be seen as a special case of the objective
approach in which the balance of affects and
feelings defines a good life, even if people
themselves do not consider this specific
balance an important component of their well-
being. Of course, and as we see later in this
chapter, ‘feeling well’ is an important item in
almost all QoL scales. However, within the
mental state approach, it is the only relevant
dimension of life whereas other possible
aspects of life (e.g. physical health) are
important only insofar as they affect ‘feeling
well’.

• Desire-fulfilment approaches are the third
broad group of theories. They are truly
subjective in that they define well-being to be
greater if the person better succeeds in
satisfying their own desires, in reaching the
goals they set for themself. Economists usually
call this third group preferentialist
approaches: to avoid any confusion, it must be
emphasized that ‘preferences’ here go beyond
narrow financial self-interest to cover all of the
dimensions that are relevant in life. One could

wonder if the broader notion of life
satisfaction coincides with desire fulfilment: it
does not, and the difference is highly relevant.
Consider a situation with two persons: Ann is
in situation A and Bert is in situation
B. Assume they agree situation A is better than
situation B. It is then still possible that Bert is
more satisfied with his life than Ann is with
hers, because he has different aspirations. The
point has been emphasized strongly by Sen [4]
in the context of poverty measurement:

A person who has had a life of misfortune, with
very limited opportunities, and rather little hope,
may be more easily reconciled to deprivations
than others reared inmore fortunate and affluent
circumstances. The metric of happiness may,
therefore, distort the extent of deprivation, in
a specific and biased way. The hopeless beggar,
the precarious landless labourer, the dominated
housewife, the hardened unemployed or the
overexhausted coolie may all take pleasures in
small mercies, and manage to suppress intense
suffering for the necessity of continued survival,
but it would be ethically deeply mistaken to
attach a correspondingly small value to the
loss of their well-being because of this survival
strategy. (pp. 45–6)

Human beings can adapt their aspirations to their
actual situation: this will make them more satis-
fied, but it does not mean that they are in a better
situation.We discuss later in this chapter how this
example is also relevant within the specific context
of dementia.

Some specific proposals are rather difficult to
classify in this scheme. The main example of this
is the capability approach as originally proposed
by Sen (see e.g. [5] for a recent overview). The
capability approach focusses on the opportunities
of people to choose from a set of attainable func-
tionings (such as being healthy, well-fed, inte-
grated into society, mobile etc.). This focus on
opportunities or (positive) freedoms is an impor-
tant original feature of the approach. Nussbaum
[6] proposes a list of capabilities inspired by an
Aristotelian view on human flourishing. She cer-
tainly belongs in the objective camp of well-being
theorists. Sen himself, however, proposes to
determine both the list of relevant capabilities
and the relative weights to be given to them as
the result of a deliberative process. While this is
not a subjective approach, in that it does not work
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with individual desires or preferences (Sen expli-
citly rejects this subjective approach), it still gives
an important role to the personal feelings and
convictions of participants in the deliberative pro-
cess. However, his proposal raises questions about
the conditions that this deliberative process has
to satisfy in order to yield ethically acceptable
conclusions. This raises serious challenges in the
context of dementia at an advanced stage.

In choosing between these different
approaches, one can take (broadly summarized)
two perspectives. One (common among philoso-
phers) is to look for a ‘deep’ definition of what
makes a human life really good. This raises deep
questions about human flourishing, perhaps even
about human nature. Another approach (more
popular among social scientists of all sorts) is to
start from the lived experiences of people or from
the specific policy issues that have to be settled.
One will then devise a measure of well-being that
satisfies the normative requirements that are
necessary in that specific situation. As an example:
for the evaluation of economic policies we
need a well-being measure that can function as
a good measure of social progress and that can be
used to evaluate redistribution in such a way that
a transfer from someone with a higher to someone
with a lower level of well-being (measured in that
way) can be seen as a social improvement (see
[2]). Applied to dementia policy, the pragmatic
approach will prefer measures that respect the
dignity and lived experience of the persons with
dementia, that can be a reliable guide to evaluate
the quality of care, and that ideally can identify the
priorities when society has to decide about the
allocation of scarce resources. The latter objective
also necessitates a measure that can identify who
is ‘most’ in need of care.

In our normative view, respect for the perso-
nal convictions and feelings of people with
dementia is central. This almost unavoidably
pushes us in the direction of the subjective
approaches. The more one believes in the auton-
omy and dignity of persons with dementia, the
larger the weight one wants to give to their own
desires or preferences. In fact, one of the criti-
cisms against the objective (including the mental
state) views is that they are paternalistic.
Paternalism certainly has to be avoided in the
recent view on care for persons with dementia.
This raises difficult issues for how long in the
process it is possible for persons with dementia

to express their own desires, and how good the
substitution is of their own answers by proxy
assessments. We return to these issues in the
following sections.

Until now we have interpreted well-being as
related to the whole life of persons. This is
indeed the dominant approach in the philoso-
phical literature. However, in the health eco-
nomic literature, many have proposed to work
with a narrower concept – that is, ‘health-related
QoL’. This certainly holds for the popular notion
of the QALY discussed further in this chapter. As
we see herein, some dementia-specific scales also
focus on ‘health-related QoL’. Philosophers have
expressed serious doubts about the theoretical
meaning of this concept (see e.g. [7]). Surely
restrictive assumptions are needed in order to
claim that ‘health-related QoL’ per se is indica-
tive of QoL without taking into account other
life dimensions, or broader life projects of
individuals. Losing the capacity to control very
fine finger movements can be devastating for
a professional pianist, but is much less of
a restriction for a professional football player.

‘Health-related QoL’ is an attempt to narrow
down a broad concept of well-being, influenced by
many circumstances and policies, to something
that should be easier to influence by (health)
care. Starting from a similar inspiration, the
notion of ‘health’ has been broadened to go
beyond a purely physical interpretation of
‘absence of disease’. Already in 1948, the World
Health Organization (WHO) described health as
‘a state of complete physical, mental and social
well-being and not merely the absence of disease
or infirmity’. With this definition, the boundary
between health and well-being becomes blurred.
In fact, the distinction between health so defined
and ‘health-related QoL’ disappears almost com-
pletely. Recently, with the growing prevalence of
chronic diseases, proposals have been made to
reformulate the static WHO definition. This
reformulation focusses on the ability to physically,
mentally and socially adapt to one’s situation ([8],
operationalized for persons with dementia in [9]).
This is an interesting move, but it also raises the
deeper question of the relationship between over-
all well-being and health so defined.

Let us formulate a last caveat before we turn to
the overview ofmeasurement scales for the QoL of
persons with dementia. Although it is very com-
mon for social scientists to evaluate policies on the
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basis of their effects on well-being (however
defined), it has been argued that one should go
beyond such a consequentialist approach and also
introduce deontological considerations. As an
example, one could say that it is necessary to
respect the dignity of the persons with dementia
because it is their right to be respected, even if
such respect for dignity did not increase their
well-being. We do not follow this track in this
chapter, but rather try to present an attractive
normative approach to well-being. This means
that respect for dignity and lived experiences will
be one of the criteria used to evaluate specific
operational scales.

3 The Measurement of Quality
of Life in Persons with Dementia
In the past 25 years there has been growth in the
development of instruments to measure QoL as
one of the main outcomes of treatments and care
for people with chronic and incurable diseases.
This includes psychological and psychosocial
treatments for people living with dementia.
Dementia-specific QoL instruments can be
divided into two categories: self-report instru-
ments and proxy-based instruments. Self-report
instruments are administered directly to the per-
son with dementia by means of an interview,
reflecting the person’s opinion on their own
QoL. If we see QoL as a subjective construct, this
is the preferred way of measuring it [10]. Proxy-
based instruments rely on proxy report, either by
asking the opinion of a proxy, such as the informal
carer or a professional caregiver, directly or by
means of an interview on QoL aspects of the
person with dementia, or by using standardized
behaviour observation scales. These scales can be
used when the person with dementia cannot
understand or reply to the questions of the self-
report instruments or, for example, for longitudi-
nal research purposes covering longer time
periods. Standardized behaviour observation
scales are generally meant to be used by profes-
sional caregivers. The self-report instruments can
be applied in people with mild to moderate
dementia and in all types of settings, while the
proxy-based and observational instruments
are meant specifically for use in care facilities
throughout the dementia career or in late-stage
dementia. It must be said that from the list of QoL
domains mentioned as relevant by people with

dementia – that is, affect, self-esteem, attachment,
social contact, enjoyment of activities, sense of
aesthetics in living environment, physical and
mental health, financial situation, security and
privacy, self-determination and freedom, being
useful and spirituality [74] – all of the mentioned
instruments assess only part of these, which also
characterizes their difference ([43]; see also
Table 5.1).

3.1 Self-Report Instruments
The Alzheimer’s Disease–Related Quality of
Life (QOL-AD [11]) scale is a popular, widely
used brief scale for assessing QoL [12–17]
which can be administered in 10–15 minutes.
It covers the domains of physical health, mood,
energy, living situation, memory, interpersonal
relations, ability to do chores, fun, money, self
and life as a whole. It has been extensively
validated, and it can be completed by the per-
son with dementia or carer until severe demen-
tia (Mini-Mental State Examination (MMSE)
score 3; [18]). Patient as well as proxy versions
are available. It has demonstrated sensitivity to
psychosocial intervention and correlates with
health utility measures [17]. The QOL-AD can
therefore be applied in both intervention and
longitudinal research, but is also very useful for
quick evaluation in clinical practice [19–21].
Edelman and colleagues adapted the QOL-AD
to the QOL-AD NH for the nursing home set-
ting [22] through deleting two original items,
adding four new ones and changing the word-
ing of three others. The psychometric proper-
ties were considered sufficient for use in this
setting [16].

The Dementia Quality of Life (DQoL [23])
instrument can be administered in people with
mild to moderate dementia (MMSE score >12).
It has an advantage over the QOL-AD when more
in-depth evaluation on quality of life is required
[24, 25]. Ten domains on five subscales (self
esteem, positive and negative affect, feelings of
belonging and sense of aesthetics) are assessed
on a five-point Likert scale, providing a profile of
scores. The scale is available in many languages. It
is widely used in both intervention and longitu-
dinal research [17, 26–28].

The Bath Assessment of Subjective Quality of
Life in Dementia (BASQID [29, 30]) is a measure
for people with mild to moderate dementia and
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assesses a range of QoL aspects (related to health,
social interaction, function, mobility, being occu-
pied, energy and psychological well-being) and is
administered via interview. Each question is pre-
sented visually on an individual card and orally.
Five-point Likert response scales (‘not at all satis-
fied’ to ‘extremely satisfied’, and ‘not at all’ to ‘a
great deal’) are also printed on individual cards.
The scale is based on a conceptual framework
generated from in-depth interviews with people
with mild to moderate dementia, exploring issues
that were important to their QoL and the ways in
which dementia impacted these areas. It is con-
sidered a robust clinical instrument [17]. The
internal consistency, test-retest reliability and
construct validity, as well as responsiveness to
change, were investigated with sufficient results
[16, 31–33].

The Dementia Quality of Life (DEMQOL
[34–36]) scale is aimed to measure health-related
QoL and consists of the following five subscales:
daily activities, health and well-being, cognitive
functioning, social relationships and self-
concept. It is suitable for use at all stages of
dementia and across care settings and is available
in several languages. It only takes 10 minutes to
administer and requires no specific training. It is
administered directly to the person with dementia
by means of interview, reflecting the person’s
opinion on their own QoL.

A proxy version (31 items) is available for
people with more advanced dementia. The
DEMQOL has good psychometric properties and
has been used in Europe in both intervention and
cost-effectiveness studies [14, 37]. There is also an
algorithm to convert DEMQOL into QALY scores
([38]; see later in this chapter).

These four self-report scales all work with
a predefined set of life dimensions. If these
dimensions are weighted, this is also done on the
basis of weights that are identical for all indivi-
duals. Therefore these scales are not really ‘sub-
jective’ in the sense defined in the previous
section, although they are based on self-reports.
A personalizable, health-related QoL scale, which
asks individuals to indicate the five areas of life
they consider most important to their overall
QoL, is the Schedule for the Evaluation of
Individual Quality of Life (SEIQoL [39]). The
scale, which is administered by a trained inter-
viewer, was originally developed for oncology
research, but has been used in patients with

different diseases, including people with mild
(SEIQoL [40, 41]) and moderate dementia
(SEIQoL-DW [42, 43]). The psychometric prop-
erties of the instrument when used in people with
dementia were good in the first small sample
studies, but need further investigation. Although
the SEIQoL is not widely used in dementia
research and clinical practice, we believe that
assessment of personalized QoL is a route that
needs further investigation. A recent attempt to
personalize QoL measurement is described by
Hendriks et al. (2021), who calculated persona-
lized QOL-AD and DQoL scores by giving
weights to individual QoL domains depending
on their importance reported by the individual
person with dementia.

3.2 Proxy-Based Instruments
Proxy-based instruments can make use of inter-
views or of behavioural observation.

i Self-Report/Interview
As mentioned, the QOL-AD and the DEMQOL
also have proxy versions which can be used for
people with more severe dementia who cannot
understand the self-report questions anymore.

Another instrument is the Quality of Life in
Late-Stage Dementia (QUALID [44]) scale. This is
a short (approximately 5 minutes) interview with
a proxy (generally a nurse or nurse aide) on the
person’s affective state in daily life, signs of com-
fort and engagement in basic activities, especially
geared towards late-stage dementia in long-term
care settings. It has good psychometric properties
and is widely used in European intervention stu-
dies [14, 16, 45, 46]. The scale is available in many
languages.

ii Behaviour Observation Instruments
The Quality of Life for People with Dementia
(QUALIDEM [47, 48]) instrument is a behaviour
observation scale meant for use throughout the
dementia ‘career’ (mild to very severe dementia)
for people living in different care settings. The
QUALIDEM has nine subscales (care relation-
ship, positive and negative affect, restless/tense
behaviour, positive self image, social relations,
social isolation, feeling at home and having some-
thing to do) which provide a QoL profile. For
people with very severe dementia a shortened
version is used. The observation scale is easy to
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administer in 10–15 minutes (preferably by two
professional carers) and requires no specific
training [49]. The scale is available in Dutch,
English, Danish and German [50, 16] and has
been increasingly used throughout Europe in the
past 10 years.

The fact that the QUALIDEM can be used
throughout the dementia ‘career’ and in different
care facilities (including small-scale homelike care
settings [49]) makes it useful both for intervention
studies in different long-term care settings and
for longitudinal studies. The scale has proven
sensitive for change in both types of studies [51,
52]. Its psychometric properties have been
reported in several studies [47, 48] and reliability
and validity of the different subscales are found to
be good or acceptable in different stages of the
disease [50, 53–55].

The Discomfort Scale Dementia of Alzheimer
Type (DS-DAT [56, 57]), an observation-based
proxy measure focussing on mood, psychomotor
behaviour and discomfort, has been rated as
a qualitative good measure, especially useful in
palliative and late-stage dementia to assess dis-
comfort, including pain [17]. As such it is used
in the context of QoL measurement. Several stu-
dies on end-of-life and palliative care successfully
applied the scale in nursing home settings
[58–60]. In the past decade it has not been used
often in dementia care research across Europe.

3.3 Experienced Quality of Life
in People with Dementia
and Psychosocial Interventions
With the availability of these QoL measures,
a growing amount of research has been done in
the past decades on factors related to QoL and
interventions aimed at improving QoL of people
with dementia. Contrary to the widely felt belief in
the general public, QoL, as measured by these
scales, does not necessarily decline when the
dementia progresses [18, 33]. However, awareness
of memory deficit in people with dementia does
affect their rating of QoL negatively [31] as does
increased dependency [32].

In a review of 198 studies Martyr et al. [61]
found that greater social engagement, better qual-
ity of the current relationship with the carer and
religious beliefs/spirituality were moderately
associated with better QoL. Another review of 20

studies, however, showed that there is currently
no strong or consistent evidence on the effects of
elements of the relationship quality between the
person with dementia and their main informal
carer on institutionalization, hospitalization,
death or QoL of people with dementia [62]. For
people in residential settings, being cared for in a
specialized dementia unit and receiving more
person-centred care had small or mainly small
positive associations with better QoL. Depression
and neuropsychiatric symptoms were moderately
associated with poorer QoL.

Many studies into person-centred and psycho-
social care interventions for people with dementia
showed (some) improved QoL [63]. Kim and Park
[64] concluded in their review of 19 interventional
studies that, in comparison to regular care, per-
son-centred care in clinical practice for people
with dementia reduced agitation, neuropsychia-
tric symptoms, and depression and improved
their QoL. Based on his review of 14 studies into
psychological interventions for people with
dementia and carers, Poon [65] advises clinicians
to routinely involve dyads of people with demen-
tia and their informal caregivers when they aim to
improve their QoL. This is in line with the studies
into the combined Meeting Centres Support
Programme (MCSP) for community-dwelling
people with dementia and their carers, which
showed that compared to regular day care the
combined MCSP had positive effects on QoL
such as self-esteem, positive affect and feeling of
belonging [28, 66, 67].

Two reviews on the effect of occupational ther-
apy on QoL for people with dementia showed
mixed results. Ojagbemi and Owolabi [68] found
no conclusive evidence for improved QoL in the
10 studies on occupational therapy interventions
they reviewed, whereas Bennett et al. [69] con-
cluded in their review of 15 trials that occupa-
tional therapy provided at home may improve
the QoL of people with dementia, in addition to
better performance of activities of daily living
(ADL) and reduction of behavioural and psycho-
logical symptoms.

A recent systematic review of 12 studies
evaluating cognitive stimulation therapy (CST)
showed improvements in cognition, quality of
life, depression and impact on caregivers [70,
71]. Ojagbemi and Akin-Ojagbemi [72] found
small positive effects of exercise interventions,
especially aerobic exercise, on QoL. However,
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because of inconsistent results in their meta-
analysis of (13) trials which included QoL as an
outcome measure, they concluded that the evi-
dence on the beneficial effect of exercise interven-
tions on the QoL of people with dementia is yet
inconclusive. Positive effects of music therapy on
QoL were found in a recent systematic review in
addition to effects on depressive symptoms and
behaviour problems [59].

Finally, a recent review into 22 randomized
controlled trials on reminiscence therapy found
some evidence that it can improve QoL in people
with dementia [73], although the benefits were
small. Further research is suggested to understand
who may benefit from what type of reminiscence
therapy.

As we have seen before, domains of life
included in one instrument to measure QoL
are sometimes lacking in other instruments. It
would therefore be interesting to investigate
whether the different results in different stu-
dies are related to the use of different QoL
measures.

3.4 Quality of Life and the Concept of
Well-Being
When one considers the QoL measures in the
previous sections, two observations are striking.
First, the measures are targeted at (experienced)
QoL, and not at subjective well-being or life
satisfaction.1 At the same time, QoL in dementia
is interpreted broadly, including dimensions such
as ‘being valued by others’ or ‘having ameaningful
life’ that are closely related to the eudemonic
aspects of life satisfaction. On the other hand,
however, it is also narrower than one might
expect, since more objective features of life are
often not included. An obvious example is the
financial situation of persons with dementia (see
Chapter 14). The personal economic costs related
to dementia may cause economic trouble for
many persons with dementia, and income is an
important prerequisite to buy enjoyable things
(going out, travel, holidays etc.). It is difficult to
imagine that having to give up such activities for
economic reasons would not have an effect on
QoL. This suggests that most scales measure

a kind of ‘health-related QoL’ (with a broad inter-
pretation of health, including the physical, mental
and social domain). Yet, as mentioned before,
‘health-related QoL’ is a blurred concept, as it
cannot be seen independently from other impor-
tant life dimensions.

Second, in the mild to moderate stage of
dementia, self-reporting by persons with
dementia is possible and, within the subjective
approach, preferable. However, there are only
few examples where the selection of life dimen-
sions and the importance attached to them are
determined by the persons with dementia
themselves. In this sense the most popular
scales are not preferentialist. In more severe
stages, self-reported measures are generally no
longer feasible. The QOL-AD is the only
instrument that can be used as a self-report
scale until severe dementia (MMSE score
of 3). When one resorts to reporting by others
(informal carers or health professionals), it is
important to distinguish between ‘informant
ratings’, reflecting the informant’s appraisal
of the person with dementia or based on
observations of the behaviour of the person
(QUALIDEM [47, 48]), and ‘proxy ratings’,
reflecting the appraisal that the proxy thinks
the person with dementia would make [61]. If
one takes the subjective approach seriously,
proxy ratings should be preferred. Of course,
proxy rating is difficult, and empirical research
has shown that informal carers or healthcare
professionals may take into account a different
set of life dimensions than the persons with
dementia themselves [74].

4 Quality of Life in Economic
Evaluation

4.1 Policy Evaluation
Outcome measurement plays an essential role in
all economic (consequentialist) policy evalua-
tions. In cost-effectiveness analysis the costs are
usually measured in monetary terms, although
this is not always straightforward. Costs can be
measured narrowly – focussing just on the
immediate policy itself – or more broadly to con-
sider resource impacts across all areas of public
and private activity, and including resources that
are not bought and sold in any market, such as the
time commitments of family and other carers (see

1 Martyr et al. [61] mention in their meta-study that they
found data on QoL reported in 205 studies, on well-being
in 5 studies and on life satisfaction in 3 studies.
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Chapter 14). In this chapter we do not focus on
the costs, but only on the measurement of out-
comes for people with dementia, more specifically
quality of life.

It is important to distinguish different levels of
policy evaluation requiring different outcome
measures:

• If one aims at comparing and evaluating
different treatments and care options for
dementia, the outcome measures can be taken
from the list of dementia-specific QoL
measures we referred to in the previous
section. Some studies have focussed on narrow
indicators – for example, of cognitive
impairment – but many have also made use of
existing generic instruments to measure QoL.

• A key ambition of cost-effectiveness analysis is
to inform choices within the healthcare
budget – for example, what is the share of the
healthcare budget that should go to dementia
care relative to the share that should go to the
reimbursement of expensive cancer drugs? Or
how should an increase in the healthcare
budget be allocated across different
interventions and diagnostic areas? To tackle
this kind of issue, one needs an outcome
measure that can be applied to the various
domains in healthcare – that is, across
different diseases and conditions. Measures of
dementia-specific QoL or dementia symptoms
are then no longer adequate, and one has to
use a generic measure. The most widely used
of these generic measures is the QALY, but
other broader measures of well-being have
also been proposed, such as the disability-
adjusted life year (DALY) and, more recently,
measures of subjective well-being. Our focus
in this section is on these generic health
measures.

• An important broader policy question is the
optimal size of the healthcare budget
compared to other uses of economic
resources. This requires a comparison of the
outcomes obtained with healthcare to the
outcomes obtained with other policies (e.g.
educational or environmental policies).
Health-related QoL measures are then not
adequate because they are too narrowly
conceived. An overall measure of well-being is
needed. It has been common practice
historically to use cost-benefit analysis for this

purpose, which means that one also aims to
express the value of the outcomes in monetary
terms. We do not go into this issue in this
chapter, as the discussion about the optimal
size of the dementia care budget is taken up in
Chapter 14. Suffice it to say that it is rare to see
a cost-benefit analysis conducted in the health
domain because it is very difficult to convert
a clinical measure of outcome (e.g. symptom
alleviation, cognition or quality of life) into
a monetary value. Comparing costs expended
with savings achieved is not a cost-benefit
analysis.

There is a huge debate on whether it is necessary to
include considerations of distributive justice in
these economic evaluation exercises, and many
specific proposals have been made for how to do
this [75]. We do not explicitly discuss that issue in
this chapter, except insofar as it has implications
for the measurement of QoL in persons with
dementia. Indeed, if one wants to differentiate
policies or investment of resources between indivi-
duals at different levels of well-being, or QoL – for
example, by focussing more efforts on those who
are worse off – one needs a measure of QoL that is
suitable for interpersonal comparisons – that is,
that makes it possible to relate the severity of states
of dementia to the resulting QoL of those persons.

4.2 Quality-Adjusted Life Years
As noted earlier, decision makers in healthcare
systems need to compare outcomes across
a range of conditions or diagnostic groups – for
example, for the purposes of resource allocation
across medical specialty budgets within a hospital,
or when taking high-level strategic decisions
about which conditions should be prioritized for
treatment or support. In these circumstances,
condition-specific measures are inadequate and
a generic measure is needed.

The QALY is the most widely used such
construct: it is a unidimensional measure which
captures both life expectancy and the health-
related quality of those life years. The QALY is
a preference-based measure that belongs in the
‘desire-fulfilment’ category introduced earlier.
Quality scores are conventionally fixed to run
from 1, representing perfect health, to 0, represent-
ing death. Each year (or part year) of additional life
resulting from a healthcare intervention is
weighted by this score (often called a ‘utility score’
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in genuflection to utilitarianism) in order to gen-
erate a measure of the total number of QALYs
gained, and – in economic evaluation – then com-
pared with QALYs gained from an alternative use
of the resources used up to deliver the intervention.
An example is given in what follows.

The most commonly used tool for generating
QALYs is the EuroQoL or EQ-5D. In its original
construction, the tool had five dimensions (mobi-
lity, self-care, usual activity, pain/discomfort and
anxiety/depression), each rated on one of three
levels (no problem, some problems andmajor pro-
blems). A later version had five levels for each
dimension (bad, rather bad, satisfying, good and
very good). These versions are now referred to as
EQ-5D-3L and EQ-5D-5L. This particular tool has
been used in tens of thousands of evaluations and
other studies worldwide. Another long-standing
generic QALY–generating tool is the Health
Utilities Index (HUI [76]). Both the EQ-5D and
the HUI have been used in dementia studies, but
may not perform as sensitively as needed given the
symptoms typically experienced, and this has led to
the development of condition-specific utility-
generating measures such as the DEMQOL-U
[38]. In a study of a frail older population in the
post-hospitalization phase following hip fracture,
the EQ-5D-5L and its proxy-completed version
(CEQ-5D-5L) weremore responsive to the physical
recovery trajectory following surgery, whilst the
DEMQOL-U and its proxy-completed version
(DEMQOL-Proxy-U) were more responsive to
changes in delirium and dementia symptoms [77].

If we return to the EQ-5D, we can illustrate
a key debating point, which is how to combine the
five domains into a unidimensional measure.
With the original three-level version there are
245 possible combinations or health states, and
with the newer five-level version there are 3,125
possible states. Health economists have sought to
assign values to each of these states (i.e. each of
these different combinations of mobility, self-
care, pain and so on) by conducting exercises
which ask samples of people for their preference,
using methods such as time trade-off and stan-
dard gamble [78]. The resulting values represent
the relative importance of different health states.
For example, societal weights derived through
large field surveys include:

Score = 1.000 was assigned to perfect health-
related quality of life: Mobility – no problems,

Self-care – no problems, Usual activities – no
problems, Pain/discomfort – no problems,
Anxiety depression – no problems

Score = 0.727 was obtained from preference
ratings of this combination: Mobility – some pro-
blems, Self-care – no problems, Usual activities –
no problems, Pain/discomfort – some problems,
Anxiety depression – no problems

Score = 0.255 was obtained from preference
ratings from the field survey for this combina-
tion: Mobility – no problems, Self-care – no
problems, Usual activities – some problems,
Pain/discomfort – some problems, Anxiety
depression – major problems

These are the utility scores derived from the EQ-
5D-3 L [79], which then can be used to generate
QALY measures (see later in this chapter).

How then is the QALY used in resource allo-
cation decisions? Decision makers first need evi-
dence on how different interventions might
generate different gains in QALYs, and what it
costs to achieve those gains. Resource allocation
decisions at a strategic level within the healthcare
system will then be based (partly) upon evidence
from clinical trials and other studies. The ques-
tion usually posed is: which available resources
(i.e. which patterns of spending on candidate
interventions) would be likely to generate the
greatest outcome gains from those resources?
Trials therefore use measures such as the EQ-
5D and the DEMQOL, alongside condition-
specific measures (e.g. of cognition, agitation
etc.) and tools to measure costs.

The evidence that such an approach would
generate is then often summarized by calculating
an incremental cost-effectiveness ratio (ICER) for
each comparison between interventions. This
ratio is equal to the extra (or incremental) cost
associated with one intervention compared to
another, divided by the extra effect or outcome.
The latter could be a measure of cognition or
agitation, or it could be a measure of QALY
gain. It is important to emphasize that decisions
are informed by incremental differences, not by
some absolute health-related quality of life. From
this efficiency standpoint, the decision-making
focus is on how to achieve the greatest impact
from the resources that are managed (sometimes
crudely referred to as ‘biggest bang for the buck’),
and not on comparisons of how different condi-
tions are associated with higher or lower quality of
life. It is also important to emphasize that
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decisions are not solely based on ICER values, as
other considerations such as human rights and
distributional justice also play a part [80].

In some countries, resource allocation
decisions are informed (but not determined) by
formalized approaches: health technology assess-
ment bodies may employ cost-utility thresholds.
In England, for example, the National Institute for
Health and Care Excellence (NICE) employs
a threshold of between £20,000 and £30,000 per
QALY: if an intervention costs less than this
threshold, it is more likely to be recommended
for use across the public healthcare system,
whereas an intervention costing more than
£30,000 to achieve one additional QALY is unli-
kely to be recommended. However, as noted ear-
lier, other considerations also influence decisions,
such as fairness and evaluation findings in rela-
tion to outcomes that are not adequately reflected
in the more reductionist QALY measure: the
threshold is always a guide and not a rigid rule
[81]. There are also ongoing arguments about the
value at which any such threshold should be set
[82]. A number of countries also now employ
similar health technology appraisal procedures.

A couple of examples can be offered. The
DOMINO study looked at pharmacotherapy for
treating people with Alzheimer’s disease when
their symptoms become severe: the evaluation
question was whether continuing donepezil treat-
ment (which is used in the earlier stages of the
disease) or commencing memantine (a medica-
tion with a different mechanism of action) was
more effective and cost-effective for patients with
moderate to severe Alzheimer’s disease. A 52-
week trial conducted in the UK randomized
patients who had consented to participate to one
of four groups: continue donepezil, discontinue
donepezil, discontinue donepezil and start mem-
antine, or continue donepezil and start meman-
tine. Both donepezil and memantine are generic
medications, and the trial was funded by the UK
Medical Research Council and UK Alzheimer’s
Society, not by pharmaceutical companies.

To capture as many effects as feasible in a trial
of this nature, the DOMINO research team mea-
sured cognition, functioning in ADL, behavioural
and psychological symptoms, dementia-specific
health-related QoL (DEMQOL-Proxy, rated by
carers); generic health-related QoL (EQ-5D-3L,
again rated by carers) and the health status of
family or other unpaid carers. The economic

evaluation was therefore able to look at a range
of dementia-specific symptoms, as well as QALY
scores generated from both generic and condition-
specific instruments. The EQ-5D-3L was com-
pleted at five time points: at baseline (when
a patient was randomized to a particular drug
option) and then 6, 18, 30 and 52 weeks later.
Utility scores were assigned to each observed com-
bination of scores on the five dimensions using
societal weights [79]. For patients getting donepezil
alone, the mean utility scores were 0.57 at baseline,
0.56 at 6 weeks, 0.52 at 18 weeks, 0.51 at 30 weeks
and 0.48 at 52 weeks. For the placebo group, the
respective scores were 0.55, 0.48, 0.40, 0.37 and 0.26
[83]. Using what is called the area-under-curve
method (what mathematicians call integration), it
is then possible to calculate the difference in
QALYs between the two patient groups over the
full 52-week period of the trial. For example,
between baseline and 6 weeks the utility score for
the donepezil group fell 0.01 whilst the score for the
placebo group fell by 0.07. This represents
a difference in QALYs of 0.0069 (= difference in
utility fall of 0.06, multiplied by 6/52 of a year). In
the next period (from 6 to 18 weeks) the respective
reductions were 0.04 for donepezil and 0.08 for
placebo, representing a difference of 0.0092
QALYs. Over the course of each of the time inter-
vals between data collection points, the health of
both groups of patients got worse, but the decline
was noticeably greater for the placebo group. By the
end of the trial, the placebo group had lost 0.11 of
a QALY more than the donepezil group, which was
statistically significant. It would also be noticeably
different for any person experiencing such
a difference in health-related QoL.

It was found in the DOMINO trial that con-
tinuing donepezil for 52 weeks was more cost-
effective than discontinuation, based on indicators
of cognition, ADL and health-related QoL. Starting
memantine was more cost-effective than disconti-
nuing donepezil. Donepezil and memantine com-
bined was not more cost-effective than donepezil
alone [83, 84]. The trial also found that stopping
donepezil treatment increased the risk of nursing
home placement during the 52-week trial period,
but not subsequently [85]. Findings from the study,
including the cost-per-QALY estimates, influenced
new NICE [86] recommendations for medication
use in treating Alzheimer’s disease in England.

A second example is a study of family carers of
people with dementia, where the EQ-5D-3L was
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used to assess the impact of a manual-based coping
strategy on those carers. Again, a randomized trial
design was used, comparing the new intervention
(called START) with usual forms of carer support,
with follow-up for as long as 6 years [87]. Carers in
the intervention group were found to have signifi-
cantly better outcomes as measured in terms of
symptoms of mental illness linked to the stress of
caring, as well as QALY gains [88]. Costs were
actually slightly higher for the carers who received
the coping strategy intervention, compared to those
who were supported as usual, but the incremental
cost-effectiveness ratio was only £6,000 per QALY
gained, considerably below the usual NICE
threshold.

By way of illustration, the figures in Table 5.2
show utility scores from four measures: the
DEMQOL and the EQ-5D completed by older
people with dementia, and the DEMQOL-Proxy
and the EQ-5D proxy completed about those
same people by their main carers. Data come
originally from the Study of the Use of
Antidepressants for Depression in Dementia
(SADD) study [89] and were reanalysed by
Mulhern et al. [38]. Mean values for these four
measures are reported for people with dementia
grouped by severity of cognitive impairment,
measured by the MMSE [90]. The table shows
a number of things: mean scores vary with severity
of cognitive impairment, but not greatly; scores
differ quite noticeably between instruments

(compare the EQ-5D with the DEMQOL); and
scores differ between self-report and proxy report,
especially for the EQ-5D.

It is important to remember that dementia
symptoms extend beyond cognitive impairment,
and it may be other symptoms that drive QoL
differences [91]. Classifying dementia in terms of
severity of cognitive impairment alone is therefore
rather coarse. This also illustrates the unavoidable
trade-off between specific and generic scales, to
whichwe return in Section 5. Of course, in decision-
making contexts about, for example, which drug to
use for a particular condition, or which of two
interventions for different diseases should be
prioritized, it is incremental rather than absolute
values of health-related QoL (utility) that would be
compared.

There is another important issue with respect
to QALY measurement: who is to set the values
for the different health states? To answer this
question, one can take two different perspectives.
If the aim is to set priorities between interventions
in different health domains, use should bemade of
a generic scale (like the EQ-5D), and it is natural
to assume that the health values corresponding to
the different states should be set by the (average)
citizen. In deciding about the allocation of the
overall healthcare budget, the preferences of all
citizens should count, since they ultimately have
to pay the bill. If the aim is to focus specifically on
(different treatments for) dementia, this is less

Table 5.2 Utility values generated from the EQ-5D and the DEMQOL, and their proxy versions, for people with different severities
of cognitive impairment

Cognitive impairment

Mild (MMSE score > 20) Moderate (MMSE 20–10) Severe (MMSE < 10)

EQ-5D

N 101 114 25

Mean (SD) 0.71 (0.26) 0.69 (0.27) 0.67 (0.33)

CEQ-5D

N 101 118 30

Mean (SD) 0.57 (0.28) 0.47 (0.33) 0.43 (0.31)

DEMQOL-U

N 100 113 22

Mean (SD) 0.82 (0.09) 0.80 (0.11) 0.79 (0.12)

DEMQOL-U-Proxy

N 99 118 30

Mean (SD) 0.79 (0.09) 0.78 (0.10) 0.79 (0.11)
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straightforward. Surely, the average citizen has an
imperfect and biased idea of what it means to live
with dementia – and if (s)he is sufficiently
rational, (s)he will be aware of this imperfect
knowledge. Why would (s)he not trust the evalua-
tion of this situation by the experience experts –
that is, the persons with dementia themselves?2

Since the ‘broad’ and the ‘narrow’ perspectives are
complementary, it would be good practice to give
policymakers information on both.

4.3 Broader Generic Well-Being Scales
Many economists accept the limitations of the
QALY as a health-related QoL measure. Some
newly proposed well-being measures that are
growing in popularity are inspired by the
capability approach ([93] gives an overview).
The best known of these measures is the ICEpop
CAPability (ICECAP) measure, with a specific
version, the ICECAP-O, for older people [94].
The ICECAP-O measures five attributes: attach-
ment (love and friendship), security (thinking
about the future without concern), role (doing
things that make you feel valued), enjoyment
(pleasure) and control (independence) [95].

The ICECAP-O scale is generic and can
therefore be used to compare the (cost-)effec-
tiveness of different types of healthcare inter-
ventions for older patients. At the same time,
the list of included attributes immediately
shows that it is closely related to the dementia-
specific scales of QoL as described in the pre-
vious section. In fact, the ICECAP-O has been
validated for nursing home residents with
dementia [96]. Of course, being a generic scale,
it offers less detailed information that is specifi-
cally relevant for measuring the QoL of persons
with dementia.

There has been discussion about how well the
ICECAP measures (and similar instruments)
indeed capture the basic intuitions of the capabil-
ity approach (see e.g. [93]). Crucial in this respect
is the distinction between the attained level of
functioning – and the ability to reach the various
functionings. For a true capability approach, the
latter should be the main focus of attention. The
questionnaires try to make this operational
through the specific formulation of the questions

(‘I am able to . . . ’, ‘I can . . . ’), but one can doubt
whether this is sufficient to make a credible dis-
tinction between attainments and opportunities.

Another broad outcome measure that is quite
widely used is the Adult Social Care Outcomes
Toolkit (ASCOT [97]), built on a slightly different
conceptual basis from the ICECAP, but with
shared roots in capability theory and with an
emphasis on choice and control. The ASCOT
has eight domains linked to aspects of QoL rele-
vant to social care needs (control over daily life,
personal cleanliness and comfort, food and drink,
personal safety, social participation and involve-
ment, occupation, accommodation cleanliness
and comfort and dignity). Given its social care
focus, it is certainly relevant to people living
with dementia. There is also a version for measur-
ing carers’ social care-related quality of life [98]. It
is possible to convert ASCOT scores into QALY–
like measures.

5 Specificity and Coherence: Back
to the Fundamental Questions
Let us start from a striking observation: there are
only very few links between researchers working
in the different domains discussed in the previous
sections. Most philosophers have a primitive idea
about the empirical literature on well-being scales;
most social scientists are too pragmatic to be very
much interested in the fundamental philosophical
questions. Apart from some important work on
cross-validation, the literature on generic out-
comes in economic evaluation has developed
largely independently of the work on the con-
struction of dementia-specific QoL scales. And
even within this domain of specific QoL scales,
there is a long list of different scales.What tomake
of this list of different approaches?

Of course, one can claim that there is no pro-
blem, as these different scales and approaches
serve different purposes – and that in each specific
case one has to select the instrument that best
matches the specific objectives one wants to
reach with specific interventions [43]. From this
perspective, it is not a problem to use QALYs for
economic evaluation, other specific scales to eval-
uate the effectiveness of different psychological
and psychosocial interventions, and yet other
scales to compare the QoL of different groups of
persons with dementia or the relative success of
different care settings in promoting QoL.

2 A balanced overview of the literature advocating this
position can be found in [92].
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It is indeed obvious that some scales are better
suited for some purposes and other scales for
other purposes and that the analyst has to choose
the best for each situation. However, this should
not be used as an easy excuse to remain within
one’s own disciplinary boundaries and to avoid
looking at the alternatives. First, in restricting
oneself to a narrow perspective, one misses the
opportunity to learn from other perspectives.
Philosophical reasoning is needed to better under-
stand the implicit value judgements underlying
the operational scales. The experience with the
specific detailed scales to measure the QoL of
persons with dementia can improve the coarse
classifications used in the QALY approach to
dementia. Philosophers can get a better grip on
well-being by studying in detail the experiences
of persons with dementia, as measured by social
scientists.

Second, and more important from a policy
point of view, to get at coherent policies, one
should at least aim at using scales that are consis-
tent with each other. Assume one analysis uses
the dementia-specific scale A to evaluate the cost-
effectiveness of different interventions x and y in
the context of dementia. Another scale B is used
for a cost-effectiveness analysis of x and y in
a context of priority setting within the healthcare
budget. Scale B is a generic scale of health-related
QoL with a coarse two-category classification. It is
then possible that x is preferred to y according to
scale A while at the same time based on scale B x is
below the bar and y above the bar when compared
to interventions in other healthcare domains.
What should the policymaker then decide?

Basic questions have to be answered if we aim
at a more coherent set of scales. Some of these
questions are methodological, while some are
basically normative.

5.1 Specific versus Generic
There is obviously a relationship between the
specificity of QoL scales on one hand and the
practical feasibility of implementing them in dif-
ferent contexts on the other. Dementia-specific
scales can give detailed information on QoL in
dementia, but they are not useful if we want to
go beyond the dementia domain and compare the
effectiveness of interventions in different health-
care sectors. On the other hand, generic scales do
not capture the specific information needed for

disease-specific analyses and evaluation of inter-
ventions. All of these statements are trivial. Yet, as
shown by the example given previously, if the
generic and the disease-specific scales are not con-
sistent, it is possible that they result in conflicting
policy advice. More work is needed to cross-
validate the two types of scales. One should
check, for example, whether the ordinal ranking
of the QoL of different individuals is the same
with both types of scales (taking into account
that there may be large indifference classes with
some simple generic scales).

Even more challenging issues arise when one
wants to broaden the concept of well-being
beyond ‘health-related QoL’. In some policy set-
tings such a broader concept is certainly needed.
Take the example of the economic situation of
persons with dementia living at home. Suppose
one could use a given budget either to provide
people with dementia with an income, which
would allow them to have better material condi-
tions (a better house, a richer use of leisure time),
or to give them better professional care, or to
support their informal carers both psychologically
and economically. To compare the effects of these
three policies on the lives of the persons with
dementia, one needs a notion of well-being that
goes beyond health-related dimensions. This
raises immediately the difficult issue of how
these various dimensions then can be aggregated
to arrive at one overall measure. We return to this
issue.

In fact, the previous example also draws our
attention to the position of the informal carers.
Carers will be affected by many policies in the
context of dementia. The effects on their own
QoL should therefore be taken into account.
We know that health effects are an important
part of the burden of carers (see Chapter 7), but
for them also other aspects certainly are crucial,
such as income loss or effects on job satisfaction
and social integration as a consequence of having
had to give up their labour market position. If we
want to evaluate policy measures or interven-
tions that have effects on the persons with
dementia and on their carers, and we want to
take into account potential trade-offs between
the QoL outcomes for both groups, we need
a measure that can capture the relevant life
domains for both. This is an additional argument
to think about how to devise broader measures of
well-being.
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Specific scales are likely to be sufficient in
many contexts – for example, when one wants
to evaluate the effectiveness of different psycholo-
gical and psychosocial interventions. From an
analytical point of view, however, a challenging
question is how they can be integrated into such
a broader concept of well-being.

5.2 Subjective versus Objective
The most fundamental choice to be made is about
the basic philosophical foundation of the QoL
concept to be implemented. As suggested before,
this choice will be motivated by a mixture of
conceptual and normative considerations.
Throughout this chapter (and this book) we have
opted for an approach to dementia emphasizing
the dignity of persons with dementia, respect for
their own objectives, and the capacities they have
to give meaning to their life and to be socially
integrated. As mentioned before, this suggests an
a priori position in favour of the more subjective
(preferentialist) scales.

We certainly see this shift in the development
of the dementia-specific QoL scales that have been
developed in the literature (see Section 3). Yet it
remains to some extent ambiguous whether these
scales are really ‘subjective’, in the sense that they
respect the wishes and desires (the preferences) of
the persons with dementia, or that they are more
closely linked to what we called ‘mental state’
approaches.

The issue can be illustrated with the treatment
of adaptive and coping strategies. There is no
doubt that adaptation to the new situation and
coping with deteriorating cognitive possibilities
and the practical, emotional and social conse-
quences are essential strategies for persons with
dementia tomaintain well-being. Helping persons
with dementia to cope better with their growing
cognitive and functional problems as well as the
emotional and social consequences of these pro-
blems is an important element in any successful
care strategy. Coping and adaptation may explain
to some extent why self-ratings of QoL by persons
with dementia are often higher than the ratings by
carers – and certainly higher than the expectations
in the general population. Yet they also raise
a difficult problem for interpersonal comparisons
of QoL. This is closely related to Sen’s criticism on
the use of mental state measures of well-being
introduced in Section 2.

We can make this more specific in the context
of dementia (see [99] for a more general applica-
tion to successful ageing). Consider a person
moving through different stages of severity of
the disease. Certainly, if one asked him in the
beginning whether he would like to stop that
process of cognitive deterioration, he is very
likely to say yes. He is likely to prefer a less severe
state of dementia to a more severe state. In
a preferentialist approach more severe states of
dementia are valued less. Yet, if he manages to
cope well with the process, it is possible that his
self-reported QoL does not decline very much or
even remains the same. Evaluating QoL on the
basis of wishes and desires (in which the less
severe state would be better) then comes into
conflict with evaluation on the basis of reported
QoL (in which there is no decline). This is not
only a theoretical curiosity. It may have deep
implications for the optimal care strategy, if
this strategy aims at improving the measured
QoL. To put it very provocatively: if persons
with dementia can adapt almost fully to the wor-
sening of their physical condition, and we take
this up in our measure of QoL, then there is
no reason anymore to worry about the whole
process of moving into more severe stages of
dementia. Of course, this does not detract from
the basic message that many people need support
in the adaptation and coping process, also
because of the deteriorating cognitive appraisal
of situations, and that they can really suffer if this
support is inadequate as shown by behavioural
and mood symptoms and people being emotion-
ally out of balance.

The example illustrates that the choice of
a measure of QoL has strong normative implica-
tions. It relates to the view we have on well-being,
on what is a good life and on the identity of human
beings. Humans could not survive if they were not
able to adapt to and cope with deteriorating cir-
cumstances, and they certainly should be helped
(and learnt) to adapt and to cope. But striving for
adaptation should not hamper the ambition to
improve the circumstances themselves.

5.3 Multidimensional Standard versus
Weighted
Everybody agrees that QoL of persons with demen-
tia (as of all other human beings) consists of
different dimensions. In principle, in a subjective
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approach, one should first check which dimensions
matter for the persons themselves, but it can rea-
sonably be assumed that the relevant dimensions
will be very similar for different persons. In fact, as
we have seen, while different scales include differ-
ent dimensions, in general there is much overlap.
Positive and negative affect, the quality of social
interactions and the feeling of having a meaningful
life and of remaining ‘useful for others’ are essential
elements in most dementia specific scales. It is less
clear, however, that all persons attach the same
weight to these dimensions: it is even very likely
that they have different ideas about what is more or
less important to have a good life. How should this
issue of weighting the dimensions be tackled?

One possible route to escape this thorny issue
is not weighting at all and remaining contented
with a profile of indicators that together describe
the QoL of the person with dementia. This profile
approach may indeed be sufficient for a purely
descriptive exercise. Yet it is not useful if we
want to rank the QoL of different individuals, to
evaluate the effectiveness of different interven-
tions or to compare the impact of quality care in
different institutions. We then need one aggregate
measure of QoL, and ultimately this means that
we need to apply a set of weights to the different
dimensions.

Economists tend to claim that the QALYmea-
sure is a ‘preference-based’ aggregate measure and
to use this as a criterion to differentiate it from the
psychological scales. Yet we discussed some of the
problems with the interpretation of the QALYs in
Section 4. Surely, if the QALY for persons with
dementia is based on the average (or median)
answer of a representative sample of the popula-
tion, it does not at all capture inter-individual
differences.

In the psychological scaling literature it is
common to use either simple summation or
statistical techniques to aggregate. This practice
clashes with the inherently evaluative nature of
the weighing system. Taking a simple sum
means that all dimensions get the same weight –
yet there is no good reason to assume that they are
all equally important for QoL. Statistical techni-
ques usually derive the weighing system on the
basis of the correlation between the different mea-
sures, often in terms of the fraction of the com-
mon variation that is explained by the different
dimensions. However, fixing the weights to aggre-
gate different life dimensions is an evaluative and

not a statistical exercise. This question cannot be
answered by statistical techniques.

In fact, one can reasonably argue that all
weighting schemes that apply the same set of
weights to calculate the QoL for different indivi-
duals are difficult to square with the existence of
individual differences in ideas about what is a good
life. If such a uniform weighting scheme boils
down to a kind of group average of individual
opinions, it can perhaps give some idea about
average QoL at the group level, but ‘average’ scores
will not give a reliable image of the variation of
QoL within the group – that is, at the level of the
persons involved. Really respecting the personal
opinions on QoL of the persons with dementia
would mean also taking serious the heterogeneity
in their life perspectives (what economists would
call preference heterogeneity). The weights of the
dimensions should then be based on the individual
evaluations of the importance of each dimension,
as proposed by Hendriks et al. [100] (see 3.1).

This is obviously crucial when we want to eval-
uate the effectiveness of different psychological and
psychosocial interventions. Suppose that an inter-
vention affects one dimension positively for all
persons (let us say the feeling of social integration)
but another dimension negatively (let us say feel-
ings of security). Depending on the preferences of
the individual person with dementia, the net effect
on QoL may be negative for some and positive for
others. Just using the same scale with an identical
weighting schememay then bemisleading – in fact,
the estimated average QoL will depend on the
composition of the perspectives on QoL within
the group and is therefore likely to be unstable
over time and over different settings.

Taking interpersonal preference heterogene-
ity into account is not only important for mea-
suring the ‘average’ effectiveness of different
interventions. It is also crucial to respect the
differences between different persons with
dementia. From a broader perspective, it is
essential to take account of distributional con-
siderations. While this may seem less relevant at
the micro level, where all persons with dementia
should count equally, it becomes very important
at the macro level, if decisions have to be taken
about the allocation of resources to the treatment
and the care of different (sub)groups of persons
with dementia. If we want these macro decisions
to take account of the QoL of these different
(sub)groups, we need a measure that respects
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their own opinions about what is important in
life.

We think the elaboration of individual-
specific measures of QoL is an important domain
for further research. Different methodological
tracks can be followed. One possibility is to ask
directly for the relevant weights (see e.g. [100]).
Another is to ask individuals to indicate, for
instance, the five areas of life they consider most
important to their overall QoL, as done with the
SEIQoL (see e.g. [41]). A third option is the use of
discrete choice models. Inspiration can also be
found in the growing economic literature onmea-
suring well-being with due respect for individual
preferences (for an overview see [2] and [101]).

Note that the distinction between measuring
the ‘performance’ on different life dimensions and
devising a set of weights to construct an aggregate
indicator may influence the reliability of proxy
reporting. Proxies may have a good idea of the
value of the different life dimensions for a person
with dementia (How well is the person socially
integrated? Does he/she feel safe in their environ-
ment?), but it is much more difficult for them as
external observers to evaluate the relative impor-
tance of these different dimensions for the indivi-
dual person with dementia. (How important are
social integration and feelings of safety for the
person concerned?)

While we have emphasized the difficulties
related to taking into account interpersonal
preference heterogeneity, introducing flexible
weights has the convenient side effect that it
makes the choice of the relevant dimensions easier
for designers of QoL measures. In fact, one can
start from a broad all-encompassing list of dimen-
sions and apply this list to everybody. If a given
dimension is irrelevant for a person, this will be
reflected in a zero weight given to this dimension.

The difficult issue of devising an individual-
specific weighting system for the dimensions of
life is only relevant within a subjective, preferen-
tialist approach. For an objectivist, a uniform set
of weights is perfectly acceptable, if it captures the
objectively given ideal of a good life or of human
flourishing. For a utilitarian mental state
approach, the different dimensions only matter
insofar as they contribute to happiness or life
satisfaction. A direct one-dimensional measure
of life satisfaction would therefore be a sufficient
measure of individual QoL or well-being, and
there would then in fact be no need to consider

the different dimensions separately.We have seen,
however, that this mental state approach does not
necessarily reflect individual opinions about the
good life.

6 Conclusion
To evaluate psychological and psychosocial inter-
ventions or to decide whether it is cost-effective to
reimburse specific therapies or medicines, one
needs a measure of the QoL of the persons with
dementia and their carers. A large battery of spe-
cific dementia scales is available that can be used
to evaluate psychological and psychosocial inter-
ventions, while cost-effectiveness is usually ana-
lysed with generic QALY–type health measures.
While there are certainly attempts to cross-
validate some of these measures, more and better
interdisciplinary communication between ana-
lysts in the different fields could lead to useful
cross-fertilization. Of even greater importance,
different measures of QoL reflect different funda-
mental perspectives on what makes a good life.
The choice between various measures cannot be
made only on statistical or technical grounds
because it has crucial ethical implications. From
an ethical perspective that emphasizes the dignity
and the lived experience of persons with dementia
themselves, more attention should be given to the
construction of scales that sufficiently take into
account that different persons with dementia may
have widely different views on the importance of
the various life domains.
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Chapter

6
Living with Dementia
Relationships, Intimacy, Sexuality and Care
Frauke Claes, Nelle Frederix and Paul Enzlin

Dementia changed my partner, but not my love
for her.

1 Introduction
Worldwide, the ageing population presents socie-
ties with various political, economic and ethical
challenges that all have to be resolved in order to
realize one important aim – that is, helping the
elderly to reach a good quality of life (QoL). For
‘modern’ elderly, a good QoLmeans a long, happy
and healthy life in which well-being is central. In
this context, intimacy and sexuality are increas-
ingly recognized as part of healthy and successful
ageing. Intimacy and sexuality, however, often
remain unaddressed in research and policy
focussing on the QoL of the elderly. This lack of
attention for sexuality can probably be explained
by the culturally held belief that older people are
asexual, but nothing is less true. There is growing
evidence that a considerable number of elderly
people continue to have an interest in sexuality
into old age, long for it, fantasize about it, reflect
on it, talk about it and above all remain sexually
active. That is not surprising. After all, should
people who have a satisfying sex life suddenly
stop being sexually active because they happen
to reach a certain age or become in ill health?
Should people stop longing for or having sex
because others – that is, family members, health-
care providers, administrators and policymakers –
minimize, ignore or deny their sexual needs?

The answer to both questions is clearly
negative, and it is time that we as a society stop
forcing the elderly to hide or push aside their
sexuality, because for the elderly too sexuality
contributes to their QoL.While many are willing
to follow this argumentation for healthy elderly,
there is probably less openness to think about
the importance of sexuality for people with
dementia and their partners. They are probably
even more discouraged and hindered by the

environment to continue their ‘inappropriate’
sexual expressions.

This chapter focusses on the impact of demen-
tia on the partner and sexual relationships of
couples living with dementia. First, we describe
the impact of dementia on a partner relationship
from the perspectives of both the person with
dementia and the partner and present the most
common relational changes in couples confronted
with a diagnosis of dementia. Second, we focus on
the impact of dementia on the sexual relationship
during both the phase of home care and the phase
after admission to a residential care facility (RCF).
In that context, we discuss ethical aspects of sexu-
ality of people with dementia and how these can
be addressed in RCFs.

2 Dementia and Partner
Relationships
Dementia clearly has an impact on persons with
dementia and on their partners, and on how
patients as well as partners experience their rela-
tionship. The relational impact of dementia varies
between different types and stages of dementia
and between couples, and couples may use diverse
strategies to cope with the impact of the disease.
It is important to discuss the relational impact
of dementia from both partners’ perspectives
because it is highly relevant for healthcare provi-
ders to know what persons with dementia as well
as their partners find important and what can help
them to improve their lives (e.g. maximizing their
QoL) [1].

This section covers how patients and partners
perceive the impact of dementia on partner rela-
tionships. While the first part focusses on the
perception of patients with dementia, the second
part focusses on how the partners perceive and
experience the impact of dementia on the rela-
tionship. Third, the importance of differentiating
between the impact of early- and late-onset
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dementia on a partner relationship is highlighted.
Finally, we advocate a systemic approach and
make a plea to include the network in coping
with these (relational) changes.

2.1 Patients’ Perspective
Literature about patients’ views on the partner
relationship is scarce because patients with
dementia are (perceived as) a difficult-to-reach
population, and, moreover, this kind of research
raises many ethical questions. There is, for exam-
ple, doubt whether patients with dementia can
voluntarily consent to participate in studies and
whether they can inform us correctly about their
perceptions. However, it is necessary to investi-
gate patients in order to gain knowledge about
their own beliefs about dementia and its impact
on relationships that might be inspiring to
develop tailored care.

Few studies that have included persons with
dementia show that persons with dementia –
despite sometimes feeling useless and as if they
are a burden to their partners [2] – have more
positive perceptions about the impact of dementia
on their partner relationships and report a higher
QoL compared to their partners [3, 4]. This shows
the need to also include the partners’ perspective
in studies on dementia.

2.2 Partners’ Perspective
Partners of persons with dementia are also chal-
lenged by the disease, but their experiences (as
caregivers) are also often neglected in care, in
research and in our society. In this section, the
many losses and feelings of grief that partners
experience and partners’ experiences with the
most common relational changes are presented.
As dementia is a progressive disease, it is impor-
tant to keep in mind that partners’ experiences
with the impact of dementia on their partner
relationships are likely to vary over different
stages of the disease.

2.2.1 Loss and Pre-death Grief
A diagnosis of dementia entails many losses for
persons with dementia as well as their partners.
Partners go through an actual grieving process as
they need to recognize the finiteness of their (nor-
mal) relationship [5–8]. This experience is
described as a ‘pre-death grieving process’ due to
the ‘social death’ of the patient with dementia and

the personal sacrifices partners have to make [8].
It is a gradual process of letting go and losing
the patient mentally (e.g. personality changes)
and physically (e.g. due to admission to an RCF).
Many partners start to see the patient as a stranger
and therefore feel like they are ‘married-widow(er)s’
[1, 5, 9]. The patient becomes ‘absent present’,
meaning that their essence is missing [1].

Well-intentioned comments such as ‘at least
your partner is still alive’ testify to a limited
understanding of the grieving process partners
of people with dementia go through. Moreover,
loved ones and the broader network of partners of
people with dementia are possibly not fully aware
of these feelings of grief as the couple might pre-
tend to be and do better when other people are
around. Feelings of grief in partners of people
with dementia are as real and as intense as post-
death grief and can end in depression [8]. This
shows the need to pay attention to these feelings
and raise awareness about the existence of pre-
death grief in partners of persons living with
dementia [10, 11].

Feelings of loss occurring at various levels are
an overwhelming theme in literature about
dementia. Apart from losing their partners [8],
partners of people with dementia also experience
losses (e.g. communication, support) in their
relationship [12]. These relational losses may
result in lower happiness, lower relationship
quality, a decrease in emotional connection and
an increase in emotional distress [12, 13].
Nevertheless, many couples put effort in adapting
to these losses in order to preserve the (quality of
the) relationship using strategies to search for
a balance between facing these losses and distan-
cing from them [12]. In short, partners experience
loss of the patient (‘is (s)he still present?’) and loss
of the marriage or relationship (‘are we still
a couple?’) [9].

2.2.2 Relational Changes
Partners of people with dementia report that these
feelings of grief and loss are accompanied by
many changes in the relationship. Dementia
results in gradual transitions in the relationship
with partners reporting relational deterioration
and deprivation and a decrease in relationship
quality, possibly leading to feelings of depression
[3]. As mentioned before, partners report a lower
QoL and a greater negative relational impact of
dementia than patients [3, 4]. In addition, female

Living with Dementia

106
https://doi.org/10.1017/9781108918954.007 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.007


partners report more stress, more depression and
lower intimacy scores compared to male partners
[3, 7]. In what follows, common relational
changes experienced by partners of people with
dementia are discussed. These changes are likely
more prominent in certain stages of the disease
and must therefore be viewed as fluid.

2.2.2.1 Loneliness and Social Isolation

Partners of persons with dementia frequently
mention loneliness and social isolation due to
a reduction in social support (e.g. friends who
withdraw themselves) [1, 5, 14, 19]. These feelings
of loneliness can trace back to the network (e.g.
loss of friendships), but also to their own partner
(e.g. behavioural changes of the patient leading
to disconnection) [5]. With decreasing compa-
nionship in the relationship, partners can feel
increasingly lonely in their own marriage [9].
Fortunately, some couples remain close as
a couple, maintain close friendships and find
sources of social support (e.g. fellow sufferers).
Investing in and using the social network seems
valuable to counter loneliness (see Section 1.4).

2.2.2.2 Shifting Roles

One of the most frequently reported changes
described by partners of people with dementia is
a shift in roles with a consequent loss in equality in
their relationship [3, 5, 15, 20]. Partners report
feeling more like a parent or a caregiver than
a partner and that this changes the nature of the
relationship. This shift in roles causes the partner
to have more responsibilities and creates the need
of both partners to help each other adjust to these
new roles [9]. As the disease progresses, the rela-
tionship often shifts from a symmetrical, equal
relationship to an asymmetrical relationship in
which the patient becomes dependent on the part-
ner – a relational dynamic that often leads to
tension and feelings of distance [9]. However,
people with dementia remain individuals with
agency who – at least to a certain stage of the
disease – can still make their own decisions and
take responsibilities [16]. This implies that the
shifting roles can be minimalized if the patient
wants to, is allowed to and is still able to take these
responsibilities.

Nevertheless, for most partners the changing
roles are an extremely challenging part of
a dementia diagnosis, with intimate care (e.g.
washing the patient) being the most challenging

new role in most cases [14]. A consequence of the
shift in roles is that partners need to develop a new
kind of relationship with the patient, and this
implies that new types of intimacy and closeness
need to be explored [7]. Moreover, both patients
and partners will have to learn new skills and shift
roles due to changes in responsibilities [7, 9]. If
a couple manages to meet these challenges, the
impact of the shifting roles can be overcome.

2.2.2.3 Communication

Cognitive impairment of a person with dementia
can lead to changes in and difficulties with com-
munication on the patient’s side [2]. As commu-
nication plays a critical role in how partners rate
the quality of and satisfaction with their relation-
ship, these changes are of great importance [3].
Changes in communication due to dementia are
often negative because people with dementia
become less expressive and receptive, which
leads partners to report a lower quality and/or
a loss of reciprocity in communication that may
result in annoyance in partners [1, 7, 9, 17, 20].
While in people with Alzheimer’s disease and
Lewy body dementia non-verbal communication
is mostly preserved, it is often impaired in people
with frontotemporal dementia (FTD) [18].

Frontotemporal dementia patients also have
more difficulties with verbal communication and
with participation in communication [18]. This
suggests that FTD – especially the semantic var-
iant of FTD – is likely to have the greatest impact
on communication. Furthermore, as cognitive
decline of the patient continues over the course
of the disease, the further stages of dementia are
likely to impact the communication skills the
most. It is clear that communication within
the relationship becomes more complex after
a diagnosis of dementia, but partners generally
invest a lot of time and effort to maintain and
maximize the relational communication as they
do not want to lose their conversation partner [6].
Partners can motivate the patient to engage
in verbal communication as much as possible
and can try and learn to communicate more
non-verbally.

2.2.2.4 Reciprocity

Similar to the lack of reciprocity in communica-
tion, another important aspect in the perception
of the relationship by partners is that persons with
dementia become increasingly indifferent and
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take less initiative [20]. This lack of initiative
applies to everyday life and decision-making as
well as to intimacy and sexuality and is related to
certain symptoms of dementia such as apathy
[20]. Some partners state that they need to remind
the patient to respond to the (intimate) activities
that they themselves need to initiate [20].
Indecisiveness and loss of reciprocity can be an
obstacle in the partner relationship in general and
in experiencing intimacy and sexuality specifically.

2.2.2.5 Couplehood and Personhood

Dementia often causes the shared feeling of being
a couple to diminish [6] as well as an identity crisis
in both partners [7] (see also Chapter 3). This
means that both a shared identity – that is, the
extent to which the couple feels as if they are
‘one’ – and the individual identities of both part-
ners are being challenged by, for example, changes
in equality and power in the relationship [14].
This is, however, stage, person and couple depen-
dent. Some couples preserve a shared identity and
if they do so, they rate the quality of their relation-
ship as higher than couples that do not have
a preserved sense of being a couple [12].

As to individual identities, almost all partners
of people with dementia (96.4%) report a change
in the identity of the patient and that this nega-
tively affects his or her own mental and physical
health [17]. This association is mediated by the
perceived quality of the current relationship [17].
The change in identity of the patient can be seen
as a process in which the patient (gradually)
becomes a stranger, leading to distress in the
partner and a decrease in intimacy within the
couple [17]. However, personhood of patient
and partner can also change for the better, having
positive effects on the relationship [16]. Imagine,
for example, a person with dementia who used to
be very dominant becoming less bossy due to
Alzheimer’s disease. Strikingly, patients them-
selves often feel like they are still themselves or
even feel like dementia led to personal growth and
better self-understanding [16].

2.2.2.6 Positive Perspective

Generally, partners perceive the relationship
as different after a dementia diagnosis, but this
difference does not necessarily imply negative
changes. While relational problems often are pre-
sent [15], positive influences on the partner rela-
tionship are also commonly reported. Partners

report, for instance, feeling useful and proud of
how they are handling the situation, leading to
feelings of self-fulfilment [1, 3]. Partners some-
times perceive their relationship as deeper and
closer than before the diagnosis as both partners
have empathy for and want to protect each other
[1, 3, 14]. This means that the patient, for example,
hides certain difficulties and that the partner, for
example, promotes the agency of the patient [14].

Couples often see the ‘dementia journey’ as
a journey they are taking together with mutual
support [14]. Many couples show resilience and
step away from feelings such as uncertainty and
hopelessness by accepting the diagnosis, leading
to a new perspective in which the little things are
more appreciated, forgiveness is central and the
couple tries to make the best of it [14]. If a couple
continues to share love, humour, respect and
warmth, they report higher relationship quality
[12]. However, the previously described – mostly
negative – influences of dementia on a partner
relationship prove that this positive perspective
is not always accessible and that there may be
many obstacles to overcome to reach it.
Nevertheless, many couples put in a lot of effort
to be positive and to accept a life with dementia.

2.3 Early- versus Late-Onset Dementia
For all of the aforementioned changes, it is impor-
tant to differentiate between early-onset dementia
(EOD), also referred to as young-onset dementia
(YOD), and late-onset dementia (LOD) when
considering the relational impact of dementia.
Early-onset dementia is any type of dementia
with symptoms occurring before the age of 65,
whereas in LOD symptoms commence after the
age of 65 [19]. Given that EOD sometimes arises
at very early ages (e.g. at 40 years old), EOD will
often have a different impact on a partner rela-
tionship than LOD.

In their reviews, Holdsworth and McCabe
described the impact of EOD [19] and LOD [20]
on relationships, intimacy and sexuality. They
found that the relational impact of EOD and
LOD partly overlapped – with recurring themes
such as a shift in responsibilities and roles and
changes in identity and self-esteem of both
patients with dementia and their partners (see
Section 2.2.2) – but also described important
differences between EOD and LOD. First, the
shifting roles and responsibilities can have
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a bigger impact in EOD couples than in LOD
couples, as EOD couples often need to retire
early. As a result, financial problems – which put
extra strain on the relationship – often arise.

Furthermore, aspects related to identity (e.g.
work, family and sexuality) are often more heavily
influenced by EOD than by LOD. People with
EOD are younger, have younger children to care
for and attach greater value to sexuality. This
means that the identity of people with EOD is
often more heavily disrupted. Moreover, couples
confronted with EOD lack age-appropriate infor-
mation and services and often have to deal with
an extensive and long process before receiving
a (correct) diagnosis [19]. These additional stress
factors possibly make it more difficult to adjust to
the challenges of a life with dementia for EOD
couples compared to LOD couples.

2.4 Importance of the Network:
A Systemic Approach
As becomes clear from this section, both the
patient and the partner as well as their relation-
ship deserve attention in care. This means that it is
important that healthcare providers also focus on
the relational impact of dementia. However,
addressing the (broader) network of couples con-
fronted with dementia is equally important [21].
Therefore, we advocate a systemic perspective that
highlights the importance of the (broader) net-
work (of the family and friends) in home care
since a supporting network can mean that (part-
ners of) persons with dementia feel less lonely,
less socially isolated and better understood and
supported [21].

Besides, including the network in therapy is an
effective way to enhance the care for the personwith
dementia [21]. It can, for example, initiate beneficial
changes in the interaction patterns within the sys-
tem.We believe that during the phase of home care
engaging the broader system (in treatment) is likely
to make the impact of dementia more manageable
for the patient and the partner, but also that when
a patient is no longer living at home and residing in
an RCF it is important to involve and engage the
broader supporting network.

3 Dementia and Sexuality
As dementia greatly affects partner relationships
with changing roles and responsibilities between

partners, it will also affect the (meaning of) sexual
experiences of both partners. It is striking that
although sexuality is everywhere in today’s
society, the link between dementia and sexuality
is only scantly addressed in studies and literature
on dementia [22]. In this section, we explore that
link by focussing on the sociocultural context,
stages of change in sexual relationships, sexuality
during home care, sexuality after admission to an
RCF, the broader system, inappropriate sexual
behaviour and ethical issues.

3.1 The Sociocultural Context
In general, the perception of sexuality in the
elderly suffers from an ageist tendency that ‘desex-
ualizes’ older people and portrays them as ‘sexless’
[23], which results in a ‘delegitimization’ of sexu-
ality in later life, implying that elderly people are
no longer expected to be sexually active. As
a consequence, the sexual needs of older people
are invisible, inaudible and concealed in our
society. This ‘social concealment’ of sexuality of
the elderly, combined with a lack of role models in
media and movies, results in some older men and
women feeling embarrassed, ashamed or guilty
about their ‘persisting’ sexual needs. Some elderly
might even have the impression that they have to
hide their sexuality.

This cultural repudiation of sexuality of the
elderly stands in stark contrast to recent findings
showing that intimacy and sexuality are part of
successful ageing [24–26]. Considering how aging
is associated with factors that may affect sexual
behaviour (e.g. changes in physical functioning,
disease, medication use) or may account for
a decline in frequency of sexual activity (e.g. part-
ner in an RCF), successful ageing also depends on
the willingness to explore new sexual scripts.
Nevertheless, for a lot of men and women interest
in sexuality remains high [22, 25, 26] and it is even
becoming more important to successive cohorts
of older people [24] because sexual life impacts
psychological and relational well-being [27].
However, in these representations of the new
‘sexy oldies’, persons with dementia are not
included [28]. That is striking because paying
attention to intimacy and sexuality of persons
with dementia may not only contribute to their
QoL, but may also be helpful for their partner,
broader family network and formal carers to cope
with this (challenging) aspect of life [27].
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3.2 Stages of Change in the Sexual
Relation of Couples Confronted with
Dementia
We believe that couples living with dementia go
through five stages of change in their sexual rela-
tionship while being confronted with the progres-
sion of the disease (Figure 6.1). The first phase is
the phase (long) before the dementia diagnosis in
which two partners create their own sexual rela-
tionship that is more or less satisfying for each
partner. This sexual relationship is shaped by both
partners’ attitudes about sexuality. The next phase
refers to the preclinical stage in which both part-
ners already experience changes in their intimate
and sexual relationship that they do not under-
stand and cannot explain. This phase often causes
stress, uncertainty and frustration about what is
going on. The sexual relationship is based on both
partners’ attitudes about sexuality and uncer-
tainty, which may weigh on the intimate and
sexual relationship that may suffer from the
incomprehensibly changed behaviour of the part-
ner. Partners will be challenged to renegotiate and
reshape their sexual relationship.

The third phase starts with the dementia diag-
nosis, which can be experienced as reassuring for
both partners as it gives an explanation for these
changes. In this third phase, not only both part-
ners’, but also healthcare professionals’ attitudes
about sexuality and dementia impact how sexual-
ity is shaped in the relationship. Here again,

a renegotiation and reshaping of their sexual rela-
tionship will be needed and the couple living with
dementia will maybe consult a healthcare provi-
der to discuss eventual difficulties regarding inti-
macy and sexuality.

The next two phases are related to an admission
to an RCF of the partner with dementia, which will
hinder the possibility to give shape to the sexual
relationship as a couple due to new rules of the new
environment including privacy issues. Moreover,
the involvement of the RCF will become bigger in
these last two stages and will depend on whether
the RCF adheres to a holistic person-centred or
a problem-oriented vision about sexuality and
dementia. In the last phase, the ‘absent presence’
of the patient with end-stage dementia will hamper
positive sexual relationships even more. This situa-
tion can be aggravated when the partner with
dementia starts a ‘new relationship’ with another
resident or when the partner starts a new (extra-
marital) relationship with a new partner in order to
satisfy needs that the partner no longer can fulfil.

3.3 Sexuality during Home Care
A lot of partners care for their partner with
dementia at home and the relational changes
imposed by dementia will change partners’ ideas
and experiences about feeling as or being a couple
with the ‘changing’/‘new’ partner with dementia.
While the vast majority of research on couples
living with dementia has focussed on spousal
care, partner relationships in dementia are not
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merely about care. Partner relations of couples
living with dementia need to be understood in
the broader relational history of the couple, with
a recognition that intimacy and sexuality are key
in relational histories [29]. This means that
experiences of intimacy and sexuality of couples
living with dementia are shaped by the overall
quality of the relationship in the past and present
[30]. In other words, the level of sexual satisfac-
tion before the diagnosis is probably the best pre-
dictor for both the emotional loss of satisfying
sexuality and the positive recreation of satisfying
sexuality after the diagnosis.

Dementia is a gradually developing brain dis-
ease causing symptoms such as mental decline,
decreased physical fitness, fatigue, incoordination
and difficulties with performing daily activities.
These changes occur gradually, and patients will
gradually become aware of them and will try to
hide them. All of the physical and emotional
changes that persons with dementia experience
may affect how they and their partners feel about
sexuality and intimate relationships. Initially,
both partners often do not understand the
changes they experience in their sexual or inti-
mate relationships, which means that a diagnosis
of dementia can be reassuring for partners and
helpful to understand (better) what was and is
happening.

A variety of changes can occur in the expres-
sion of intimacy and sexuality of persons living
with dementia. They may experience changes in
interest in sex (no, less or more interest), in the
ability to perform sexually (no, less or more
ability), in sexual responses (e.g. react less sensi-
tively to the needs of the partner) and in levels of
inhibition (e.g. doing or saying ‘inappropriate’
things), and they may even become sexually
aggressive [31]. On the one hand, it is possible
that at any stage of the condition, a person with
dementia loses (all) interest in sex, which can be
either relieving or frustrating for the partner.
While it is as partner important to respect this
reduced interest, it might be possible to find
other – for the patient – acceptable ways (e.g.
caressing, hugging, kissing) to express feelings.
After the onset of dementia any form of pre-
served sexual relationship can be an important
dimension in the partner relationship and may
also be important to maintain the feeling of being
a couple [15, 17, 32].

On the other hand, there are accounts of per-
sons with dementia showing an increased interest
in sex, which can again be a positive or a negative
change for a partner. Partners may feel unable to
adapt to an increased desire for sex, and this could
be difficult for both partners in the relationship.
Consequently, some partners have reported feel-
ing uneasy at showing any affection at all – while
missing it heavily – because their partner with
dementia always mistakes such initiative for
a sexual advance. It is also possible that a person
with increased desire repeatedly demands sex, but
it could be that this is a person’s (new) way of
expressing a need for intimacy, rather than a need
for sex. Some people with dementia become
aggressive if turned down for sex because they
feel rejected. Therefore it could be difficult for
partners to try to turn down requests for sex and
if they do so, they should try to do it in such a way
that patients still feel acknowledged in their sexual
needs. Partners could try to find an alternative
way of meeting their partner with dementia’s
need for intimacy either alone (e.g. masturba-
tion), together (e.g. kissing, touching or other
forms of physical intimacy) or by other non-
sexual activities which might help meet the per-
son’s need for intimacy or social interaction (e.g.
activity groups) [31].

It is clear that with the onset of a dementing
illness, sexual interest and activity do not disap-
pear [33]; neither does the basic need for skin
hunger, close human contact, to belong, to be
desired, to share oneself with another end with
dementia. Moreover, sexuality is not so much
about what we do. It is more about who we are.
We are all gendered and sexual beings who profit
from the many health benefits of sex, such as
lower stress levels, improved self-esteem and posi-
tive emotional bonding with your partner.

As there is a differential impact of EOD and
LOD on partner relationships (see Section 2.1),
there is also a difference in the changes occurring
in the expression of intimacy and sexuality
between couples confronted with EOD and
LOD. These changes seem related to differences
in expectations about sexual activity between
older and younger couples and with the timing
of dementia in a person’s life course. Older cou-
ples regarded the sexual changes as ‘timely’ and in
accordance with their life course and fitting in
their (already changing) sexual scripts.
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Harris [34] found that the narratives of both
partners were very consistent and that both part-
ners mentioned having an overall positive rela-
tionship earlier and now, related changes to
embodied ageing, and understood intimacy and
touch as being more important today. However,
younger couples understood these changes as
‘premature’ and at odds with their life course
and sexual scripts [30]. Younger couples living
with dementia stated that dementia had caused
a breakdown in their intimate sexual relation-
ships, resulting in a loss of sexual intimacy,
which they experienced as damaging their inti-
mate and sexual relationship and resulting in rela-
tional dissatisfaction [35]. Older couples learned
to cope with changes in their sexual relationships
before the onset of dementia, implying that these
changes were attributed more to normal ageing
than to dementia [30]. Moreover, in older couples,
both partners agreed on and confirmed their rela-
tionship whereas in younger couples, there were
significant differences between the views of per-
sons with dementia and their partner [30].

3.3.1 Patients’ Perspective
In a study on patients with Alzheimer’s disease,
Nogueira et al. [36] found that 63.5% reported
sexual activity and that of this group 67.3%
noticed a change in sexual activity and reported
overall moderate sexual dissatisfaction. Patients
who mentioned no change in their sexual activity
reported higher sexual satisfaction – but also
more dementia symptoms with lower functional-
ity and cognition. Patients who reported a change
in sexual activity showed higher rates of sexual
dissatisfaction. Patients who reported no sexual
activity were moderately to severely dissatisfied.
Overall, 18.9% of patients reported a high level of
sexual satisfaction, 44.6% a mild to moderate level
of dissatisfaction and 36.5% a moderate to severe
level of dissatisfaction. A higher level of sexual
dissatisfaction was associated with a mild severity
of dementia, which was independent from
a patient’s gender.

In another survey study, Tsatali and Tsolaki
[37] observed changes in general sexual function
in the dementia group in the previous month as
well as during the previous year. They concluded
that cognitive decline can be linked with lower
sexual activity and willingness, but they did find
a gender difference – that is, men reported higher
levels of deterioration than women.

While age-related sexual dysfunctions (e.g.
hypoactive sexual desire disorder (HSDD),
menopause-induced genito-pelvic pain and pene-
tration disorder (GPPPD), erectile dysfunction
(ED), anorgasmia, delayed ejaculation) are prob-
ably also frequent in men and women and may –
apart from dementia – impact sexual functioning,
these are often overlooked and undertreated dis-
orders in people with dementia. The same may be
true for changes in sexual preference (paraphilic-
related disorder) that are also omitted from the
literature on sexuality of patients with dementia
[38].

While these findings are interesting, they do
not shed light on how the sexual and intimate
relationship is experienced by people with demen-
tia themselves [some exceptions: 23, 34, 39, 40].
That is striking because in the early stages,
persons with dementia are probably well able to
provide valuable, valid and truthful information
about their need for and the meaning they attach
to intimacy and sexual behaviour [22]. Moreover,
research on people in the early stages of dementia
shows that they continue to regard themselves as
sexual beings [34]. That is not unexpected because
sexuality is often an important aspect of a person’s
subjectivity even when being confronted with ill-
ness and disability.

Apart from these changes in sexual feelings,
some studies suggested that some patients show
sexual indifference – that is, a complete loss of
sexual interest [15, 41], others found a decrease in
sexual activity, interest and sexual satisfaction [15,
36, 37, 42], and some reported an increased sexual
desire or even hyper-sexuality [33]. When the
impact of dementia is increasing, couples con-
fronted with dementia may have to renegotiate
their sexual scripts. This renegotiation can result
in sexual scripts away from penetrative inter-
course towards non-genital sexual practices and
intimacy (e.g. kissing, hugging, cuddling, tender-
ness, lying naked next to each other), but can also
be hampered by relational factors.

In Sandberg’s study, a man reported that he
was ‘no longer attracted to his wife who was inter-
fering and depriving him of this independence
which made him angry and frustrated’ [30]. It
seems that the narratives of patients with demen-
tia on their decrease of sexuality and intimacy are
linked to disappointment about changes in them-
selves, to disappointment about how their part-
ners recognized their (dis)abilities, to conflicts
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and feelings of anger and frustration and to an
overall sense of dissatisfaction with their situation
[30, 34].

3.3.2 Partners’ Perspective
Asmentioned before, partners often take respon-
sibility for the increasingly dependent partner
with dementia, which means that partners need
to rethink and renegotiate their relationship [2,
3]. These negotiations also include the sexual
relationship because the care burden of spouses
has a negative impact on their well-being and not
seldom results in a decrease in sexual desire and
affection (particularly for women) [17, 30, 34, 42,
43] for different reasons. Some partners argued
that dementia caused their partner to change
(e.g. no longer able to have long, full, intellectual
conversations; that they no longer take responsi-
bility for everyday tasks such as cleaning and
shopping) and that this affected their sexual
relationships with them [30]. Other partners
reported how their partner with dementia
became different (e.g. no longer offering emo-
tional support) and even unrecognizable (e.g.
the experience of living with a stranger who is
no longer helping in making plans and taking
decisions), as if the ‘body remained but the per-
son disappeared’ [30]. Other partners confirmed
the experience of dementia as a loss of self and
stated that their relationship changed from one
between equal adult lovers to a relationship that
was more like that between a parent and a child
[17, 32, 44].

This change from a ‘partner to love’ to
a ‘partner to care for’ had a clear impact on part-
ners’ sexual desire for their partner with dementia
[17, 44], and for some it even led to rejecting all
kinds of physical intimacy [30]. Similarly, Youell
and Callaghan [29] showed how carers’ experi-
ences of the partner with dementia as ‘absent
present’ contributed to ambivalent feelings about
sex [44]. Apart from affecting their sexual desire
for their partners, the experience of having ‘lost’
their partners due to dementia also affected their
personal experiences as sexual and gendered
beings [30]. Caring partners revealed that growing
into the role of spouse of a partner with dementia
instigated a transformation from being a sexual
partner into becoming a(n) (asexual) carer [30] –
that is, a transformation that goes with a loss
of sexual intimacy resulting in a kind of sexual
grief [45].

Nilsson [46] found that partners felt sad about
the inability to evoke memories of past intimacies
and that they could no longer share these past
pleasures, which highlights how conversations
about sex and intimacy can be another sphere of
everyday life where couples may lose common
ground [30]. Apart from changes in the relational
meaning of sexuality between partners, sexual
desire may also decrease due to changes in sexual
behaviour of partners with dementia and conse-
quent sexual experiences of partners.

Eloniemi-Sulkava et al. [13] described several
sexual behavioural changes that spousal carers
experienced during sexual activity with their part-
ners and that negatively affected their sexual
experiences and desire. These negative sexual
behavioural changes included the inability to
recognize the partners’ sexual feelings – that is,
being more focussed on one’s own needs [30] –
constantly expressing a need for making love,
inability to recall recent intercourse, indifference
during intercourse, aggressive behaviour during
intercourse, inability to recognize the partner
after intercourse, demanding intercourse in an
aggressive way and other inappropriate sexual
behaviour. In their study, Eloniemi-Sulkava et al.
[13] found that 60% of the partners reported at
least one negative sexual behaviour change, but
that these changes had little impact on whether
the couple continued to have intercourse.

In the same study, 10% of spouse caregivers
reported at least one positive sexual behaviour
change. These positive behavioural changes
included increased tenderness, increased ability
to recognize his/her partner’s needs, general
improvement in marital sexual behaviour and
positive improvement in sexual willingness [15].
Harris [34] found that some participants had
become less sexually active but more intimate in
other ways, and that this was linked to an ‘appre-
ciation of (the) smaller things in life’ after the
onset of Alzheimer’s disease [30]. Older partici-
pants also questioned the importance of sexuality
that was often made ‘too big a deal of’ and stressed
more the importance of a committed, positive
relationship overall [30]. This is in line with qua-
litative research suggesting that in the context of
dementia a committed relationship is important
for partners’ continued feelings of intimacy, love
and togetherness, which may be maintained
by increased touch [29, 32, 44, 47]. For older
partners, an increase in touching often fits with
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changes to move away from sex with penetration,
a movement that may have begun earlier due to
age- or illness-related factors affecting sexual
functioning.

Simonelli [42] found that the perception of
burden by spouse caregivers is higher in women
than in men and that it is related to the severity of
dementia of their partners. Other scholars found
differences between female and male carers.
Women carers have expressed difficulties in com-
bining their roles as wives and sexual partners
with that of carers [17, 32, 44]. Hayes et al. [44],
for example, highlight the significance of gender
differences for spouses’ experiences of sexual inti-
macy when living with Alzheimer’s disease. The
women in their study cited a loss of emotional and
social intimacy as leading to a decline in physical
intimacy and that seeing their husbands as child-
like decreased their sexual desire. The men, in
contrast, were mostly concerned with knowing
whether their female partners with dementia con-
sented to sex, and they still regarded their partners
as wives. Male caregivers also desired and had
more sexual intercourse than female caregivers
[30].

3.3.3 Recreating Sexuality
In summary, when a couple is living with demen-
tia, the sexual behaviour, needs and desires of
both the patient and the partner may change
over time and with advancing stages of dementia.
While many partners still enjoy sex and intimacy
in their relationship, a diagnosis of dementia may
change the way partners express affection for each
other and may challenge partners to search for
new ways of sharing closeness, comfort and inti-
macy. It may be that intimacy and sexuality
become more or less important for either or
both partners. There may also come change in
what partners consider ‘sex’ and in how partners
prefer to be physically intimate. It is helpful that
partners can keep an open mind about what ‘sex’
and ‘intimacy’ is and what it means for both
partners. It might be that the sex life of couples
needs to change (too) dramatically and that cou-
ples might need advice on how to cope with these
changes. Such advice might especially be needed
when the impact of dementia is increasing due to
the progress of the disease and/or the impact of
the medication prescribed for the disease. Thus,
over time dementia challenges couples to rene-
gotiate and recreate their sexuality in such way

that it fulfils both partners’ physical and emo-
tional needs. This renegotiation often needs to
be redone when a person with dementia moves
to an RCF [31].

3.4 Sexuality after Admission
to a Residential Care Facility
Most people with dementia live in the community
and are often looked after and cared for by their
partner. The responsibility to care for a partner
may provoke distress in caregivers (see Chapter 7)
due to a progressive accumulation of the
attendance load linked with dementia-related
behavioural and cognitive disturbances [48].
However, when care burden increases and care
needs exceed the capacity of the spouse and the
informal care network (e.g. due to progressing
cognitive and physical disabilities, declining abil-
ity to care for oneself, death of the spouse), admis-
sion to an RCF often becomes inevitable [32, 49].
Such an admission mostly results in a decline of
QoL in people with dementia (residents) as well as
their partners. That is understandable because an
admission separates older partners who often
have been together for most of their lives [49],
and this separation challenges them to retain the
feeling of being a couple, including the feeling of
being intimate and sexual partners.

Elias and Ryan [50] found that interest in
sex does not necessarily decrease on admission
to care homes, but that the opportunities to
engage in sexual behaviour do. These opportu-
nities decrease due to several reasons such as
progression of the disease, lack of privacy and
staff attitudes, and because more people (i.e.
partners, family, other residents, nursing and
clinical staff, administrators and directors) get
involved in the discussion about the appropri-
ateness of sexuality in the context of the orga-
nization. This brings up a question: ‘Who
decides about what is appropriate sexual beha-
viour in the context of an RCF?’ In general, the
culture of the environment or the RCF defines
the range of what is ‘appropriate’ – that is,
‘normal’ or ‘acceptable’ – sexual behaviour [51].

3.4.1 Inappropriate Sexual Behaviour
Although the frequency of inappropriate sexual
behaviour (ISB) is (rather) low – about 4–5% to
25% [22, 52] – it is highly emotionally laden pro-
blem behaviour that represents a considerable
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source of stress to patients, families and care-
givers. Partners, families and medical practi-
tioners often perceive ISB as difficult, distressing
and embarrassing, and it has been rated as the
most difficult to manage symptom of the beha-
vioural and psychological symptoms of dementia
(BPSD) [51]. Although several authors have
developed classifications of ISB, there is still little
consensus on what terminology to use or how to
classify it. This may be due to the diversity of how
ISB manifests in excessive sexual comments, hug-
ging/kissing, preoccupation with sex, increased
libido, grabbing at the breasts or genitals of resi-
dents or staff, masturbation in public, sexual hal-
lucinations, delusions of spousal infidelity,
attempting to seduce and even chasing residents
or staff for sexual purposes, exposing one’s geni-
tals, disrobing in public and changes in sexual
preference [38].

Alagiakrishnan et al. [53] suggested a distinc-
tion between verbally inappropriate behaviours
(e.g. excessive sexual comments, preoccupation
with sex), physically inappropriate behaviours
(e.g. sexual touching, fondling, disrobing, mastur-
bation, sexual advances) or both, and labelled
some behaviour as ‘sexually ambiguous’ (e.g.
appearing naked or incompletely dressed). Other
scholars use the term ‘hypersexual behaviour’,
defined as ‘persistent, uninhibited sexual beha-
viours directed at oneself or at others’ [54], and
make a distinction between sex talk, sex acts and
implied sexual acts (e.g. requesting unnecessary
genital care) [38, 54].

Another classification started from the inter-
pretations of the behaviours and used the expres-
sion ‘improper sexual behaviours’ [55]. This
classification distinguishes between intimacy
seeking (e.g. misdirected affection to another
resident who is not the partner), disinhibited
behaviour (e.g. longing for closeness/intimacy)
and non-sexual behaviours (e.g. taking off one’s
clothes in severe dementia, which may be mista-
kenly regarded as sexual).

Benbow and Beeston [27] argued that a more
descriptive classification would seem more appro-
priate and that the categories of sex talk, sex acts
(involving self or others) and implied sexual acts are
probably simplest to use in practice as these avoid
too much interpretation. Chapman and Spitznagel
[56] identified five distinct domains of inappropri-
ate sexual behaviour that are assessed in current
availablemeasures – hyper-sexuality, lewd/aberrant

sexual behaviour, inappropriate sexual advances,
inappropriate sexual comments and socially dis-
ruptive behaviour – and suggested developing
a new measure that could address all these content
domains. This is in line with Abdo’s suggestion that
there is a need for standardization of definitions
and terminology so as to focus on improvement of
both assessment and treatment [38].

3.4.2 Inappropriate Sexual Behaviour for Whom?
In general, in scientific as well as in everyday
discourses, intimate and sexual behaviours of
people with dementia are often classified as ‘pro-
blematic’. Again, an important difficulty here is
who decides about the ‘problematic character’ of
that ‘disturbing’ behaviour. Consequently, sexual
expression of the elderly living in RCFs is
restricted because it is often evaluated based on
the predominantly medical model of care focuss-
ing on providing physical care and ensuring safety
and protection. This (paternalistic) protective
reflex often causes an overreaction on the part of
the administration, nursing staff, patients and
their families when residents (start to) ‘behave
sexually’ – whether or not in an ‘appropriate’
way [57].

This negative perspective on sexualities of
persons with dementia is part of a wider ‘halo
effect of dementia’ which implies that individuals
with dementia are – irrespective of their actual
capacity – regarded as lacking capacity for any
responsibility due to the dementia diagnosis
[58]. This means that sexualities of residents
with dementia are mostly considered pathologi-
cal, challenging behaviours ‘due to’ dementia and
that they are seldom discussed as an expression
of a normal and healthy need for intimacy and
sex [39].

Could the ‘inappropriate’ expression of
a ‘normal’ and human need for intimacy and sex
be a normal reaction to an abnormal environ-
ment? [52]. Persons with dementia living in
RCFs are clearly hindered in the expression of
their (normal) need for intimacy and sexuality
by several practical challenges. These challenges
include the loss of their partner, the relative lack
of men, physical health problems, lack of environ-
mental privacy, lack of informational privacy and
the attitudes of other residents, healthcare provi-
ders and family members, notably adult children.

Abdo [38] suggested that the lack of physical
closeness in an RCFmay enhance the psychological
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need for intimacy in patients with dementia, and
that sex may compensate for cognitive and/or func-
tional losses, which lower patient’s self-esteem.
Similarly, masturbation can be a sign of boredom
in certain patients. In short, ‘sexual’ behaviour in
patients with dementia should not always be con-
sidered sexual, but rather a non-intentional beha-
vioural problem because sexual (mis)behaviour is
often a display of other, non-sexual needs [22].

While theWorld Health Organization (WHO)
recognizes sexuality as an important, lifelong
aspect of human life, there is a lack of first-hand
evidence from people with dementia living in an
RCF of their experience of this deeply personal
and private aspect of life [49]. Only qualitative,
individual-based studies will be helpful to explore
the residents’ perspective, but this is currently
neglected in the literature [49]. More insight into
the residents’ perspective would be helpful to
address the misconceptions about intimacy and
sexuality in people with dementia.

Mahieu and Gastmans [59] argued that in the
ethical debate about sexuality of adults living in
RCFs, respect for autonomy should always be pri-
vileged. However, as dementia is a progressive dis-
ease, more advanced stages of the disease, including
decline in cognition, raise important considerations
related to sexual behaviour and especially the
ability to give consent [52]. When residents with
dementia become incapable of appreciating or
respecting moral or legal boundaries (in specific
environments [52]), ethical dilemmas arise about
finding the right balance between granting resi-
dents freedom to express their sexual needs versus
guaranteeing residents’ safety. This kind of ethical
dilemma often results in anxiety, embarrassment or
unease in healthcare providers [54].

After admission to an RCF, sexuality is no
longer a private activity between two partners/
persons. In RCFs, sexuality becomes an activity
that is also felt, interpreted and controlled by the
(rules of the) new ‘environment’ in which people
with different roles are involved. Research has
shown discrepancies between the views of people
with dementia and those of partners, carers and
significant others [34, 36].

3.5 The Broader System: Family
While it has been argued that in RCFs the auton-
omy of the residents should always be privileged
[59], it has been shown that in reality the wishes of

family members are often privileged [27]. For
a person with dementia living in an RCF, the
term ‘family’ is by necessity broad and encom-
passes a wide range of relationships, including
parent/child, spouse/partner, grandparent/
grandchild or close ‘family like’ friends, which
makes determining attitudes difficult [23]. All
family members involved with an admission of
a family member with dementia to an RCF are
often concerned. They hope that the resident will
be well cared for, be protected and spared from
harm, including sexual harm. Family members
may perceive tolerance from staff towards sexual
expression as putting the resident at unnecessary
risk [23].

3.6 The Broader System: Healthcare
Providers
In general, healthcare providers do not regard
sexual health as a legitimate topic to raise with
older adults [e.g. 60]. Healthcare providers’ beliefs
often reflect stereotypical views andmyths regard-
ing sexuality that result in healthcare providers
feeling uncomfortable and untrained to address
this area of health. It is likely that attitudes
towards the sexual lives of people living with
dementia will be even more influenced, and that
this might affect aspects of their care [27].

It has been suggested that nursing homes exist
merely tomeet the needs of basic body care and that
sexuality does not play a vital role in the mainte-
nance of bodily functions. This means that creating
an environment conducive towards fulfilment of
sexual needs is not seen as part of the primary
caregiving role of RCFs [57]. Also, the expression
of sexuality of residents can be hampered because
some nursing staff report feeling troubled or
anxious when confronted with sexual expressions
of residents, whereas others merely ignore such
expressions [57].

3.7 Inappropriate Sexual Behaviour
and Types of Dementia
Sexually inappropriate behaviours are seen in
mild cognitive impairment as well as in severe
dementia [53]. Moreover, it seems that different
types of dementia, which all affect the brain dif-
ferently, are related to different types of sexual
behavioural problems that depend on which
parts of the person’s brain are affected and what
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medication they are taking. Inappropriate sexual
behaviour is mostly an expression of the interac-
tion of brain, physical, psychological and environ-
mental factors and is usually caused by damage to
neuroanatomical structures – that is, the frontal
lobes, the temporolimbic system, the striatum and
the hypothalamus – implicated in sexual motiva-
tion and behaviour [52]. Specifically, frontal lobe
dysfunction may lead to alterations of the inhibi-
tory mechanisms of sexual behaviour, while tem-
poral lobe dysfunctions may involve problems
regarding the emotional and intellectual interpre-
tation of sexual arousal [52].

De Medeiros et al. [55] found that Alzheimer’s
disease was associated with intimacy-seeking
behaviours. Based on case reports of patients
with Alzheimer’s disease, Davies et al. [61]
described that dementia patients can experience
various problems such as impaired cognitive
sequencing during lovemaking, forgetfulness of
previous lovemaking and declines in decision-
making capacity. Hartmans et al. [22] added the
inability to take into account the feelings of
others, the inability to understand the meaning
of these behaviours in the contextual environment
and disinhibition.

It is important to note that these behaviours
are often new and not necessarily related to the
way the sexual relationships or preferences
were before the illness. It has been suggested that
non–Alzheimer’s disease dementias are associated
with more ‘disinhibited behaviours’ [51]. One
study compared sexual changes in patients with
Alzheimer’s and FTD and found the same fre-
quency of increased sex drive in both conditions
(8%) [62]. However, Mendez and Shapira [63]
posited that FTD involves greater disinhibition
and lower sexual drive than Alzheimer’s disease
and that this may pose different problems in
sexual and intimate relationships. Several studies
[e.g. 53] have found that vascular dementia is
most commonly associated with inappropriate
sexual behaviours with a higher frequency of pro-
vocative behaviour and more intentional sexual
behaviour [39].

In persons with dementia the appearance of
ISB has also been linked to certain psychoactive
drugs (e.g. levodopa, benzodiazepine and alcohol)
[54] as well as to psychosocial factors (e.g. lack of
privacy, restrictive attitudes, mistaking someone –
including opposite-gender carers – for his or her
partner and trying to make sexual advances).

Thus ISB should be interpreted in a broader
perspective as a part of the symptom cluster of
behavioural disturbances associated with demen-
tia and is more prevalent in men [e.g. 53].

3.8 Management of Inappropriate
Sexual Behaviour
With an estimated prevalence range from 4–5% to
25% [52], ISB is not the most common beha-
vioural change among dementia patients, but it
may have harmful, particularly intense outcomes
affecting patients as well as those around them.
This means that management of ISB in both home
care and RCFs is often an important challenge.
Therefore, it is striking that the evidence about the
effectiveness of non-pharmacological as well as
pharmacological treatments is still limited and
mainly consists of case reports, case series and
expert opinion. Hitherto, there are no rando-
mized controlled trials for any treatment of sexual
disinhibition in dementia available.

While several drug classes – that is, antipsy-
chotics, antidepressants, cholinesterase inhibitors,
anti-epileptics, hormonal and non-hormonal anti-
androgens and beta-blockers – are considered effi-
cacious, there are different opinions about which
pharmacotherapies to use first to ‘treat’ ISB [51].
The suggestion to base the choice of the initial
agent on other clinical features is interesting but
founded on expert opinion only. Clearly, more
research is needed to clarify the indications and
effectiveness of these medications [51].

Similarly, more research is required on the
effectiveness of non-pharmacological approaches
(e.g. environmental approaches such as clothing
modification and distraction techniques to avoid
unnecessary use of medications that can have
harmful side effects, environmental manipula-
tion, same-sex caregivers) [51]. Apart from these
specific behaviour-targeted treatments, RCFs
should also develop a management approach of
sexuality and ISB at the level of the organization
(e.g. policy development, staff education and sup-
port, clear communication with and involvement
of relatives) [27].

Tucker presented an interesting comprehen-
sive approach to assessment and management of
‘inappropriate’ sexual behaviour in patients with
dementia [51]. Apart from the practical aspects
of such an approach, ISBs are viewed as posing
diffuse and difficult ethical questions about
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assessment and treatment in RCFs. These ethical
concerns mostly refer to finding a balance
between a resident’s need for sexual expression
and the needs, feelings, expectations and beliefs
of healthcare providers, other residents, partners
and family members, which may be based on
ageist ideas reflecting that sexuality is deemed
inappropriate, dysfunctional or non-existent in
elderly people (with dementia) (see Section 2.1).
Management of ISB in vulnerable cognitively
impaired people with (hormonal) medications is
still ethically contentious. In RCFs, these ethical
concerns arise even stronger when two cognitively
impaired residents engage in an intimate and
sexual relationship. In such cases, residential
care staff should assess both individuals’ capacity
to consent to this relationship and use that as
a criterion to determine if this relationship could
be continued. This brings us to the question of
how care staff could do so.

3.9 Ethical Issues
Sexuality of persons living with dementia clearly
shows that sexuality involves more than physical
(inter)actions, and that sexuality is also related to
psychological, emotional and social processes,
including ethical issues. That sexuality and ethics
often go hand in hand is reflected in concepts as
‘capacity’, ‘sexual consent’ and ‘privacy’. When
and how does someone give his or her consent
to have sex?When is someone able to give consent
to certain sexual activities? How do we guarantee
physical, social and psychological privacy? In this
section, we explore how ‘capacity’, ‘sexual con-
sent’ and ‘privacy’ relate to people with dementia
and how RCFs, healthcare professionals, the part-
ner and the broader family network can use these
in their appreciation of the sexual behaviour of
persons with dementia.

3.9.1 Definition of Capacity and Sexual Consent
In the literature on the sexuality of people living
with dementia, their capacity to consent to inti-
mate or sexual acts is often questioned. Wilkins
[64] proposed six criteria to judge whether
a person has capacity to give sexual consent:
voluntariness, safety (person is protected or
recognizes dangerous situations), no exploitation,
no physical or psychological abuse, ability to say
‘no’ (verbally or non-verbally) and social appro-
priateness (time and place). Wilkins [64] stated

that a capacity assessment based on these six
criteria can be a useful tool in the initial evaluation
of the ability to consent to sexual activities.

Kennedy and Niederbuhl [65] described
sexual consent as an informed, competent and
voluntary commitment to a particular sexual
activity. The American Bar Association (ABA)
and the American Psychological Association
(APA) [66] posited that there are no universal or
uniform criteria to define sexual consent and
confirmed that the most important criteria are
knowledge (informed), understanding or reason-
ing (competent) and voluntariness (voluntary). In
the context of sexuality, this means that a person
must: (a) know what is happening and know the
risks and benefits of certain sexual behaviour, (b)
understand what the sexual behaviour will entail
and that it is consistent with one’s personal values
and (c) be able to give consent free from undue
influence or coercion [66]. While these criteria
formulated for capacity and consent seem very
logical and should be pursued by all women and
men in all situations, they challenge partners as
well as healthcare providers working with patients
and residents with dementia. How do partners
and caregivers know these criteria are met if per-
sons with dementia have difficulties with verbal
communication and if their decision-making is
difficult to understand?

3.9.1.1 Sexual Consent and Dementia

This attempt to develop a capacity assessment (see
Chapter 11) for sexual consent demonstrates that
we are dealing with a complex phenomenon. This
complexity seems even bigger in the context of
care for people with dementia as wemust consider
their capabilities and limitations while respecting
their autonomy. In this context, we have to be
aware of several issues.

First, everyone – including people with
dementia – has a right to take risks. In their duty
to provide good care, healthcare providers, how-
ever, often tend to avoid, remove or eliminate
all risks. In care, it is of course crucial that vulner-
able people are protected and that their safety is
guaranteed, but human life entails risk. Especially
in the world of love, romance and sexuality,
people get hurt, rejected or dumped, which may
cause emotional stress, but that is also a part of
life. By not allowing people with dementia to
express their sexual needs and take sexual risks,
healthcare providers violate their autonomy and
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personhood.We should not confuse the ‘possibility
to make a bad or unwise decision’ with ‘incompe-
tence to engage in sexual interaction’ [67].

Second, in our society, the dominant discourse
about (heterosexual) couples, sex and romance is
strongly reinforced by how (‘good’) sex is depicted
in literature, art and film. Reynolds uses an ethical
social angle to point to the complexity of sexual
consent. This discourse entails a fixed gender-
based scenario about an idealized notion of the
sexual encounter in which neither power nor per-
mission is problematized [68]. In the life of real
people, (sexual) relationships are not always ‘a
rose garden’, but that does not preclude people
from having relationships – and this may also
apply to people with dementia.

Reynolds [68] also signals the cultural impor-
tance of verbal and non-verbal communication in
the context of sexuality. People often find it hard
to express their sexual desires in words. But they
may find it even more difficult to interpret non-
verbal sexual communication (e.g. the person who
permits sex with a good friend hoping it will turn
into a romantic relationship, the person who
passionately kisses back but is unwilling to take
further steps, leaving the other confused), and this
may weigh on the ability to give or understand
sexual consent from someone else. In sum, we all,
not just people with dementia, have the challenge
to improve our communication about sexuality.
In addition, practical situations demonstrate that
sexual consent is not always visible or may change
during a sexual interaction.

Reynolds [68] further discusses the gender
characteristics of sexual context. The dominant
idea of an active man and a more passive woman
is still present and influences sexual expectations
and behaviour. Healthcare providers often
assume that if a man is involved, he will take the
initiative (i.e. is the perpetrator) and that a woman
is passive (i.e. is the victim). In real life, this is not
always true: a man (with dementia) may only need
some human warmth or intimacy or can be over-
whelmed by the actions of a woman.

The network of people caring for persons with
dementia should support them in their (non-
verbal) quest for sexuality starting from an open
mind, and they should in their caring not be
stricter for their patients than for themselves.
Reynolds [68] concludes that although sexual
consent is a very important concept, it is only
a part of the broader picture of sex and should

not only be used to combat the frequent occur-
rence of non-consensual sex.

3.9.1.2 Approaches to Assess Capacity and Sexual Consent

Currently, there is no generic rule or principle
that fits for all persons with dementia, a progres-
sive disease evolving in stages (e.g. mild symp-
toms, severe memory loss and loss of other
cognitive functions). This implies that there is
not a single ‘one-size-fits-all’ approach for all peo-
ple with dementia in all stages of the disease.
Tarzia et al. [67] argue that ‘there is plenty of
support within the literature to suggest that peo-
ple with dementia can and do continue to make
decisions about various aspects of their daily
lives, even if they are unable to decide how their
finances are to be managed’ (p. 611). They
continue: ‘individuals with moderate, or even
advanced, dementia who may have lost the ability
to communicate verbally . . . convey preferences
and choices including body language and facial
expressions’ (p. 611). This viewpoint implies that
even when it is difficult or no longer possible to
have a verbal conversation with a person with
dementia, partners and caregivers should observe
their non-verbal communication in order to eval-
uate whether the person gets a good or bad feeling
about the sexual experience.

This means that healthcare providers should
not limit or even eliminate sexual needs and beha-
viours or (hide themselves behind the) tussle with
complex ethical dilemmas about the definition of
capacity and sexual consent [67]. Healthcare pro-
viders should recognize the sexual needs and
expressions of patients with dementia and ask
themselves, ‘How can we make (informed, com-
petent, voluntary and safe) sex possible for people
with dementia?’ Healthcare providers can find
inspiration in a framework developed by the
ABA/APA [66].

This framework is a helpful method to deter-
mine whether a person with dementia is capable
to give sexual consent. This framework is pre-
sented as a balance in which several categories of
evidence can be measured, with ‘more objective
factors’ on one side of the scale and ‘more sub-
jective factors’ on the other. The tipping point of
the scale is clinical judgement of the care provi-
ders who must weigh the different factors while
taking into account the benefit to the patient with
dementia. The objective measures that can be
taken into account are: (a) functional assessment
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(e.g. knowledge, understanding, reasoning), (b)
diagnoses that may affect capacity (e.g. disinhibi-
tion due to FTD), (c) cognitive underpinnings of
cognitive, emotional and everyday functioning
(e.g. memory, attention) and (d) emotional or
psychiatric factors (e.g. depression or anxiety).
The subjective measures refer to: (a) values and
preferences of the individual, (b) the risk of harm
in the activity for which capacity is assessed and
(c) possible interventions to enhance capacity.
This framework may be helpful for healthcare
providers to determine whether a person with
dementia can give (sexual) consent.

In some cases, this complex framework may
not give enough support and guidance. Wilkins
[64] therefore presented two alternatives. First,
he proposed advocacy by family or caregivers.
They should represent the person with dementia
and advocate their autonomy, dignity and right
to sexual expression while minimizing harm.
However, healthcare providers should be aware
of the prejudices and biases of the representatives
(e.g. conflict of interest by family members or
caregivers who favour the opinion of the family).

Second, Wilkins [64] pled for a committee
approach meaning that the person with dementia,
family members and care providers assemble to
discuss the matter based on the best interest stan-
dard. In this committee, the balance between ben-
efit and harm is explored openly and sexual
expression of the patient is allowed if the potential
benefits exceed the risks [64].

A third option is a living will in which a person
records wishes in advance. That will can be used
as a support as dementia advances. Tarzia et al.
[67] questioned this option because ‘it negates the
right of the resident to change his or her mind,
and also ignores the effect that dementia can have
on an individual’s personality’ (p. 610).

Finally, Frederix et al. [69] present a ‘10 shades
of grey’ approach to evaluate sexual consent in
persons with dementia. This approach uses the
notion of ‘limited capacity’ [71] and different
types of relationships with associated sexual activ-
ities [59].White [71] emphasizes avoiding looking
at capacity as an all-or-nothing phenomenon –
that is, a person with dementia is either capable
or not to give consent for a specific sexual beha-
viour. ‘Alternatively, a limited capacity system
acknowledges shades of grey . . . an individual
could be deemed to have capacity to consent to
certain intimate behaviours but not to others or to

have capacity to consent to a certain sexual part-
ner but not to others’ (p. 152). As a result, care-
givers ‘need to provide sufficient supervision and
monitoring to ensure that individuals do not
engage in behaviours that are outside of their
recognized capacities’ (p. 152).

On a similar note, Mahieu et al. [59] recognize
different types of relationships with associated
sexual activities – that is, loving and caring,
romantic and erotic relationships. A loving and
caring relationship is based on a strong friend-
ship. The partners show great affection for each
other, seek each other’s company regularly, give
hugs and hold hands. A romantic relationship
entails more sexual intimacy including behaviours
such as kissing, hugging, caressing each other and
laying in the same bed together. Finally, the erotic
relationship is filled with sexual desires, excite-
ment, activities and satisfaction. This typology of
relationships with associated sexual activities can
serve as a practical guideline for the ‘limited capa-
city’ approach. This practical tool provides in
a more person-centred approach in which differ-
ent characteristics (e.g. personality, values, abil-
ities and limitations) of those who express a sexual
need can be taken into account. This tool aims to
find answers and interventions that can promote
the sexual health and well-being of persons with
dementia.

In conclusion, capacity and sexual consent are
clearly important but complex aspects of sexual
health and sexual well-being of persons with
dementia. Sexual consent can, however, only be
understood as a part of a broad perspective on
sexuality and caregivers should not only limit
their focus on the (in)ability or capacity to give
sexual consent. Healthcare providers should be
aware that there are different perspectives to
approach sexuality in persons with dementia and
that a person-centred approach presupposes that
all (in)abilities, (im)possibilities and the auton-
omy of a person with dementia should be taken
into account.

3.9.2 Privacy
Privacy is another essential aspect of sexuality that
is related to ethics, but it is also connected to
sexual rights, patients’ rights and human rights.

3.9.2.1 Sexual Rights

The International Planned Parenthood Federation
(IPPF) advocates for sexual and reproductive
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health and rights for all and described the right to
privacy based on international human rights as
follows [72; Article 4]:

All persons have the right not to be subjected
to arbitrary interference with their privacy,
family, home, papers or correspondence and
the right to privacy which is essential to the
exercise of sexual autonomy. All persons are
entitled to sexual autonomy and shall be able
to make decisions about their sexuality, sexual
behaviour and intimacy without arbitrary inter-
ference. All persons have the right to confiden-
tiality regarding equal health services and care,
medical records, and in general to protect
information concerning their HIV status and
to be protected from arbitrary disclosures or
threats of arbitrary disclosures, within the fra-
mework of permissible limitations and without
discrimination. All persons have the right to
control the disclosure of information regarding
their sexual choices, sexual history, sexual part-
ners and behaviours and other matters related
to sexuality.

In our society, most people who are indepen-
dent and do not need assistance for personal care
can monitor and manage these rights. However,
for people with dementia who depend on others
for personal care or who are not able to express or
speak for themselves, it is less evident to preserve
their right to privacy. As dementia can affect peo-
ple’s decorum, they might also need guidance in
assessing a situation to safeguard their own and/or
other persons’ privacy. In these situations, health-
care providers are even more challenged to act
consciously and pay attention to respect a person
with dementia’s privacy and sexual autonomy.

3.9.2.2 Dementia Care and Privacy

Swinnen [73] distinguished physical privacy from
social privacy. Physical privacy refers to several
aspects of the environment that are helpful to
protect privacy (e.g. doors that can be locked,
curtains that can be closed, individual rooms,
personal bathroom). Social privacy refers to how
healthcare professionals handle privacy in a social
environment (e.g. the attitudes of other residents
in RCFs, attitudes about closing doors and cur-
tains during washing, exchanging information
about a resident in a meeting room instead of
the hallway).

In care practice, this means that to guarantee
social privacy healthcare providers should take

into account the following points. They should
begin with asking for permission to enter the
client’s home or room. Even if a caregiver has
a key, he or she knocks on the door and waits for
an answer. Healthcare providers should at least
announce their presence and wait for an answer if
the person has hearing or mobility disabilities.
During care moments, curtains and doors are
closed, bodies are covered, physical contact is
announced and granted and there are no unne-
cessary interruptions from outsiders.

Some RCFs use ‘do not disturb’ signs on doors
or provide a room specifically dedicated to sexual
experiences for inhabitants. The purpose of these
‘tools’ is to enable persons to experience sexuality
while granting and guaranteeing privacy, but to
achieve this purpose, these tools must be properly
integrated and used in daily care. Residential care
facilities should deliberately think about the use of
door signs and consider multiple reasons for using
the sign (e.g. a consultation with the general practi-
tioner, a conversation with family, an hour’s rest in
bed, masturbation, watching pornography, hug-
ging with a partner in bed). In that way, it will not
be clear for an outsider why someone wishes not to
be disturbed. Residential care facilities must care-
fully consider the location and ways of implement-
ing a ‘private’ room. They should reflect on when
and by whom the room can be used. The broader
the aims and reasons for using the room (e.g. to
have a massage, to relax, to rest, to be intimate as
a couple, to masturbate in private while using porn,
to have sex with a sex (care) worker), the better the
privacy of the users is guaranteed.

Residential care facilities should also reflect on
the accessibility of the room. Can patients access
the room freely (e.g. how can one guarantee priv-
acy if residents need to ask the key first)? Can
residents visit the room discreetly without having
to pass too many inmates or employees? Of
course, some people with dementia will need
assistance to use these ‘tools’. In these cases, care-
givers should act vicariously with respect for the
individual needs and privacy of the person with
dementia. These guidelines apply to caregivers in
home care and in residential care [69].

Another aspect of privacy is confidentiality
and disclosure of information – that is, social
and psychological aspects of privacy. To highly
value privacy in home care as well as in residential
care there should be a clear policy about sharing
information about the persons who are cared for,
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including information about intimate and sexual
issues. Where are data of persons kept and who
has access to them? Who should inform whom in
case of needs or problems?What about informing
family and externals? Bauer et al. [23] found that
families of persons with dementia wished to be
kept informed about the sexual behaviour of their
relatives. While it has been suggested that family
members have the right to be informed about the
well-being of their beloved ones, including sexual
well-being [69], it is important to consider the
capacity of residents with dementia and whether
they can give consent.

Bauer et al. [23] also found that families often
place great liability on the organization and great
responsibility on the care providers to supervise,
adjust or even prevent certain sexual behaviours.
For organizations and healthcare providers that
want to provide high-quality care, this implies that
they have to find a good balance between family
members’ right to information and the person with
dementia’s right to privacy [69]. In ethical advice for
Care Network Flanders, Mahieu et al. [74] states:

A proportional consideration must be made
between the involvement of a family member
on the one hand, and the nature, meaning, and
potential consequences of the behaviour on the
other . . . owning information about the older
person’s initial behaviour gives the person with
whom the information is shared (e.g., the chil-
dren) a certain authority. However, this does not
mean that this person automatically has the
authority for making certain decisions.
Moreover, sharing information also involves
a certain degree of objectification of the older
person. We must always guard against reducing
people to the information we have about them.

This argument does not only apply to family
members, but also to other team members.

In conclusion, in both home and residential
care, healthcare providers need useable tools and
a clear policy to guarantee the sexual rights includ-
ing the right to privacy of persons with dementia.
This policy should provide support and backup
and inform healthcare providers to act profession-
ally with respect for multiple aspects of the privacy
of the person with dementia they care for.

3.10 Vision and Policy in Healthcare
Bauer et al. [75] stated that sexuality ‘is a key
component of quality of life and well-being and

a need to express one’s sexuality continues into
old age’ (p. 1). This idea of continuity is not new
and not different for persons with dementia. In
order to do justice to this wish for continuity, it is
necessary that healthcare professionals can rely on
a clear vision and a manageable policy that is
supported by the administrators, managers and
directors of healthcare organizations.

3.10.1 Vision and Mission
Healthcare organizations best embed their vision
about (the importance of) sexuality in their gen-
eral mission (statement) and vision. Both the mis-
sion and vision of an organization give direction
and support to the daily working and workers of
an organization. A mission defines the field of
action of an organization and stands for its (ethi-
cal) unique identity. A vision defines the desired
future of an organization and takes on the evolu-
tion in a changing environment bearing in mind
the mission [69]. Ideally, a vision about sexuality
includes the different target groups (i.e. elderly or
persons with dementia, family, care providers and
third parties or outsiders) as well as embraces
diversity within sexuality. It is important to be
aware that we still live in a heteronormative
society in which sexuality is viewed as ‘penetrative
sex between a woman and a man’, marginalizing
lesbian, gay, bisexual and transgender (LGBT)
identities and other expressions of sexuality (e.g.
solo sex, masturbation or ‘skin hunger’ – i.e. the
need of human beings to be touched from skin to
skin).

For organizations, there are two possible
methods to formulate a vision. An organization
can choose to appoint one person to lead the
development of a vision or appoint a team. In
recent years, the team approach has gained more
interest because of its positive effects (e.g. better
connection with practice and from the beginning
useful input from the workplace), but it also chal-
lenges teams (e.g. finding compromises) that have
to keep inmind that a vision should be helpful and
clarifying.

Teams should take into account the following
points for successful development of a vision.
A team should: (a) take enough time to do it
right from the first time, (b) be open to unpredict-
ability as this may result in unexpected but valu-
able input, (c) be ambitious and not confine itself
to formulate vague, obvious or general goals, (d)
formulate clearly both the ethical codes and the

Living with Dementia

122
https://doi.org/10.1017/9781108918954.007 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.007


codes of conduct and (e) invest in a broad per-
spective on sexuality and do not focus on a single
(negative or challenging) item [69].

3.10.2 Policy: Vision Translated into Practice
To translate a vision into daily practice, RCFs
need to formulate a policy on sexuality care.
Residential care facilities can find inspiration in
the ‘Sexuality and Policy Framework’ [76]. This
framework consists of three parts: a concept
vision for policy, instruments that make the pol-
icy applicable in practice and background infor-
mation. The concept of vision for policy
formulates three levels of policy – quality, pre-
vention and reaction. First, quality means that
a policy reflects a wide perspective on sexuality –
that is, it includes positive aspects of sexuality
and is not restricted to a procedure to prevent
and sanction ‘inappropriate’ sexual behaviour.
Second, prevention builds on quality with aware-
ness of possible risks. Third, reaction builds on
prevention and determines how to deal with an
incident.

In the next step, these three levels must be
translated in specific targets for four policy
domains: care and education, house rules and
accommodation, expertise and screening employ-
ees, and communication. An organization can
combine these three policy levels and four policy
domains and create its own, unique policy matrix
[76]. The Framework provides nine instruments
to support the implementation of the policy [76].
The last part that the Framework presents is back-
ground information. This part aims to foresee
useful background information that is helpful in
the development of an informed and reasoned
policy on sexuality and physical integrity. It con-
tains helpful information such as the framework
of rights, a legal and judicial framework, an ethical
framework and information and actual legislation
about concepts such as professional confidential-
ity [76].

This Framework is quite extensive and can
therefore be overwhelming. Not everything has
to be addressed immediately or simultaneously.
These points are, however, helpful to develop
a vision and policy about sexuality and it will be
important to keep this interest in sexuality vivid as
part of QoL of residents with dementia. Change
takes time, which means that changing attitudes
and actions related to sexuality will also take time.
For those who are looking for support with this

transformation process in their RCF, Kotter has
developed a change model with eight steps [69,
70]. In conclusion, the availability of a clear vision
and a manageable policy helps healthcare profes-
sionals to feel confident to include this topic in
their daily practice and deal with questions about
sexual care or sexual situations of people with
dementia.

4 Conclusion
In this chapter, we have provided an overview of
the impact of living with dementia on the partner
relationship and on intimacy and sexuality
between partners. A dementia diagnosis has
a clear and huge impact on the patient as well as
on the partner and causes important relational
changes partners have to learn to cope with.
Many changes and losses occur for both partners,
but they can create a new balance or a new
‘normal’ (e.g. new roles, responsibilities, coping
mechanisms) by adjusting and renegotiating their
relationship [16, 17]. This renegotiation in
couples with dementia develops gradually and
has to be repeated as a function of progression of
dementia. Surely, not all couples will reach
a positive outcome, and this should urge health-
care professionals and researchers to pay more
attention to the partner relationship thereby
involving the broader social network as a source
of support. These relational changes may also
have an impact on the need for, feelings about,
meaning of and experience with intimacy and
sexuality.

This chapter provides a description of the
complex dialogue and relations between all parties
involved and their different viewpoints on sexu-
ality of persons with dementia (see Figure 6.2).
While the sexuality of patients with dementia is
often interpreted as a ‘problem’, it is for them
probably just a human need that will be reshaped
by age-related, health-related, dementia-related
and medication-related changes that challenge
couples living with dementia. For the partner
(and the broader family network), dementia
often raises concerns about several domains of
life both in the home care phase and after admis-
sion to an RCF.

One of the domains that often raises huge
concern is the (changing) sexuality of the (chan-
ging) partner with dementia. Concerns about
(inappropriate) sexual behaviour often cause
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shame and result in a willingness to protect family
members or other residents from its negative
consequences. Family members often want to be
informed about problem behaviour. Healthcare
professionals and personnel of RCFs are the
third party that is involved and co-creates the
dialogue about the sexual needs of patients from
a protection perspective. In this dialogue, the
autonomy of the patient should be central, but
decisions will be informed by a judgement of the
capacity of a patient to give sexual consent to
certain intimate or sexual behaviour that the
patient should be able to experience in privacy.
In this judgement, healthcare professionals will
not only consider the autonomy and needs of the
patient, but will also probably try to find a balance
between the ‘needs’ and possibilities of all parties
involved.

In this balance, certain organizations may pro-
vide sexual assistance to elderly and persons with
disabilities including dementia. Although ethical
questions have been posed about this form of care,
it has proven valuable for some patients with
dementia as these sexual assistance workers
provide professional, patient-tailored care. This
means that the starting point of the professionals
is mutual respect, privacy and equality while

fulfilling the intimate and/or sexual needs of the
patient with dementia. As privacy and consent
are guaranteed, sexual assistance from a well-
informed professional is an ethical way of helping
patients with dementia to experience intimacy
and sex.

Although this chapter contains interesting
information about the impact of dementia on
partner relations, intimacy and sexuality, the
scientific literature on this topic remains very
limited. Moreover, this small number of studies
had a range of methodological limitations includ-
ing small sample sizes, inclusion of only the
patient, the partner or caregiver. Studies did not
give good information about the establishment of
the dementia diagnosis or about the stage of the
dementia. Participants were often recruited via
memory clinics, hospitals, local Alzheimer’s asso-
ciations or universities, hampering the general-
izability, and most data were collected at one
point in time only.

Nevertheless, all of this information should be
helpful to better ‘manage’ sexual behaviour of
individuals with dementia living at home as well
as in RCFs and to prevent caregivers to react
passively rather than promoting it. As more care-
givers become aware and convinced about the
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sexual needs of persons with dementia and have
more tools to decide about the ‘appropriateness’
of sexual behaviour, they might be less anxious to
be involved in legal situations. Better education,
clear guidelines, policy and vision development of
RCFs will help caregivers to manage specific sex-
ual situations in a more objective and respectful
way. Information on the importance of sexuality
for individuals with dementia – including positive
aspects as well as ‘problematic’ sexual behaviour –
should become a part of nursing and medical
school curricula and continuing educational pro-
grammes that should be easily accessible for care-
givers as well as residents and family members
[77]. Only in this way can we provide in a care
context in which the sexual needs of all patients
with dementia can be fully respected – maybe
including ours in the future.
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Fathers and Sons

David Mason

Some things, they say,
one should not write about. I tried
to help my father comprehend
the toilet, how one needs
to undo one’s belt, to slide
one’s trousers down and sit,
but he stubbornly stood
and would not bend his knees.
I tried again
to bend him toward the seat,

and then I laughed
at the absurdity. Fathers and sons.
How he had wiped my bottom
half a century ago, and how
I would repay the favor
if he would only sit.

Don’t you –
he gripped me, trembling, searching for my eyes.
Don’t you – but the word
was lost to him. Somewhere
a man of dignity would not be laughed at.
He could not see
it was the crazy dance
that made me laugh,
trying to make him sit
when he wanted to stand.

‘Fathers and Sons’, reprinted from The Sound: New and Selected Poems (Red Hen Press, 2018)
by David Mason. Reprinted by permission of the author.
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Chapter

7
Informal Care for Persons with
Dementia
Characteristics and Evidence-Based Support
Interventions
Anja Declercq, Rose-Marie Dröes, Mary Mittelman
and Chantal Van Audenhove

1 Introduction
The proportion of people with dementia living at
home is as high as 93–96% in lower- and middle-
income countries and 69% in high-income
countries [1]. The vast majority of people with
dementia thus receive care at home, from either
informal or formal carers or a combination of
both. The annual global number of informal care
hours provided to people with dementia living at
home was estimated at about 82 billion hours in
2015. This equals 2,089 hours per year or 6 hours
per day [1]. In the USA, friends and family pro-
vide 18.4 billion hours of care a year, an average of
21.9 hours of care per week per carer [2]. In the
UK, 36% of informal carers of people with demen-
tia care for more than 100 hours a week, and
a similar percentage of dementia carers indicate
they care day and night [3]. Unpaid care in the
USA is valued at $244 billion, if the care were
provided at the wage of a home care worker
($13.11/hour) [2]. Informal care thus is crucial
for a vast majority of people with dementia. It
allows them to stay at home and it has a huge
impact on their quality of life.

Informal carers have multiple motivations
for caring for a person with dementia. The care
is seen as a natural part of family life based upon
family relationships: love and wanting to recipro-
cate care received from the person with dementia
in the past [4, 5]. A systematic review of motiva-
tions for caring for a person with dementia
showed apparent similarity in carers’motivations,
irrespective of their relationship with the care
recipient, country of origin, ethnic or cultural
background or gender [5]. Greenwood and Smith

[5] conclude: ‘Caring for someone with dementia
is a fluid, complex, often long-term role and it is
likely that the motivations and the mixture or
balance of motivations change as the health of
the person with dementia, the carers’ own health
and their situations change.’ The informal care
process, in other words, is dynamic and as situa-
tions change, so does the support an informal
carer may need [6].

In Section 1 of this chapter, the characteristics of
informal care and care policies are discussed.
Section 2 deals with the evolution of informal care
in the different stages of the dementia process and
the changing needs of the personwith dementia and
of the informal carer. Evidence-based interventions
can support informal carers of people with demen-
tia. In Section 3, such interventions are described.
The chapter ends with the characteristics and effects
of a successful multicomponent intervention, the
New York University Carer Intervention (NYUCI).

2 The Provision of Care to People
with Dementia
In general, about two-thirds of informal care hours
are given by co-residing carers [7]. Women contri-
bute 71% of the global hours of informal care, with
the highest proportion in low-income countries [1].
Spouses who provide care are more likely to be
female. Children who provide intensive informal
care – defined as three hours or more daily – tend
to be female, of working age, co-residing or living
close to their parents, and they are less likely to hold
a full-time job or be married and have fewer chil-
dren than children who are not ‘heavy helpers’ [7].
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2.1 Types of Support Carers Provide
Types of care given by informal carers differ with
the stage of dementia (see further). Family carers
usually start with instrumental activities of daily
living, such as grocery shopping, administration
or cleaning [8]. In the middle stages of dementia,
carers have to cope with troublesome behaviours
such as wandering and agitation. Later on, sup-
port is needed for activities of daily living such
as toileting and personal hygiene. At this point,
informal carers often seek formal help [9]. Typical
for dementia is the need for supervision and safe-
keeping [7, 9].

How much informal care is provided and by
whom are also influenced by governmental
choices and policy. In Europe, we see a north-
south gradient with governments in Northern
European countries and the Benelux spending
the most on long-term care (at least 2% of gross
domestic product (GDP)) and Southern European
countries relying more on informal care (formal
care is less than 1% of GDP). Twenty per cent of
Belgian care-dependent people over 65 receive
informal care, while this is the case for 62% in
Italy [7]. However, we can assume that the chance
of informal care increases when a person has
dementia. In the Netherlands, for example, 70%
of people with dementia live at home and receive
informal care [10].

The growing number of older people causes
concerns for public spending. In Western coun-
tries, governments attempt to promote informal
caregiving. However, informal care is not without
costs for the carers themselves (e.g. because they
work fewer hours or leave the labour market
either temporarily or permanently), and there is
uncertainty about whether the availability of
informal care will suffice in future years. Over
the years, many studies have corroborated the
societal and individual cost of dementia. From
a financial perspective, it has been estimated that
the worldwide costs of dementia exceeded 1% of
global GDP in 2015, at US$818 billion [11]. The
authors estimated that the direct medical costs
were $159.2 billion (19.5%), the societal care
costs were $327.9 billion (40.1%) and, most
importantly from the perspective of the burden
on families, the informal care costs were
$330.8 billion (40.4%). Thus the medical costs of
dementia are dwarfed by the societal and family
costs (see Chapter 14).

2.2 The Availability of Informal Care
Now and in the Future
With their ‘Informal Care Model’, Broese van
Groenou and De Boer [6] describe a behavioural
model for individual caregiving. The provision of
informal care is a process in which individual,
relational and contextual factors of both care reci-
pient and carer are intertwined. Contextual fac-
tors include the availability of formal care and
support services for informal carers.

While we rely heavily on the availability of
informal care, societal changes in progress all
over the world – shifting family structures,
generational splits, migration and the increasing
participation of women in the workforce – have
an impact on the availability of informal carers
now and in the future. Pickard [12] predicts
a growing ‘care gap’ and states that the demand
for informal care by older people will soon exceed
the supply. For example, by 2060, there will
be a deficit of approximately twenty thousand
informal carers in the Netherlands, four hundred
thousand in Germany and more than a million in
Spain.

Demographic trends cause both a higher
demand for informal care and a lower availability
of informal carers. Population ageing – and age is
the highest predictor of dementia – increases the
number of people in need of informal care. At the
same time, fertility declines and families become
smaller, which diminishes the number of children
who will be available for providing informal care
in the future [13, 14].

Care for a person with dementia often
requires being physically present, to be able to
help the person if they feel disoriented, to
answer questions and to keep the person safe.
In our current society, a large proportion of
people live alone. Between 2011 and 2020, the
number of single adult households in Europe
(EU-27) (i.e. households consisting of only
one adult, living with or without children)
increased by 16.2% from about 65,600 million
to 76,250 million. When we look at age and
gender, the increase is more pronounced for
older people and for men in particular. The
number of men between the ages of 55 and 64
living alone has increased 47.7% since 2010.
Women in the same age category recorded an
increase of 23.3%. The number of older men
aged 65 or older and living alone grew by
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34.7%. The corresponding increase for women
was 11.3% [15].

Living alone in itself of course does not indi-
cate an absence of informal care and support.
Children or other family members living else-
where also contribute and may have frequent
contact with the older person with dementia.
However, living alone is associated with having
to move earlier to residential care for reasons of
safety [16].

There is a gender informal care gap [17].
Women’s greater involvement in informal care
negatively impacts their participation in the
labour market and increases their risk of eco-
nomic dependency, poverty and social exclusion.
In the European Union (EU), almost one third of
women not participating in the labour market
between the ages of 20 and 64, compared to just
5% of men in the same age group, are not in paid
work because of family and care responsibilities
[18]. However, the availability of unemployed
women to provide this care is decreasing [12].
Women study longer and have professional
careers. They have children later in life, which
means theymay have to take upmany roles simul-
taneously: work, childcare and care for an older
parent. This is often only possible with the help of
formal care services and other types of support.

These changes in the timing of demographic
events such as marriage and childbearing bring
about changing family structures. Moreover,
Western societies are experiencing rises in divorce
and separation and declines in marriage and
childbearing. The number of children who can
share the care burden thus is lower and in families
with stepparents, the number of parents needing
help may be higher [13].

In many EU countries, the retirement age is
increasing. German research shows that when
women face an increase in their retirement age
and prolong their working lives, they provide sig-
nificantly less informal care. The probability of
caregiving is reduced by almost 6%, mostly driven
by a decrease in low-intensity care. The effects are
larger for (full-time) employed or highly educated
women [14].

Governments recognize the value of informal
care. In some places, informal care is even forma-
lized by rules and legislation. Informal carers are
conceptualized as ‘co-workers’ and receive pay-
ment in the form of cash-for-care schemes or
cash benefits. Many countries, regions and cities

(e.g. UK, Ireland, Flanders (Belgium), Helsinki)
have passed a type of ‘Care Act’ which intends
to reinforce the concept that there is a need for
recognition, support and valuing of informal care.
The change of policy from ‘de-familialization’,
with formal care services taking over caregiving
responsibility from the family to ‘re-
familialization’, where the family ‘takes back’ car-
egiving responsibility from the state in a context
of increasing need for care (as described before),
has an impact on informal carers. In a context of
cost containment, this policy change may also be
perceived as reinforcing family obligations and
responsibility to provide care [19]. These policies
seem to be making efforts to strike a compromise
between supporting and alleviating informal care
and enforcement of informal care. Enforcement,
however, may lead to overburdening and negative
feelings towards informal care or the person in
need of care. In the following sections of this
chapter, we focus on the role of informal carers
of people with dementia throughout the dementia
process and on evidence-based interventions that
may help them.

3 The Impact of the Stage
of Dementia on Informal Caregiving
Tasks and on Informal Carers
The process of dementia is accompanied by
a decline in functioning and an increase in limita-
tions in ability to carry out daily activities. As care
needs increase, the role of the family carers
becomes more and more important for allowing
the person with dementia to keep living at home.
In many cases, however, there comes a time when
the burden of care exceeds the care capacity of
the family, and a transition to a nursing home
becomes inevitable.

Family carers and informal carers in general
have knowledge and experience about the history,
desires and needs and personality of the person
with dementia, and they make the difference in
quality of life and quality of care for that person
when he is no longer able to easily express himself.
However, their role is also often neglected or
underestimated by government and the formal
care system. In this section, we describe different
aspects of family care throughout the stages of
dementia. We focus on important contributions
of family carers, as well as on risks of burden and
abuse.
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3.1 Different Caregiving Tasks at
Different Stages
Depending upon the stage in the dementia pro-
cess, the challenges have differing characteristics
and the burden has a different face. We differenti-
ate between the stage before the diagnosis, the
phase of diagnosis, the phase of living with
dementia and the end-of-life stage. Each stage is
characterized by specific needs and problems for
the person living with dementia and for the family
members.

In the phase before diagnosis, most persons
with dementia experience important changes in
their functioning. These changes can reflect many
physical or mental conditions such as physiologi-
cal changes of the body, chronic diseases and
effects of medication, loss of work or grief for
beloved persons who passed away, loneliness,
depressive feelings or depression and anxiety.
Very often normal changes in memory related to
emotional responses to these stressful situations
can be very similar to symptoms of an early stage
of dementia. Together with, among others, ignor-
ance, embarrassment or the idea that nothing can
be done anyway, this is one of the reasons why
a correct diagnosis is not easy and often delayed.
A comprehensive assessment of the characteris-
tics of functional and cognitive decline and the
sequence in worsening of mental conditions will
bring clarity about the diagnosis.

Very often, memory problems are most promi-
nent in this early stage: new information is
very difficult to process and it becomes difficult
to participate socially or to follow television
programmes. Daily life becomes difficult and
demanding. The experiences of persons with
dementia in this stage are well known because
persons with dementia themselves can testify.
They start to doubt themselves and experience
uncertainty, powerlessness, anxiety and despair.
Their reactions to these experiences take different
forms. Some people retreat from activities, while
others express anger and blame someone else for
what goes wrong. Still others behave as if every-
thing is okay – for example, by filling in the gaps in
their memory with fantasy or denying any pro-
blems. But overall, the phase of beginning demen-
tia for many is a period of continuous grief. This
grief is important in the process of saying goodbye
to what one loses, but at the same time allows one
to open up a new perspective [20].

The most nearby and trusted persons are
strongly involved in this process, and they have
an important role. Family carers share the uncer-
tainties of their beloved partner or elder, their
feelings of chaos and uncertainty, their anxiety
and their grief. At the same time, they acquire
responsibilities in caring for that person, whereas
the person himself often is not (yet) able to face
their care needs. Very often, well-intended offers
of necessary support or care are met with refusal.
This may lead to conflict and feelings of anger
towards the person with dementia. Family carers
in this stage need good access to information
about what the stages of dementia are and about
early signs of dementia, self-screening tools and
decision aids to help them decide whether to seek
help for a diagnostic assessment. They also need
information about the availability of support ser-
vices and of possibilities for connecting with peer
groups.

A timely diagnosis of dementia is very impor-
tant in order to exclude treatable causes of
cognitive decline and also to make sure that the
necessary support and care are planned and orga-
nized with shared decision-making that involves
the person with dementia and their family.
Unfortunately, very often a diagnostic assessment
is not administered until very late in the dementia
process, when cognitive decline no longer permits
or hinders involvement in decision-making pro-
cesses about future care. Particularly in persons
with early-onset dementia [21], migrants from
another cultural background [22] or patients
who have a pre-existing chronic cognitive disabil-
ity [23], the risk of non-diagnosis or very late
diagnosis of cognitive decline is very high.
Family carers have an important role in that diag-
nostic process. They are the first to detect alarm-
ing signs that may lead to early detection,
assessment and diagnosis. A thorough assessment
of their observations should therefore receive
ample attention in the clinical discussion with
a general practitioner (GP) or a geriatrician.

A timely diagnosis of dementia is important,
but not sufficient. It should be accompanied by
timely and professional communication about
the meaning of dementia, prediction of the care
needs and a process of advance care planning
(ACP) to anticipate the period of high-intensive
care needs and end of life. The European
Association for Palliative Care defines ACP as
a process which ‘enables individuals to define
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goals and preferences for future medical treat-
ment and care, to discuss these goals and prefer-
ences with family and healthcare providers, and
to record and review these preferences if appro-
priate’ [24].

De Vleminck and colleagues [25] identified
barriers and facilitators in primary care relying
to GP characteristics, perceived patient factors
or healthcare system characteristics. Hindering
factors include lack of skills to deal with patients’
vague requests, difficulties with finding the right
moment, the attitude that the patient should be
the one initiating ACP and fear of depriving
patients of hope. Factors facilitating initiation
of ACP in general practice are accumulated
skills, the ability to foresee health problems,
skills to respond to a patient’s initiation of
ACP, personal convictions about who to involve
in ACP and a long-standing patient–GP rela-
tionship. Since dementia gradually limits deci-
sion-making abilities [26], it is important to
discuss goals and preferences for future care at
an early stage with all stakeholders jointly. It is
important to understand the preferences and
wishes of the person with dementia in dialogue
with family members, so that in later stages
decisions can be taken on their behalf when
they have become unable to decide for them-
selves (see further on).

Family members share the anxiety and fear
that goes along with the symptoms of dementia.
Various emotions evolve during the different
stages of dementia: anger, frustration, sadness,
grief etc. [27]. The process of dementia brings
about important changes in their own lives as
well. This may also impede them in searching an
early diagnosis. When a diagnosis of dementia
becomes real, many things must be organized to
support the person with dementia in his daily
activities and to prepare the care environment
for the time to come. The involvement of informal
and professional carers must be organized, as well
as the coordination of home care. This entails
different aspects such as safeguarding, for exam-
ple, when the person with dementia drives or
remains at home alone. Making financial deci-
sions and using money are risky during that
time. There also is a risk for abuse or mistreat-
ment of persons with dementia, which can have
different faces: it can be physical, mental or
financial. In a situation where other people come
into their home, persons with dementia with

continuing vulnerability cannot protect them-
selves against harm or exploitation. For family
members, it is a real challenge to engage in activ-
ities that contribute to joint feelings of joy and
well-being such as walking, singing or participat-
ing in social or cultural events. In all of this, family
carers should be supported and informed in the
early stages. At the same time, anxiety and grief
can be very much present, which affects the men-
tal well-being of family carers.

3.2 Supporting a Person with
Dementia
Communication with a person with dementia
changes with the progress of the cognitive decline.
In the most advanced stage, contact will be more
and more without words and language. Other
senses such as tone of voice, music, eye and skin
contact, smell and taste will become more impor-
tant for making contact and creating positive
feelings of connection. This requires a good
understanding of the cognitive decline and of
how to interact in a creative and innovative way.
The so-called ‘behavioural and psychological
symptoms of dementia’ (BPSD) such as shouting,
(nightly) agitation or sleep problems are a huge
challenge for family carers. Later on, the care
needs include all activities of daily living such as
bathing, eating and drinking and getting dressed.
And of course this is very demanding for family
carers, who themselves often are older or part of
the ‘sandwich generation’ of working women with
(grand)children.

With the progress of cognitive decline, the
safety of the person with dementia becomes an
issue for care at home. Persons with dementia
cannot anticipate danger and are at risk for
accidents that harm themselves or other people
in their environment. Family carers are chal-
lenged to guarantee safety inside and outside
the home environment. The risk factors are
numerous: eating and drinking, medication,
movement, falls, dangerous substances, partici-
pation in the community, banking and financial
or administrative procedures, traffic, victimiza-
tion and abuse. It is essential for carers to find
an equilibrium between safety and overprotec-
tion. Quite often, well-intended and even neces-
sary interventions are rejected by the person
with dementia. A sophisticated communication
style is needed when offering help and for
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securing safety in a way that is perceived as
acceptable to the person with dementia. The
quality of the previous interpersonal relation,
as well as the understanding of dementia, com-
munication skills and emotional and practical
support, will contribute to the sustainability
of a good, caring relationship in the home
environment [28].

Nightly agitation and insomnia are fre-
quently occurring problems in home care for
persons with dementia. These affect the person
with dementia, as well as family carers who have
to wake up at night to address the needs of their
family member suffering from insomnia.
Insomnia and night-time agitation have many
faces: difficulties falling asleep, getting up at
night, walking around at night aimlessly, pacing
or engaging in unusual activities or waking up
others. Very often, these problems cause crises
that can lead to a transition of the person with
dementia to a nursing home. Besides causes
related to dementia (such as disorientation),
social factors (such as day-night rhythm in the
household) and environmental factors (such as
noise, light and temperature) are potential trig-
gers of insomnia which should be addressed.
Non-pharmacological solutions should be devel-
oped to better support and improve the quality
of life of patients and carers, both during home
care and in nursing homes [29].

As more problems arise and supervision
becomes exceedingly necessary, in many cases
the person with dementia fails to accept or forgets
the need for support. This again requires inspira-
tion for family members to acquire new styles of
communication for which they need role models.
The use of alarm systems and home automation
such as telemonitoring is increasing. This sup-
porting technology is in development, but the
actual use in practice for persons with dementia
has its limits: at a certain moment in time for
many families, care at home will be less contribut-
ing to the quality of life of all involved than care
in a well-organized and homely nursing home.
Unfortunately, such a nursing home is not avail-
able everywhere.

Family care for a person with dementia is
burdensome and at the same time rewarding in
many aspects. In optimal conditions, family carers
get sufficient access to necessary information con-
cerning what dementia is about. In many coun-
tries and regions, ‘expert by experience’ groups of

family carers have an important role in support-
ing these families. A lot of information and sup-
port is available in many ways: on the Internet, via
memory clinics, general practice, social services
etc. Besides the burden, caregiving can go along
with feelings of resilience, belonging to a group
and with receiving social support, respite care and
feeling satisfied by giving support.

Caring for someone with dementia is generally
not a choice. In most cases, there is no clear-cut
decision to start giving informal care. In the later
stages of dementia, caregiving often leads to high
levels of burden. Emotional burden is about feel-
ings of grief because of the loss of the partner,
parent, family member or friend and other pro-
blems such as feeling overwhelmed. Feelings of
guilt may arise when the caregiving burden
becomes too high and transition to a nursing
home becomes necessary. Sometimes the relation-
ship becomes very difficult when the cognitive
decline involves aggressive or socially unaccepted
behaviour. Many factors determine the sustain-
ability of dementia care such as the characteristics
of the carer and the person with dementia, their
(former) relationship, as well as the presence of
peer support and professional support [28, 30]. It
is important to help family carers in looking after
themselves, and in anticipating what will happen
later and how to deal with it.

When caring for a person with dementia
becomes too demanding and emotionally and
physically exhausting, it is important to get sup-
port in order to be able to cope with the situation.
Friends and family can be helpful, and so can
social and home care services or local support
groups. Many countries have available helplines
and assistive technology. In any case, the health
and well-being of the family carer is a point of
attention for the sustainability of care in the
personal environment.

3.3 A Broad Vision of Care and Support
Good care for older people with dementia is
focussed on quality of life or positive health rather
than on cure. The concept of ‘positive health’ as
defined by Huber [31] is ‘the ability to adapt and
self-manage in the light of life’s physical, emo-
tional and social challenges’. In the context of
dementia, this implies much attention is needed
to support mental well-being and social participa-
tion [32]. First and foremost, it helps the person to
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continue participating in society in the best pos-
sible way. Incorporating ordinary roles and
activities and gaining appreciation for them are
central. Initiatives such as dementia-friendly
municipalities can contribute greatly to this by
offering opportunities for inclusion in normative
activities outside the home. Supporting the indi-
vidual’s autonomy in everyday choices and in
dealing with the functional limitations they are
confronted with is a second important aspect of
good care. And thirdly, participation in social
and meaningful activities, such as maintaining
family ties, enjoying activities of interest and par-
ticipating in cultural or religious activities is very
important. It will be clear that the role of family
members and other proxies is very important here
[31]. In Section 4, effective interventions for psy-
chosocial support of family carers are described.

3.4 Advance Care Planning
in the Nursing Home
When the need for permanent supervision and
support grows to a 24–7 challenge, for some
home care is not possible anymore and the transi-
tion to a nursing home becomes an important topic
of discussion between all stakeholders. Advance
care planning for persons with dementia is a pro-
cess that should start as soon as possible after
diagnosis to make sure that the person is still able
to express their preferences and wishes. Ideally this
process will occur shortly after diagnosis if it hasn’t
occurred before then. Although ACP should have
happened long before the transition to a nursing
home, research shows it is still possible to initiate it
there if necessary [33–37], although it will be much
more difficult for the person with dementia to fully
express his or her wishes.

End-of-life care decisions are rarely driven by
the person with dementia [38]. In recent years, the
concept of shared decision-making (SDM) has
emerged to counter this trend [39, 40]. Shared
decision-making (see Chapters 11 and 12) is an
approach where clinicians and patients commu-
nicate using the best available evidence when
faced with the task of making decisions [41, 42].
Involving persons with dementia and their family
members in the decision-making process yields
several benefits, including an increased sense of
worth and an improved quality of life [43–45].

The intervention ‘We Decide’ (We Discuss
End-of-Life Choices) has been developed to

increase the level of SDM in ACP conversations
in nursing homes [46]. It supports three steps to
SDM [47]: creating insight into the availability
of multiple options (Choice Talk), providing
information on these options (Option Talk) and
discussing preferences while working towards
a decision (Decision Talk). The intervention con-
sists of two workshops of four hours each, in
which three modules are introduced, followed by
implementation support. It provides theoretical
information on ACP and SDM, role-play exercises
and the internal ACP policy. A homework assign-
ment between sessions allows the participants to
practise the three-talk model during daily conver-
sations with residents with dementia and their
family members. First results showed that the
context of the team, as well as the involvement
of persons with dementia and their families, can
be either facilitating or hindering factors in the
implementation of the training [48].

In a second study [49], the ‘We Decide’ inter-
vention was optimized by stimulating the discus-
sion of SDM in teams and by involving families
and persons with dementia more actively in the
communication. At the organizational level,
nursing home management needs to be com-
mitted to implement the intervention by partici-
pating themselves in training and by being
prepared to review and update their internal
ACP policies. Very important for a real imple-
mentation of SDM is an information campaign
for residents and families about the openness and
willingness for communication on ACP. Pocket
cards, stipulating three possible questions to ask
healthcare professionals, and posters, inviting
all stakeholders to participate in SDM, appear
to be important for sustainable approach in
practice [50].

Professionals in nursing homes sometimes
experience difficulties in providing residents and
family members with detailed information on
medical and care options, and instead rely on
GPs to supply this knowledge. Research on GPs’
attitudes and involvement in ACP [51–54],
however, indicates resistance of GPs to attend
ACP conversations. Consequently, when GPs are
absent, nursing home staff feel left on their own
and unable to provide sufficient insight to resi-
dents and family members. Since GPs are key
figures in the healthcare trajectories of persons
with dementia they could benefit from training
in ACP and SDM [55].
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3.5 Person-Centred as well as
Relation-Centred Care in Nursing Homes
The interpersonal relationship between family
carers and the person with dementia is a very
important aspect of care in nursing homes. It not
only contributes to opportunities for the mainte-
nance of nurturing relationships in the wider com-
munity as opposed to the previous traditions of
seclusion and total institutions [56], but also
being involved in the long-term relationships with
partners and family members may help to retain
long-term habits and memories of the person with
dementia. Partners, family members or friends also
have knowledge and understanding of the person
with dementia, which can help the professionals to
better understand and value the person as an indi-
vidual. Particularly at the stage in which the person
with dementia cannot express himself with lan-
guage, the people who knew him or her before
dementia struck are well placed to help translate
the ‘silent voices’. The professionals also can model
how to solve difficult relational situations or be
available to family and friends to share their feel-
ings of grief and mourning. By actively interacting
with the informal carers as well as the person with
dementia, professional carers can expand best
practices to the broader community, which can
lead to broader expertise and openness and accep-
tance for future persons with frailty.

4 Evidence-Based Interventions
for Supporting Informal Carers
To support informal carers of the person with
dementia, many supportive activities and pro-
grammes have been developed since the 1980s.
Initially, the focus was on support groups, respite
care and paid home care. Over the course of the
1990s and after 2000, the range became more
varied with, among other things, the possibility
of telephone support, specific training courses in,
for example, coping with stress, dealing with
behavioural and mood changes, communication
skills training, online courses, case management
and more comprehensive multicomponent inter-
ventions [57]. Also in the 1990s the first combined
intervention programmes, focussing on both the
person with dementia and family carers, were
developed [58–61].

There were several reasons for setting up
broader and more comprehensive support

programmes, including the fact that respite care
and support groups alone proved to have insuffi-
cient effect [62, 63]: informal carers indicated that
in addition to practical support, they also needed
help in learning to cope with their own emotions
and stress [64, 65]. The need for emotional sup-
port and interventions tailored to the individual
strengths, needs and wishes of informal carers
also played an important role in the further devel-
opment of composite, flexible programmes [60,
61, 66–68]. Carers differ in many ways and often
have different needs and problems, which cannot
all be solved with a ‘one-size-fits-all’ intervention
or support programme [69].

Over the past decades, many carer support
interventions and multicomponent programmes
have been evaluated on their effectiveness on
a range of carer outcomes, such as burden and
stress, knowledge, caring skills, mood, mental
health, physical health, self-efficacy, coping,
sense of competence, resilience, well-being and
quality of life. Here we provide a summary of the
evidence for effectiveness of the most widely used
interventions and programmes.

4.1 Respite Care
Regardless of the form in which it is provided (e.g.
home care, day care or temporary admission of
the person with dementia in a long-term care
facility), the results of some studies suggest that
respite care can offer temporary relief to the carer,
decrease behavioural symptoms in the person
with dementia and improve the mood of both.
A meta-analysis by Knight et al. [70] showed
that respite care has a significant influence on
the feelings of burden of the carer. This was con-
firmed in five of the eight studies on respite care
included in the review, which at the same time
demonstrated that not all respite interventions
were equally effective in reducing carers’ feelings
of burden. Conflicting evidence of effectiveness
was also the result of a Cochrane review [71] on
respite care which, based on (only) four studies,
had to conclude that current evidence does not
demonstrate significant benefits. However, the
authors emphasize that these results should be
treated with caution, as they may reflect the lack
of high-quality research in this area rather than an
actual lack of benefit.

A more recent review indeed showed that
family carers experience day care as a respite
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service and to some extent as support service,
improving their competence in caring for the per-
son with dementia [72]. Not only the quality of
the day care, but also the motivation of the family
carers to care for the person with dementia influ-
enced its use. The review suggested that to be
effective, day care also had to provide carers with
education, counselling and support and access to
information; moreover, the professionals’ exper-
tise and the quality of their relationship with the
persons with dementia affected the outcome for
carers [73]. Compared to standard day cares,
which focus only on the person with dementia,
integrated support programmes for people with
dementia and their family carers, such as the
Meeting Centres Support Programme (MCSP)
[74, 75], or a combination of day care and tele-
phone support showed increased feelings of com-
petence and confidence in carers [76] (see
Section 4.4).

4.2 Alzheimer Cafés
The concept of Alzheimer cafés, also known as
memory cafés, originated in the Netherlands in
1997 with the aim to provide people with demen-
tia and their relatives the opportunity to openly
discuss dementia and related problems, to receive
information and have contact with peers and care
and welfare professionals [77]. The cafés are orga-
nized monthly (2.5 hours) in community-based
settings, starting with coffee or tea, followed by an
interview with or presentation of an expert.
Participants are again offered drinks and music
and can exchange experiences and ask questions.
The meeting ends in an informal atmosphere.
The Alzheimer cafés have been widely replicated
in Europe and elsewhere, and have taken on
a variety of forms, including being organized by
and for carers and people with dementia without
including professionals.

While anecdotal evidence suggests the cafés
are enjoyed by all participants, little systematic
research has been done to evaluate their benefits
for people with dementia and informal carers.
Several qualitative studies suggest that the café
prevents social isolation, provides the opportunity
to exchange experiences with peers and to get
information on available services, facilitates rela-
tionship building within care dyads as well as with
other attendees, is perceived as a safe place where
the experience of dementia can be reformulated

and brings back a sense of normalcy to the carers’
lives [78–80], thus promoting attendees’ social
and emotional well-being [81]. The latter is con-
firmed in a recent pilot study of Merlo et al. [82],
who demonstrated that carers who joined the
Alzheimer café with their relative with dementia
benefitted from learning strategies for daily care
of the person with dementia, and in terms of
overall well-being, vitality and emotional burden,
compared to carers who did not participate in an
Alzheimer café. This is in line with findings from
a cross-sectional study which found significant
differences between attendees at Alzheimer cafés
and non-attendees in resilience and subjective
well-being [83].

4.3 Support Groups
The most common form of support for carers of
people living at home with dementia is the support
group. The core of the support group is that
informal carers share similar experiences with
peers and thus experience support and gain infor-
mation. Under the umbrella of the support group
concept, a wide range of interventions is used – for
example, groups focussed on education, groups
focussed on mutual emotional support (peer
groups), groups focussed on ventilating emotions
and groups focussed on coping with the stress
caused by the continuous pressure of care. Some
support groups are led by skilled professionals
and others are peer run. Of course there are also
combinations of these forms (see Section 4.6).

Research into support groups shows that they
have a small to medium effect on depression of
informal carers, and they can reduce the burden
and experienced stress to some extent. These
effects persist after the support groups have
ended [69, 84].

Studies into the effectiveness of the combined
MCSP showed that informal carers who partici-
pated in the discussion groups with other carers,
in addition to utilizing the social activity pro-
gramme for the person with dementia, experi-
enced a greater sense of competence after six
months than informal carers who received respite
care only by means of regular day care for their
next of kin [74]. The carers who participated in
the discussion groups also felt less burdened [74,
75]; 87% experienced emotional support from the
support groups and 85% felt they received useful
practical advice.
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4.4 Telephone Support
Telephone support enables carers to receive
customized information and support, tailored to
their individual needs in their own homes, at
a time of the day they prefer. This makes the
intervention easily accessible for a large group of
carers, including those who do not have services
available nearby or who are not able to travel, for
example, to support, counselling or education
groups. It also gives them the opportunity to
speak freely on the phone with an anonymous
professional carer [76].

Telephone support and coaching has proven
to be an intervention that on its own can reduce
depressive symptoms and meet the support
needs of carers [85], more specifically the need
for information and education, emotional sup-
port, referral to other sources of support within
the community and support that is easily accessi-
ble [86]. Van Mierlo et al. [76] showed that tele-
phone coaching was more beneficial than respite
care in reducing mental health problems in carers.
However, burden telephone coaching in combina-
tion with respite care (day care for the person with
dementia) proved more effective than telephone
coaching alone in improving the carers’ sense of
competence and decreasing their feelings of bur-
den. Also, a systematic review [87] showed that
telephone support combined with internet deliv-
ery of multicomponent interventions proved
more beneficial with regards to reducing depres-
sion and burden and increasing self-efficacy than
telephone coaching or internet support alone.

4.5 Case Management
Case management in dementia is defined in the
Dutch Standard of Dementia Care as:

The systematic provision of coordinated gui-
dance, care and support as part of the treatment,
by a professional, preferably the same person
from start to nursing home admission. This
professional is part of a (multidisciplinary) part-
nership targeting home-dwelling people with
dementia and their informal carers. The case
management professional is involved from the
start of the diagnostic process, as soon as the
person with dementia wishes, without unneces-
sary waiting times or waiting lists. The aim is to
involve case management on the basis of indivi-
dual needs of the person with dementia and
informal carer(s). These needs may vary over

time. Case management ends after admission in
a residential care setting for people with demen-
tia (such as a nursing home) by means of warm
transfer, or if the person with dementia dies. The
case manager offers after-care to the informal
carers after the death of the person with demen-
tia if desired. [88]

Although the implementation of case manage-
ment may differ in practice and between regions
and countries, the case manager is generally
a specially trained nurse or social worker with
knowledge and experience of dementia who acts
as a personal coach and visits people at home as
needed, thus gaining a good view of the situation.
A familiar, easily accessible and ongoing point of
contact is important because as the dementia pro-
cess progresses the needs for care change and
often become more complex.

Research into dementia case management is
still very limited. The efficacy of case management
among informal carers has been demonstrated in,
amongst others, two systematic literature reviews
[89, 90] and in a Dutch study among 13 regional
networks of dementia care chains [91]. Reported
positive effects include reduced feelings of strain,
depression and loneliness [89, 90], being better
able to deal with resistance, anxiety, anger and
confusion of the person with dementia, and
being better informed about dementia symptoms
and care and support options [91]. Also effects on
patients’ time of institutionalization were found
[90], as well as evidence of cost-effectiveness for
intensive case management [92]. No effects were
found on care burden or quality of life of the carer
in the Dutch study. On the other hand, after start-
ing with case management a significant change is
seen in care use (i.e. fewer visits to the general
practitioner, more use of home care and twice as
much use of day care or meeting centre) [91].

4.6 Skills Training and Therapies
Skills training and therapy programmes aim to
improve the skills of informal carers to the care
for a relative or friend with dementia. A great
variety of (psycho)educational programmes exist.
Some are aimed at providing basic knowledge
about dementia and its consequences in daily func-
tioning in order to help carers better understand
changes in behaviour of the person with dementia
and their functional disabilities. Others are
focussed on improving social and communication
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skills, providing cognitive stimulation, dealing with
behavioural and mood changes of the person with
dementia or coping with stress as a result of caring.

Research into programmes focussed on skills
training shows that they have a medium effect on
reducing the carer burden and a small effect on
reducing depression in informal carers [93], and
can improve their self-efficacy [94]. Only providing
information about dementia proves not to be ben-
eficial for the psychological health of carers. There
is excellent evidence for the (long-term) efficacy in
diminishing carer symptoms of individual beha-
vioural management therapy (six ormore sessions)
focused on the person with dementia’s behaviour
[95]. Programmes specifically aimed at carer com-
munication skills appear to increase these skills, as
well as knowledge about dementia. In addition,
there are some initial indications that these pro-
grammes can also lead to the reduction of depres-
sion in informal carers [96]. This also applies to
coping-based psycho-educational interventions,
individually or in a group, which teach informal
carers to use adequate coping strategies [95, 97].
Both emotion-focussed strategies [98] and pro-
blem-focussed strategies [99] can, depending on
the specific situation, have beneficial effects on
the mental health of carers. Individual interven-
tions appeared more effective than group interven-
tions [95].

Cognitive behavioural therapy proved effective
for increasing knowledge and caregiving-related
self-efficacy and decreasing dysfunctional thoughts
[97, 100], especially the ‘cognitive reframing’which
is an important element of this therapy and which
aims to decrease carers’maladaptive, self-defeating
or distressing cognitions about their relative’s
behaviour and their performance as a carer.
A systematic review andmeta-analysis on cognitive
reframing showed beneficial effects over usual care
for psychological morbidity (anxiety, depression)
and subjective stress of carers [69, 101]. This was
confirmed by a study of the ‘Learning to Become
a Family Carer’ programme, in which carers were
trained in cognitive reframing as a coping strategy,
which resulted in less psychological distress and
improved self-efficacy [102].

4.7 Internet-Based Support
Interventions
Internet-based support interventions are pro-
mising to meet the educational and support

needs of the increasing number of carers of peo-
ple with dementia in the coming decades at rela-
tively low costs. They vary from digital social
charts, providing information on health and
social services for people with dementia and
carers, online courses and coaching, online or
email support and information on a web portal,
web-based multimedia interventions with educa-
tional videos, educational and peer-support web-
site and chat forums, online stress management
training programmes, online training workshops
and videoconferencing [103, 104]. Recently
a web-based dyadic supportive programme,
FindMyApps, has been developed to train people
with dementia and carers to use tablets and
a selection tool to easily select apps for self-
management and meaningful activities that
match the person with dementia’s needs, inter-
ests and abilities [105]. It is expected that this
programme in addition to improving the self-
management and social participation of people
with dementia, will also positively impact the
sense of competence, self-efficacy and experi-
enced burden of their carers.

Regarding their aim, six categories of inter-
net-based support interventions can be differen-
tiated: interventions focussed on contact with
healthcare or social care providers, peer interac-
tion, provision of information, practical support,
decision support and psychological support.
Studies into their effectiveness have generally
low quality, which makes it difficult to generalize
their results. However, the studies suggest that
multicomponent interventions tailored to the
individual needs of carers can improve various
aspects of carer well-being, such as confidence,
depression, anxiety, self-efficacy and stress [103,
104]. Psychological support provided online
proved especially beneficial in improving carers’
mental health [104]. Provision of information
online proved also beneficial when part of a mul-
ticomponent intervention and tailored for the
individual [104]. Online contact with profes-
sionals is appreciated by carers because it pro-
vides easy access to personalized advice and
emotional support [104]. The effectiveness of
practical support for carers utilizing suitable
dementia-friendly apps that may promote self-
management and activities in people with
dementia is yet unknown, but early pilot
studies are promising and call for further
research [106, 107].
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4.8 Multicomponent Combined
Interventions
Over the past three decades, a variety of multi-
component combined support programmes for
people with dementia and carers have been devel-
oped and evaluated on their effectiveness [97,
108–112]. The components of such intervention
programmes vary from, for instance, respite care
at home, in a community centre or care setting, to
cognitive rehabilitation therapy or occupational
therapy for the person with dementia combined
with different types of support activities for the
carer such as psycho-education, individual assis-
tance or counselling, informative group meetings,
support groups aimed at education, skills training
and/or emotional support, cognitive behavioural
interventions, coping interventions, telephone
coaching or internet-based support interventions.
Some multicomponent programmes also include
dyadic interventions such as case management,
problem-solving classes, dyadic counselling and
recreational or pleasant activities for people with
dementia and their carers [111].

Several international systematic reviews have
shown that especially interventions which are
flexible and personalized, offer emotional and
social support in addition to practical support,
and provide support to both the person with
dementia and the carer are more effective in sup-
porting them both than interventions which do
not meet these characteristics [108–112].

A widespread, successful and proven effective,
multicomponent combined support programme
in the Netherlands (which has also recently
proved successful in Italy, Poland and England
as part of a European study) is the Meeting
Centres Support Programme (MCSP) [60, 74, 75,
113–115]. This programme, which aims to pro-
vide guidance in dealing with the consequences
of dementia and is theoretically based on the
adaptation-copingmodel [116], offers, in addition
to day activities in the meeting centre for persons
with dementia (one to three days a week), contin-
uous discussion groups, a series of monthly
information meetings and a weekly individual
consultation hour for informal carers, and social
activities such as outings for both. The support
activities are offered by a small permanent staff
and volunteers in an accessible, socially integrated
place in the neighbourhood such as community or
senior centres. Proven advantages of participating

in MCSP compared to regular day care without
an informal carer programme are reduced beha-
vioural andmood problems, increased self-esteem
and quality of life of the person with dementia and
less experienced strain, emotional impact of beha-
vioural problems of the person with dementia in
carers, as well as fewer psychosomatic complaints
in lonely carers. In addition, participation in
MCSP increases the experienced support and
sense of competence of informal carers [57],
enabling them to maintain care for longer. This
is shown, among other things, by the postpone-
ment of nursing home admissions (after six
months, only 4% of the participants in the meet-
ing centres were admitted compared to 30% of the
participants in regular day treatment). Recently
new elements were successfully added to the sup-
port programme (volunteer work for people with
dementia outside the meeting centre), and an
online course and telephone coaching for carers
who are not willing or able to follow the group-
oriented carer programme or of whom the relative
is not interested or willing to participate in the
meeting centre. This new individualized MCSP
resulted in a decrease of neuropsychiatric
symptoms and an increase of positive affect in the
persons with dementia after six months of inter-
vention, whereas carers experienced less emotional
impact of neuropsychiatric symptoms [117].

Another successful example of a multicompo-
nent intervention is the education and support
group for carers (six months) in combination
with case management and a professional support
network in Hong Kong [118, 119]. A multidisci-
plinary group including a psychiatrist, social
worker, case manager and researchers from the
School of Nursing of the Faculty of Medicine
listed intervention objectives based on dementia
guidelines and designed an information and psy-
chological support system linking case managers,
care services, professionals and referrers. Each
family was assigned one case manager who
formulated a multidisciplinary education pro-
gramme based on prioritized problem areas. The
programme consisted of 12 sessions in six months
with the following themes: orientation to demen-
tia care, educational workshop about dementia
care, family role and strength rebuilding, commu-
nity support resources, review of the programme
and evaluation. The casemanagers also conducted
home visits (every other week) and monthly
family health assessments. The programme
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improved quality of life of the carers and decreased
carer burden and psychological and behavioural
symptoms in people with dementia [110].

Several programmes offer integrated sessions
focussed on people with dementia and their carers,
such as occupational therapy at home, the Danish
Alzheimer Intervention Study (DAISY) and pro-
blem-solving training classes. Occupational ther-
apy at home provides carers with education,
problem solving and technical skills and advice
on simple home modifications (six monthly ses-
sions) to support the functioning of the person
with dementia, to reduce behavioural and mood
disruptions and reduce carer burden [120]. Some
occupational therapy programmes specifically
guide persons with dementia and carers in per-
forming prioritized meaningful activities they
want to improve (10 sessions in five weeks [121];
six home visits in four months [120]). Several stu-
dies showed that these occupational therapy pro-
grammes resulted in less depression in carers [120,
121] and fewer behavioural and psychological
symptoms in people with dementia [120].

The DAISY intervention [122] is a tailored
programme which involves seven counselling
sessions of which four or five families and carers
attend, along with a group education course about
dementia and its consequences with peer support,
telephone support, written information and
a journal. The intervention decreased depression
in carers and improved their quality of life.

Problem-solving classes involved taking practi-
cal steps to manage day-to-day problems caused by
the memory loss [123]. Dyads talked about trouble-
some situations, group leaders and other partici-
pants then made suggestions for managing these
problems, taking into account the individual situa-
tion (severity of memory problems, living arrange-
ments and personal resources). The classes met
twice a week for one and half hours during three
and a half weeks and resulted in a decrease of
depression, burden and emotional impact in carers
of behavioural and psychological symptoms of the
person with dementia [110, 123].

To conclude, meta-analysis has shown that
multicomponent interventions can reduce carer
depressive symptoms, decrease experienced bur-
den, reduce the emotional impact of symptoms
of dementia on them and improve their quality
of life [110], but can also reduce behavioural
and psychological symptoms in the person with
dementia. Although no significant differences

were found between combined/multicomponent
interventions and multicomponent interventions
focussed on carers only on most of the mentioned
outcome variables, overall it appears that com-
bined/dyadic multicomponent interventions are
more effective in reducing carer burden [110].
This is of course plausible taking into account
the interdependency of health and quality of
life of people with dementia and their family
members. However, studies in which the two
types of multicomponent interventions are
(directly) compared are required to provide
a definite answer on this. A good example of a
long-standing effective multicomponent inter-
vention specifically for carers of people with
dementia is the New York University Carer inter-
vention, originally developed by Mittelman in the
1980s and evaluated on its short-term and long-
term effects in several studies thereafter.

5 The New York University Carer
Intervention As a Specific Example
of a Successful, Evidence-Based
Multicomponent Intervention
The goals of the New York University Carer
Intervention (NYUCI) are twofold: (1) to improve
the well-being of the family carer, and (2) to
enable the carer to keep the person with dementia
at home as long as he or she wants to do so. The
NYUCI is a multicomponent intervention that
includes counselling, support and education for
both the primary carer and for other participating
family members. The intervention is individua-
lized to the needs of each family, includes the
primary carer as well as other family members, is
available when needed and as long as needed, and
is geared to the stage of dementia and the
strengths and limitations of the person with
dementia and the family carers. The content of
the sessions is based on the comprehensive intake
assessment and the input of participating family
members during counselling sessions, and
emphasizes support for the primary family carer.
It should be noted that, when the intervention was
developed in the 1980s, there was no agreed-upon
definition of the word ‘counselling’. In 2010,
however, a consensus conference agreed that
‘Counselling is a professional relationship that
empowers diverse individuals, families, and
groups to accomplish mental health, wellness,
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education, and career goals’ [124]. This definition
is consistent with the NYUCI vision.

The NYUCI is made up of several compo-
nents, each of which contributes to its success.
There have been several randomized controlled
trials of the intervention that have had clinically
meaningful results. All of the components are
necessary, and there is no evidence that removing
one or more components would be equally suc-
cessful. One can think of the totality of the com-
ponents of the NYUCI like a recipe for a cake – if
you leave out any of the ingredients, the cake is
not likely to end up as good as if you follow the
recipe exactly. Of course, after you’ve made the
cake several times, you may think of ways to make
it even better. This is the original recipe:

• A comprehensive assessment of the primary
carer.

• Scheduled individual and family counselling
sessions within a fixed period of time (four
months from the intake assessment).

○ One individual counselling session.

○ Four family counselling sessions.

○ A second individual counselling session.

• Continuous participation in a support group
that meets regularly (weekly in the original
study).

• Ad hoc counselling – telephone consultation
on request of carer or family member over the
entire course of the disease.

The first individual session serves several pur-
poses. Most importantly, the counsellor can tailor
the intervention to the needs, strengths and
limitations of the primary carer. Unlike a group
intervention, individual counselling can occur in
a time and place convenient for the carer. During
the first counselling session, the carer can estab-
lish a relationship with the counsellor that makes
it possible to seek further advice and support
when needed, as he or she is not asking for help
from a stranger. During the individual counsel-
ling session, emphasis is placed on the importance
of involving other family members or close
friends, and the carer is advised to think about
who he or she would like to involve in the four
family counselling sessions that follow.

The individual session is followed by four
family counselling sessions that include family or
close friends whom the carer has invited to parti-
cipate. Family counselling is the linchpin of the

NYUCI. While each family is different, and the
counselling is guided by the expressed needs of its
members, the general purpose of the sessions is to
create a support system for the primary carer that
can continue after the formal sessions are over.
Many issues can be addressed in these sessions.
Often, one ormore familymembers do not under-
stand that the person with dementia is ill. They
may visit only occasionally or by phone, and the
person with dementia can appear normal under
those circumstances. One goal of the sessions is
that all participating family members understand
that the person with dementia is ill. This may also
mean that he or she is no longer a sufficient source
of social support for the spouse or partner who is
now the carer. Family members learn about the
needs of the primary carer, while the primary
carer learns what kind of support other family
members would like to and are able to give.

After the four family sessions have been com-
pleted, there is a second individual counselling
session with the primary carer. This is a time for
discussing what has changed since the person
started with the NYUCI, whether the carer feels
more supported by his or her family and friends,
and what still could be improved. The intention is
for the family to continue to have the kinds of
conversations that occurred during the family ses-
sion, and that issues can be resolved without the
counsellor’s guidance. During this second indivi-
dual session, which is intended to occur within
four months of the intake assessment, the coun-
sellor advises the carer to join a support group
that meets regularly.

Support groups are an important part of the
NYUCI, as carers can provide each other with
ongoing emotional support and practical infor-
mation. Carers benefit from talking to others
who have gone through similar experiences, and
may be willing to discuss issues they are not com-
fortable discussing with their family members or
friends. They can also get information about how
to solve the problems they are currently facing
from people who have had similar problems.

As the study of the NYUCI began, it became
apparent that ad hoc counselling, or counselling
on demand, was an essential aspect of the NYUCI,
as it was another way to provide ongoing support.
Carers know that the counsellor with whom
they established a relationship through the indi-
vidual and family counselling sessions is available
for additional consultation when needed; the
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researchers found that this could be provided by
phone or email. It meant that carers could receive
help without leaving home. Since the effects of
dementia change over course of illness; when
a new problem arises, help is available. Family
members who had participated in the family
counselling were also able to use this service.
And in a crisis, there is someone to call.

The first randomized controlled trial began in
1987. Between August 1987 and February 1997,
406 carers were enrolled. All carers in this study
were spouses or partners of the person with
dementia. These carers were followed and pro-
vided ad hoc counselling until they dropped out
of the study, or until two years after the death of
the person with dementia. There was a less than
5% dropout rate among carers whose relative with
dementia was living at home, and some carers
participated for as long as 18 years. This yielded
a unique longitudinal database for analysis.

The intervention showed a long-lasting effect on
carer depression. The first publication that reported
on the first 200 participants described that in the
first year after intake, the control group became
increasingly more depressed while the treatment
group remained stable, and that the differences
between the two groups became significant at the
8-month follow-up and increased by the 12-month
follow-up. Interestingly, although changes in
depression were small for most carers, there were
dramatic changes in a significant minority of carers
by 12months after intake. Among the 22 carers who
became at least seven points less depressed by the
12-month follow-up, 15 (68%) were in the treat-
ment group, while among the 22 carers who became
at least seven points more depressed by the 12-
month follow-up, 16 (73%) were in the control
group, a statistically and clinically significant differ-
ence (Chi square = 7.4, p < 0.05) [124].

In a later paper, the results of analysis of out-
comes for three years after intake with the larger
sample of 406 carers were reported. After
one year, 29.8% of carers in the enhanced treat-
ment group had symptoms of clinical depression,
compared with 45.1% of those in the usual care
control group. Three years later, carers who
received the NYUCI were found to still exhibit
fewer symptoms of depression, on average, than
those in the usual care control group [125].
An examination of the relationship between neu-
roticism, as measured by the NEO five-factor
inventory, and the impact of the NYUCI on

depression showed that carers who were high in
neuroticism showed a worse longitudinal course
of depression compared to those low in neuroti-
cism. However, the treatment had an impact on
carer depression, regardless of neuroticism score.
Those low in neuroticism responded to treatment
with declining levels of depression, whereas those
high in neuroticism maintained their baseline
level of depression with treatment [126]. The
intervention also reduced carer depressive
symptoms and burden during the transition to
a nursing home, even if this transition occurred
many years after enrolment in the study [127],
and persisted through bereavement as well [128].

In another evaluation that included the full
sample of 406 carers over the first four years
after intake, the NYUCI significantly reduced the
severity of the carers’ stress reaction to behaviour
problems of the person with dementia, despite the
fact that the intervention did not affect the fre-
quency of these behaviour problems [129]. Carer
physical health was another important outcome
of interest. Carers who received the NYUCI had
significantly better self-rated health and fewer ill-
nesses than control group carers, and this signifi-
cant difference was maintained for two years after
enrolment [130].

Findings of a mediation analysis suggest that
social support resources are at the core of the
impact of the NYUCI. The outcomes observed
were largely due to improvements in social sup-
port. Increased satisfaction with the social support
network mediated a significant proportion of the
intervention’s impact on carer depression and
changes in carer stress appraisals. The number of
support persons, satisfaction with the support
network and support persons’ assistance with car-
egiving all increased significantly as a function of
the intervention [131]. Further exploration of the
impact of social support revealed that higher
levels of emotional support, more visits and hav-
ing more network members to whom carers felt
close were all individually predictive of longitudi-
nal changes in social support network satisfaction
and that individuals in the intervention group
reported higher levels of satisfaction with their
social support network over the first five years
of the intervention than those in the support
group [132].

In 2006, sufficient data were available to exam-
ine the impact of the NYUCI on nursing home
placement over a 12-year period. The intervention
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postponed nursing home placement of the
person with dementia for a median time of
557 days compared to the usual care control
group. Increased satisfaction with social support,
reduced carer depression and a greater tolerance
for patient behaviour accounted for 61% of the
enhanced intervention’s beneficial impact on
delaying the placement of patients into nursing
homes [133]. Thus delaying placement was not
accomplished at the expense of the carer’s well-
being. Carers in the treatment group were not
only able to keep their spouses at home with
them longer, but as a result of the intervention
they also had greater tolerance for patient
memory and behaviour problems, improved satis-
faction with the support provided by family and
friends and fewer symptoms of depression.

One particular value of the long-term funding
of the study of the NYUCI is that it made it
possible to follow the progress of carers well
beyond their intensive counselling period.
Because the control group received ad hoc coun-
selling and felt connected to the programme, they
continued to participate in follow-up evaluations
for many years, as did those who received the full
intervention. Many of the effects of these thera-
peutic interventions are not felt immediately. For
example, the two groups of carers began to show
significant differences in their depression symp-
toms only after about 10 months had gone by
since they enrolled in the study. The NYUCI has
now been used in many locations in the United
States. Findings have been replicated in rando-
mized controlled trials in the USA, the UK,
Australia and Israel. The results have also been
replicated with adult child carers.

Many carers and their families requested help
in locations where no NYUCI providers had been
trained and certified. There also was a demand
for family counselling for families who didn’t all
live in the same location. For example, sometimes
adult children might live in the northern states
of the USA, while their parents had retired to
warmer climates in states like Florida or Arizona.
Sometimes counsellors would include distant
family members by telephone, although that was
not in the original protocol. In response to these
requests, training for online counselling using
videoconferencing was developed. Reports
from counsellors suggest that this modality can
make family meetings much more accessible.
In Virginia, a translation to online counselling,

while not a randomized controlled trial, had posi-
tive results. The Virginia adaptation, FAMILIES,
found similar results to those of the in-person
study [134]. The online intervention had equal or
greater benefits to caregivers than the in-person
intervention, improving burden, depression and
ability to manage reactions to the behavioural
symptoms of dementia Moreover, the telehealth
version overcame some of the common barriers
to involvement in carer interventions (lack of
time, distance to facility, transportation etc.).

6 Conclusion
While the value of informal care for persons with
dementia is unquestionable, it is not self-evident
that this type of care is sustainable in our current
society. Governments stimulate informal care, often
with a cost-containment motivation, but informal
care will only remain feasible if support is available
for the carers themselves. The tasks they perform
change as the dementia process changes, and so
does the burden they perceive. Evidence-based
interventions, either singular or multicomponent,
are available. They have proven positive effects. The
costs associated with these interventions will easily
be gained back as they diminish carer burnout and
postpone nursing home admissions and avoid hos-
pitalization of the person with dementia.
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Chapter

8
Risk Factors and Non-Pharmacological
Prevention of Dementia
Rudi D’Hooge, Ann Van der Jeugd, Sebastiaan Engelborghs, Frans
Boch Waldorff and Mathieu Vandenbulcke

1 Introduction
The quest to find a treatment for dementia is
increasingly overshadowed by the search for risk
factors and prevention. The World Health
Organization (WHO) Ministerial Conference on
Global Action against Dementia ranked preven-
tion and reduction of risk highest among the top-
ten research priorities to reduce the global burden
of dementia by 2025 [1]. This shift towards
prevention of dementia not only gains support
amongst researchers, it also attracts the attention
of policymakers and is becoming the focus of
worldwide public health interventions. In the pre-
sent chapter, we review the factors and measures
that contribute to and promote healthy ageing.
First, we want to distinguish between prevention
and rejuvenation, and endorse the former strategy
to mitigate the impact of dementia. We argue that
prevention remains the most sensible course
of action given the lack of effective treatment,
and discuss the modifiable risk factors identified
so far. We specifically address social isolation
and loneliness given their importance from
a psychological and societal perspective. Next,
we describe prevention strategies followed by an
overview of non-pharmacological interventions
with increasing evidence of their effectiveness.
We conclude that changing lifestyle might be an
effective way to enhance tolerance to dementia
and senescence in our ageing populations, but
also represents one of the most formidable
psychosocial and societal challenges.

2 Healthy Ageing without
Rejuvenation
Even pop icons, who once hoped to die before
they got old, now prefer to postpone death as
long as possible. Indeed we find individuals and
modern societies progressively unprepared to

accept demise and senescence (i.e. the physical
and mental decline that often attends ageing).
Some people spend huge sums on unsupported
remedies to reverse the effects of ageing. However,
as we argue here, enhancing disease tolerance
and prevention, in many different forms, is still
the most sensible means to avert senescence and
dementia. Compared to previous generations,
many more elderly people nowadays maintain
their quality of life, which indicates that healthy
ageing can be achieved by prevention and lifestyle
changes [2]. We are consequently convinced that
the widespread implementation of these measures
should feature prominently on our global public
healthcare agenda.

Notably, the focus on prevention and healthy
ageing is significantly different from the cause of
rejuvenation activists, who want to ‘cure’ ageing.
One of the most eloquent exponents of this anti-
ageing movement, theoretical gerontologist
Aubrey de Grey, tried to convince scientists as
well as policymakers to reject the purportedly
ageist opinion that accepts that we should get
sick and die at a certain age [3]. Many people
indeed feel that decline and dying are inevitable
and essential aspects of our biology, and think
that it would be disastrous to have people live
much beyond their present lifespan (to which de
Grey retorts that we have insufficient knowledge
about our fertility and the planet’s carrying
capacity to know this for sure).

Even though de Grey found a lot of support
among affluent baby boomers, many scientists
regard his anti-ageing ideas as mere wishful
thinking [4]. In a widely publicized debate at the
2012 meeting of the Oxford University Scientific
Society, he discussed the possibility and desirabil-
ity of using biomedical technology to have people
live longer by repairing the molecular and cellular
damage that attends increasing age. De Grey
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thinks much of this technology is already available,
which he proposes to combine in a therapeutic
programme (Strategies for Engineered Negligible
Senescence (SENS)). His SENS Research
Foundation wants to ensure public access to these
SENS remedies. However, many neuroscientists
doubt the potential of engineered treatment of
senescence, and would call de Grey’s programme
a distraction. They consider the SENS programme
utterly unrealistic, given the vast range of age-
related diseases and the complexity of the ageing
process. Defeating one cause of ageing would just
have it replaced by another one, demonstrating
that ageing is a multisystem and multifactorial
process, an essential aspect of living.

Many experts agree that prevention and non-
pharmacological interventions are still much
more preferable than treatment, when it comes
to ageing or age-related ailments such as demen-
tia. We are still a long way from curing disorders
of ageing or brain pathologies that cause dementia
[5, 6]. In fact, no age-related neurological problem
can be effectively treated for the moment. Even
critical scientists, notably including board
members of the SENS Research Foundation,
have conceded that it remains impossible to
reverse the damage of ageing. While arguing for
further support to rejuvenation biotechnology,
movements such as de Grey’s might bolster com-
placency and misguided action of their own mak-
ing. Rejuvenation ideas could distract from efforts
to influence people change their lifestyle and
habits in order to prevent senescence and demen-
tia, rather than hope for some hypothetical cure.

3 Modifiable Risk Factors
for Dementia
Dementia is one of the most important concerns
in contemporary healthcare and social care. Some
people are more at risk to suffer dementia in old
age than others, which has been attributed to
factors such as gender, genetics and ethnicity.
Inheriting dementia directly is rare (e.g. through
a single gene mutation), but genetic factors are
thought to play some role in almost all cases of
dementia. The most important risk factor is age,
which can obviously be neither modified nor pre-
vented. However, there is growing awareness
among experts that a considerable proportion
of risk factors for dementia could very well be
modifiable. Such modifiable risk factors could be

important targets for preventive measures.
However, dementia is a syndrome caused by var-
ious pathologies, from cerebrovascular through
neurodegenerative (such as Alzheimer’s disease,
frontotemporal dementia, dementia with Lewy
bodies) or mixed aetiology (as is often the case
in elderly patients). About half of all dementia
cases are supposed to be attributable to
Alzheimer’s disease that is presently often diag-
nosed in its prodromal stage of mild cognitive
impairment. Preventive measures could thus
delay further decline and conversion to dementia
proper (i.e. secondary prevention, as interven-
tions may only start after the occurrence of the
first symptoms; see later in this chapter).

Prevention of dementia will have to take its
etiological heterogeneity into account. For the
time being, many dementias cannot, or can be
only partially treated by available medication.
There is some symptomatic treatment for
Alzheimer’s disease (that has positive effects in
dementia with Lewy bodies as well), whereas no
treatment is currently available for frontotem-
poral dementia. Despite formidable international
research efforts, experts tend to be ambiguously
optimistic about the possibility of disease-
modifying therapeutics for Alzheimer’s disease.
Even if disease-modifying therapies eventually
become available, they are unlikely to render pre-
vention or tolerance enhancement obsolete. An
extensive commission report in the journal
Lancet reviewed the proven impact of modifiable
risk factors for dementia [7, 8]. The authors found
that about 40% of the identified risk factors could
actually respond to prevention (see Figure 8.1).
Risk factors that can be influenced by available
medication include cardiovascular disease, dia-
betes and midlife hypertension. Although the
evidence is still insufficient for firm conclusions
and guidelines, it was shown that several of
the modifiable risk factors could be or have the
potential to be significantly influenced by non-
pharmacological intervention.

It is a relatively recent concept to implement
lifestyle as a modifiable risk factor for dementia.
For example, a National Institutes of Health
(NIH) expert panel concluded in 2010 that the
association of lifestyle with dementia was not con-
vincing, whereas merely three years later, the G8
World Dementia Council called for international
focus on prevention by lifestyle modification. And
again, two years later, the Alzheimer’s Association
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concluded that there was compelling evidence to
support the role of modifiable risk factors for
dementia. In 2019,WHO launched a global action
plan for the public health response to dementia.
One of the targets was primary prevention, based
on the popular adage that ‘what’s good for your
heart is good for your brain’. Some of the risk
factors for dementia are indeed also cardiovascu-
lar risks, such as current or midlife smoking, mid-
life obesity, hypertension and diabetes. Also
notable is the relationship with emotional health,
prompting healthcare organizations to promote

projects that enhance psychological and emo-
tional well-being in the elderly. It is clear from
this that prevention andmanagement of dementia
should be multidisciplinary, implementing bio-
medical, psychosocial and societal strategies to
address the wide scope of factors involved.

Not surprisingly, many modifiable risk factors
for dementia are interconnected and eventually
linked to impaired brain function. For example,
diabetes mellitus increases inflammatory responses
and causes high blood glucose concentrations,
which are associated with vascular risk factors

Less education

Hearing loss

Traumatic brain injury

Hypertension

Alcohol > 21 units per week

Obesity

Smoking

Depression

Social isolation

Physical inactivity

Air pollution

Diabetes

5%

4%

4%

2%

2%

8%

7%

3%

2%

1%

1%

1%

Presently
non-modifiable

60%

Potentially
modifiable

40%

Early life

Midlife

Later life

Figure 8.1 Different modifiable and
non-modifiable risk factors for
dementia. Modifiable risk factors at early
life, midlife and late life could be
important targets for interventions that
do not aim to cure, but to attenuate or
prevent the occurrence of risk factors
and enhance tolerance to unavoidable
risks. Adapted from [8].
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and neurodegeneration. Oxidative stress and
inflammation impair cognition and are associated
with Alzheimer brain pathology. Hypertension,
a very significant systemic risk factor, can lead to
vascular brain damage as well, which may ulti-
mately lead to brain atrophy and neurodegenera-
tion. Obesity is linked to prediabetes andmetabolic
defects, which can also enhance Alzheimer neuro-
pathology. Smoking has decreased in many coun-
tries, but remains a prevalent and important risk
factor classically linked with cardio- and cerebro-
vascular disease. Although some reports suggest
that light drinking of alcohol reduces the risk of
cognitive decline, excessive alcohol consumption is
clearly associated with brain damage and increased
risk for dementia. Besides the direct neurotoxic
effect of alcohol, heavy drinking is often associated
with nutritional deficiencies and traumatic brain
injuries that impact brain health. Clinical depres-
sion could be a risk factor too, but there is still
debate whether it is an actual risk for Alzheimer’s
disease or rather a prodromal symptom. However,
there is some support for a pathophysiological con-
nection, because depression does induce brain
dysfunctions that have been associated with
dementia, and some antidepressants decrease
Alzheimer brain pathology in animal models.

Intriguingly, decreased sensorial input (e.g.
caused by impaired hearing or vision) could be
a risk factor as well. Hearing loss has indeed
been recently recognized as a major risk factor
for dementia. Whether it is a modifiable factor
depends, among other things, on its presently
equivocal role in the pathogenesis of dementia,
since age-related vascular pathology could
cause both dementia and peripheral hearing
loss. Even mild hearing loss appears to increase
progressively the risk of cognitive decline in
later life and dementia, but it remains to be
shown whether correction of hearing could
actually prevent dementia. There is some evi-
dence that traumatic brain injury or impaired
sleep could be risk factors as well, but their
pathophysiological mechanisms remain
unclear. Environmental factors such as air pol-
lution are thought to play a role too, and there
is epidemiological evidence that people living
near highways have a slightly higher risk to
develop dementia. This association could be
attributed to socio-economic factors, since
houses near to highways might be cheaper.

More generally, the risk for dementia could
be linked to social inequality. The COVID-19
pandemic has again demonstrated that healthcare
accessibility and exposure to unsafe environments
are influenced by people’s socio-economic status.
Some risk factors for dementia, such as social
engagement, living environment and education,
are closely entwined with the broad societal and
socio-economic context. Living near busy roads
or exposure to specific pollutants has been shown
to affect the risk for dementia, or even the course
of Alzheimer pathology, in vulnerable individuals.
The effect of education on the chances of experi-
encing cognitive decline in older age has been
suspected for quite some time already. The afore-
mentioned Lancet panel found that low educa-
tional attainment, defined as a lack of secondary
school education, makes people vulnerable to cog-
nitive decline because it reduces their ability to
maintain their capacities despite brain pathology
(i.e. cognitive reserve and tolerance to neuro-
pathology, see later in this chapter). It is still
unclear whether higher education (after second-
ary school) and bilingualism, which putatively
contributes specifically to cognitive reserve, afford
additional protection.

Notably, the intricate interaction between
cognitive reserve and disease tolerance on one
hand, and a healthy and active lifestyle on the
other, appears to be crucial to maintain cognitive
health in old age [9]. A consortium of public
health researchers from different European
countries, Japan and the United States observed
a decline in the incidence and prevalence of
dementia in recent times [10]. Prevalence has
been steadily increasing during the past decades
due to increasing life expectancy. A similar trend
in some developing countries has been attributed
to increasing life standards. It has been difficult
to determine exactly why this curve is now flat-
tening. Possibly improved living conditions,
education and healthcare influence physical,
mental and cognitive health positively, thus
reducing the risk of dementia in later life.
Improved education and higher life standards
indeed go hand in hand with a healthier lifestyle.
In fact, some public health initiatives might
have – rather inadvertently – contributed to pri-
mary prevention of dementia by this panoptic
assumption that ‘what’s good for your heart is
good for your brain’.
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4 Pathophysiology of Social
Isolation and Loneliness
There is increasing awareness about psychosocial
factors and stress in emotional and cognitive
health. The importance of a supportive and caring
social circle at any stage of life has been well
established. Also, the impact of physical factors
such as hearing loss has been attributed to sec-
ondary psychosocial dysfunction and ensuing
depression. Social isolation and loneliness appear
to be associated with increased risk for dementia.
Researchers at Harvard Medical School suggested
that loneliness might actually be an early symp-
tom of Alzheimer’s disease. In a study using PET
brain imaging in cognitively normal older indivi-
duals, they found an association between loneli-
ness and cortical amyloid burden [11]. However,
people’s circle tends to decrease as they age, and
older people regularly feel lonely. Social isolation
often leads to stress and inactivity, which could
aggravate depression and cognitive decline.
Therefore, social isolation might actually be
a prodrome of dementia as well as part of the set
of interacting risk factors that increase the risk
of depression, hypertension and coronary heart
disease (all risk factors for dementia). The afore-
mentioned Lancet panel concluded that the
impact of social isolation as a dementia risk factor
could be similar to that of physical inactivity and
hypertension [7].

Social isolation and loneliness are fundamen-
tally distinct [12, 13], but both could be linked to
(a higher risk of) cognitive decline and a faster
rate of decline. The conceptual and mechanistic
difference between social isolation and loneliness
and their impact has not been clearly made by all
researchers. Social isolation indicates that an indi-
vidual is physically alone, which can be quantita-
tively measured and defined as an objective lack of
social contact and stimulation. Social isolation
was found to raise the risk of morbidity and
mortality with a similar or higher factor as high
blood pressure, smoking, alcohol abuse, sedentary
lifestyle and obesity [7]. Loneliness is a complex
subjective feeling that depends on how a person
evaluates communication with others or experi-
ences isolation. Loneliness leads to hypervigilance
to social threat and concerns about social rejec-
tion, and eventually, social avoidance and anxiety.
Increased desire to connect with others and
heightened sensitivity to social threats negatively

impact cognitive ability [14, 15]. Research at the
University of Leuven detailed the negative effects
of loneliness on attributions, self-evaluations and
self-efficacy [16]. Social cognition becomes
impaired by isolation episodes that could further
impoverish social interaction and hinder connec-
tion, which aggravates the condition and could
render loneliness intractable to intervention.

The late social neuroscientist John Cacioppo
(1951–2018) and his associates at the University
of Chicago studied the effects of loneliness
on general health and brain function most exten-
sively [14, 15]. They confirmed that the experi-
ence of social connection, vital for human
survival and welfare, is explained by subjective
judgement and not the objective presence of
others. Loneliness is often associated with
unhealthy conditions such as sedentary life-
style, hormonal changes, lower quality of
sleep and impaired daytime functioning, and
vascular defects. Cacioppo’s prospective studies
in elderly individuals without dementia demon-
strate that loneliness, fewer close relationships
and being unmarried all contributed to cognitive
decline and/or risk of dementia. The harshness
of social pain is illustrated by the observation
that it shares brain and hormonal mechanisms
with physical pain and stress [17]. Cacioppo
and associates hypothesized that loneliness
dysregulates the biological stress response,
which includes activation of the hypothala-
mic–pituitary–adrenal (HPA) axis. Convergent
with this putative pathophysiological mechanism,
social isolation and/or loneliness were shown to
increase cortisol levels, lower glucocorticoid recep-
tor sensitivity and increase pro-inflammatory and
lower anti-inflammatory processes.

Hypothalamic–pituitary–adrenal dysregulation
has specifically been shown to affect the functions
of the hippocampus, a region that plays a central
role in cognitive processes. Hippocampal atrophy
is a well-established characteristic of both non-
pathological and pathological cognitive decline.
Dysfunction of the hippocampus and related
brain regions diminishes brain reserve, which
could increase vulnerability to cognitive ageing.
Recent research indicates that chronic social stres-
sors also inhibit the generation of new neurons in
the adult brain (i.e. adult neurogenesis). The func-
tional role of adult neurogenesis remains a matter
of debate, but it has been linked with cognitive and
emotional functioning. Notably, the different steps
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in adult neurogenesis are known to be affected by
stress, and specifically by HPA axis dysregulation.
Fewer neurons can mature and integrate in stress-
ful conditions. In fact, stressors experienced in
adulthood are among the best-known suppressors
of adult neurogenesis.

5 Models and Modes of Prevention
Canadian psychologist Stuart MacDonald and
associates propose a multidisciplinary model for
the management of dementia [18]. It largely relies
on the integrated non-pharmacological approach
of healthcare workers as well as social and com-
munity professionals. Given the complexity and
the scope of the modifiable risk factors for demen-
tia, the implementation of extensive preventive
strategies is likely to benefit from such an
approach. The team proposed byMacDonald pro-
vides integrated or parallel care from various
healthcare workers and social service agencies as
well as professionals from outside traditional
healthcare. It consists of nurse practitioners, phy-
sical and occupational therapists, nutritionists
and social workers, neuropsychologists and phy-
sicians from different medical specialties (e.g.
neurology and geriatrics). Non-pharmacological
prevention strategies that could be implemented

by such a team include cognitive, psychosocial
and physical interventions in a variety of settings
(e.g. domestic or institutional) and modalities
(e.g. individual or collective).

Other models include disease-oriented
approaches in specialized memory clinics. Notably,
the importance of a strong primary healthcare
approach by competent general practitioners
(GPs) has been elaborated by one of the present
authors [19–21] (see Figure 8.2). It is an essential
component of dementia care, and one of the most
prominent venues to achieve personalized preven-
tion and health equity. For the majority of medical
decisions, the GP tries to include patient prefer-
ences, which may be significantly different from
a specialist approach. This particularly involves
decisions about prevention, diagnosis and therapy
for chronic conditions such as dementia. In hospi-
tals, diseases stay and people come and go, whereas
in general practice, people stay and diseases come
and go. General practice often defines itself in terms
of relationships, especially the GP–patient relation-
ship. These relationships are instrumental to con-
nect the generalizations of biomedical science to the
unique individual experience of illness and disease.
They could be essential to attain the lifestyle
changes that decrease the risk of dementia.

Primary Secondary

Interventions that aim to prevent
dementia

Interventions to detect dementia
early and prevent it getting worse

Quaternary Tertiary

Interventions that prevent harmful
effects of needless diagnostic or
therapeutic procedures

Interventions that improve quality
of life and reduce symptoms in
patients with dementia

prevention

Figure 8.2 Different preventive
interventions can help people maintain
functional capacity in old age. The concept
of quaternary prevention is relatively recent.
It refers to the protection of patients against
invasive healthcare interventions that may
do more harm than good.
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Enhancement of disease tolerance and preven-
tion of risk factors could both reduce the risk
of dementia. Tolerance, a concept derived from
infectiology, refers to an individual’s ability to
limit the impact of disease, whereas preventive
interventions aim to prevent a disease from occur-
ring or worsening. Primary prevention includes
measures that aim to prevent people from getting
a disease to start with, whereas secondary preven-
tion includes interventions to detect a disease
early and prevent it from getting worse. Tertiary
prevention refers to interventions that improve
quality of life and reduce the symptoms of
a present disease. The concept of quaternary pre-
vention was introduced by Belgian physician
Marc Jamoulle, essentially to protect patients
against over-medicalization andmedical invasion.
The concept could definitely be generalized to
multidisciplinary therapeutic or preventive inter-
vention in general. Jamoulle’s model of four cate-
gories of prevention implements the distinction
between disease (a pathophysiological construct)
and illness (the subjective experience of poor
health). Danish physician John Brodersen rede-
fined quaternary prevention as actions to protect
individuals from interventions that may do more
harm than good [22].

The concept of quaternary prevention should
be kept in mind by every healthcare professional,
but it may be especially relevant in the prevention
of dementia. A growing number of studies
report a high prevalence of comorbidity in older
people with dementia as well as the use of multiple
prescription medication (i.e. polypharmacy).
Healthcare services are typically organized
around single conditions, leading to people with
multiple conditions often receiving fragmented
care that may lead to polypharmacy. Comorbidity
and polypharmacy may affect cognition, physical
function as well as survival in individuals with
dementia. Both are more prevalent in the poor
population than the affluent. Also, both are typi-
cally addressed in general practice, further con-
firming its crucial role in prevention as well as
management of dementia.

6 Non-Pharmacological
Interventions
Pharmacological interventions intended to cure
neurodegeneration continue to fall short in clin-
ical trials. It is often assumed that anti-amyloid

therapies could halt or even prevent Alzheimer’s
disease, but the failure of potential anti-amyloid
strategies, even in the earliest symptomatic stages,
suggests that Alzheimer pathophysiology is more
complex than previously thought [23]. A major
issue in experimental therapeutics research may
also be that patients enrolled in trials are already
too far progressed and irreversibly damaged.
Notwithstanding advances in symptomatic man-
agement, dementing diseases cannot be cured or
significantly modified at present. The focus has
therefore shifted to tolerance enhancement, or
preventive efforts that target the asymptomatic
stage, before the onset of significant decline.
Prevention remains the preferred intervention
strategy in treatable disorders such as heart
disease or diabetes. It is almost certainly so that
prevention and enhancement of disease tolerance
will continue to be relevant and even preferable,
even if modifying treatments for dementia
become available. It has been noted that moder-
ately delaying functional decline in brain function
could already make a significant difference. In
fact, a delay of just a single year in disease pro-
gression has been estimated to result in up to
9 million fewer cases by 2050 [24].

Few non-pharmacological interventions
received such wide support as physical exercise
[25]. Mayo Clinic neurologist Ronald Petersen
said in a television interview that ‘regular physical
exercise is probably the best means we have of
preventing Alzheimer’s disease today, better
than medications, better than intellectual activity,
better than supplements and diet’. The famous
Belgian nonagenarian and Nobel laureate
Christian de Duve (1917–2013) explained his
putative magic bullet to avert dementia in a 2004
interview: ‘Most importantly, never stop . . . just
keep going . . . Continue, both physically and
mentally . . . As long as you have the physical
capabilities, it is possible.’ Physical inactivity has
been shown to be a major modifiable risk factor.
People who exercise are more likely to remain in
good health, both physically and mentally.
Prospective studies do demonstrate that physical
activity protects against cognitive decline at
a more advanced age, but sceptics argue that
there are still no controlled trials to support the
preventive action of physical activity, and that
exercise alone may not be sufficient.

Exercising in midlife is associated with
a reduced risk for dementia, which suggests that
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it could enhance tolerance or have neuroprotec-
tive effects (e.g. by promoting release of neuro-
trophic factors and reducing vascular pathology).
Animal studies do support a causal link between
exercise and decreased risk of developing
Alzheimer-like neuropathology as well as cogni-
tive decline. Physical exercise has been shown to
improve cognitive and behavioural performance
in high-risk individuals. It also reduces falls and
improves mood in elderly people, which has defi-
nite health benefits. Compared to other preven-
tive interventions, physical exercise moreover has
the advantage of being attainable and low cost,
and does not have negative side effects of any real
importance. Almost certainly, various mechan-
isms are involved in the putative beneficial effects
of physical exercise, including effects on cardio-
vascular integrity and oxygen supply, and release
of neurotrophic factors that enhance neuronal cell
survival. Notably, exercise could benefit stress
management and reduce the deleterious effects
of stress.

The importance of social isolation and lone-
liness as risk factors for dementia emphasizes the
importance of social engagement of older people,
both for their physical and mental health. They
may indeed be modifiable risk factors, but there is
presently no evidence that improved or enhanced
social functioning prevents, or protects against
dementia. This might be attributed to largely the
same factors playing a role in social isolation and
cognitive decline alike. It is certain that social
isolation is entwined with a large variety of health
risks, as reflected by its association with mortality.
However, once a state of isolation is reached, it
may become an unfortunate downward spiral.
It may be difficult for isolated individuals to
reconnect, as poor social cognition hinders social
integration. Consequently, the effectiveness of
resocialization approaches is equivocal. According
to some animal studies, isolation-induced beha-
vioural, neurochemical and cardiovascular changes
can be reversed by resocialization. Other studies
found that resocialization reverses isolation-
induced defects only partially at best, with espe-
cially persistent effects of isolation in early life.

Intellectual enrichment and education have
been shown to be important to enhance tolerance
or even act as primary prevention of cognitive
decline. A research consortium at the Mayo
Clinic examined the effect of a lifetime of intellec-
tual enrichment, defined by educational and

occupational attainment as well as late-life cogni-
tive activity, in individuals with a genetic risk to
develop Alzheimer’s disease [26]. They found
that cognitive impairment was delayed by more
than eight years in their high-enrichment group,
which indicates that being cognitively active could
enhance the tolerance to or prevent the occurrence
of decline. Whether cognitive activity could also be
a therapeutic or secondary preventive procedure is
still debated, but accumulating evidence steadily
indicates that it might be cost-effective. A few ran-
domized controlled trials indicate that cognitive
intervention could enhance tolerance in elderly
persons or prevent further cognitive decline in
patients diagnosed with Alzheimer’s disease [27].
A 2013 systematic review found some indication
that global cognitive functioning improved after
intervention, but no effects were observed in
other functional domains. A later systematic
review assessed 47 different trials and found indi-
cations that cognitive training using a reality orien-
tation approach, moderately improved cognition
[28]. Reality orientation helps patients reconnect
and re-engage using conversational techniques that
repeat environmental information to the patient.
We refer to other chapters in this volume for
examples of other psychosocial interventions with
beneficial effects.

The benefits of a healthy diet have been widely
endorsed by public health experts. The list of diets
and (expensive) food supplements with putative
effectiveness in averting age-related pathology is
exceedingly long. Double Nobel laureate Linus
Pauling (1901–94) spent a large part of his latter
years to endorse the supplementation of large
doses of antioxidants to prevent infections,
cancer and old-age morbidity. Anecdotally,
Pauling lived to a ripe old age in relatively good
physical and mental health. Unfortunately, most
of these regimes have not been evidence based;
some have actually been demonstrated to be non-
effective or harmful. Dale Bredesen, an Alzheimer
researcher of the University of California at Los
Angeles, proposes a more elaborate personalized
programme that includes recommendations
regarding diet, supplements (including antioxi-
dants), exercise, sleep and cognitive activity [29,
30]. Bredesen’s Metabolic Enhancement for
Neurodegeneration (MEND) programme is cer-
tainly based on scientific insights and research
about the factors that contribute to ageing and
neural degeneration. His pilot study in a small
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group of patients with mild cognitive impairment
suggested a sustained positive effect on functional
performance, but a more extensive trial is needed
before the programme can actually be scientifi-
cally and medically recommended.

7 Enhancing Tolerance
and Influencing Lifestyles
Tolerance refers to an individual’s ability to limit
the impact of ageing andmaintain functional capa-
city in old age. Several authors have written about
the ways age-related functional decline can be
compensated and proposed procedures to enhance
tolerance. The scaffolding theory of ageing and
cognition (STAC), expanded by psychologists
Patricia Reuter-Lorenz and Denise Park, refers to
compensatory processes that help the older brain
counteract age-related neural and functional
decline [31]. Cognitive training, education and an
active lifestyle could engage or potentiate these
processes to enhance the tolerance of the ageing
brain to functional decline and morbidity.
Obviously, this should be combined with other
interventions that promote healthy ageing, prevent
risk factors and disease, and increase well-being
and life expectancy.

There is a vast literature about diets and life-
style programmes with putative health benefits.
Many of these recommendations are not based
on scientific evidence. Some are ideologically or
commercially inspired. In general, health experts
propose to maintain a strong social network,
refrain from smoking, exercise regularly and
eat healthy, and consume moderate amounts of
alcohol. It has been established that risk factors
such as vascular disease, high blood glucose,
oxidative stress markers and inflammation are
positively influenced by low dietary intake of
meat and dairy and high intake of fruit, vegeta-
bles and fish. The aforementioned Lancet panel
decided not to examine dietary factors for
dementia, but indicated that these factors could
be important [7]. Consequently, no expert pre-
sently doubts that aspects of lifestyle represent
important and potentially modifiable risk factors
for dementia, but the way they could be sustain-
ably influenced by intervention is still debated
(see Figure 8.3).

Role models can present unrealistic goals to
some, but help others to imitate healthy beha-
viours and demonstrate the sustainability and
gratification of behavioural change. Luigi
Cornaro (1464–1566) is one of the most famous

COGNITIVE TRAINING
EDUCATION
LIFESTYLE
EXERCISE

F

U

N

C

T

I

O

N

A

C

A

P

A

C

I

T

Y

L

AGING/MORBIDITY TOLERANCE

Figure 8.3 Various measures such as cognitive training, education, lifestyle changes and exercise could enhance tolerance to the
possible morbidity that results from ageing. Tolerance thus refers to an individual’s ability to limit the impact of ageing and maintain
functional capacity in old age.
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historical centenarians, who is still frequently
cited to illustrate the health benefits of lifestyle
changes [32]. For a Renaissance-era Venetian,
living to an advanced age in good health was
exceedingly rare. In several texts about lifestyle
that he started writing from the age of 83,
Cornaro promotes his decision to break with
his professedly hedonistic lifestyle that left him
increasingly exhausted and in poor health.
Around the age of 40, he decided to devote himself
to a ‘sober and regular life’, and switched to a strict
and specific calorie-restriction diet. Cornaro also
meaningfully testifies that he was able to maintain
a cheerful and active state of mind, reporting
enthusiastically that ‘when [leaving] the table,
[he] must sing, and after singing, [he] must
write’. He clearly derived a lot of gratification
and pleasure from his changed lifestyle.

Unfortunately, most of us find changing our
habits and state of mind much more challenging.
Convincing and supporting people to change their
lifestyle has been notoriously difficult. For example,
programmes for weight loss and physical activity
typically lead to attrition and relapse to old habits
[33]. Some primary caregivers and public health
experts have been quite hard-lined and taxing,
which may make patients feel guilty and does not
promote sustainable behavioural change. Harvard
neurologist Alvaro Pascual-Leone said in a 2017
Wired Magazine interview that ‘It’s true that we
lose abilities as we get older, but I believe that most
of that loss is driven by a lack of effort to sustain
brain fitness. We’re lazy, we don’t get out of our
comfort zones, we stop learning new things.’

We should revise our approach to influencing
lifestyles. Patients who fail to show health
improvements with primary healthcare counsel-
ling might be referred to specialized intervention.
More sustainable lifestyle changes were shown to
benefit from personalized interventions, beha-
vioural training and cognitive restructuring that
help people focus on flexible, realistic expecta-
tions and health improvements [33]. It should
also be emphasized that changing lifestyle is not
only an individual responsibility and should
be supported by environmental changes (e.g.
stairs instead of elevators, advertising policies).
Influencing lifestyle and promoting health involve
psychological, social and societal processes that
help to adapt long-held attitudes and opinions
to prevailing scientific insights. The gradual and
beneficial alterations in lifestyle during recent

times seem to be related to attitudes and opinions
that view healthy lifestyle as socially acceptable
and rewarding, rather than a punitive interrup-
tion of a more pleasurable way of life.

8 Conclusion and Disclaimer
Dementia has stopped being a late-life concern.
In the present chapter, we endorse a life-course
approach to enhance tolerance and prevent
dementia, which is increasingly embraced by
scientists, clinicians and policymakers alike. It
is based on an actionable model of dementia
and senescence prevention that would be cost-
effective and converges with established public
health programmes. It relates to central societal
issues (such as social inequality and pollution),
and translates to multidisciplinary professional
interventions tailored to the individual. There is
a central focus in these models on factors that
contribute to healthy ageing. In many countries,
private and governmental healthcare organiza-
tions are starting campaigns to raise public
awareness about the relationship between lifestyle
and dementia. For example, the Flanders Centre
of Expertise on Dementia distributed a
SaniMemorix medicine box to regional pharma-
cies (see Figure 8.4). It was styled as ‘a vaccine
against dementia’, but contained a list of sugges-
tions about healthy lifestyle. The implementation
of interventions that mitigate the risk of dementia
gives an interesting sense of control over
a condition that is characterized by loss of control.

Although these initiatives are promising and
laudable, we need to remain cautious about the
actual, evidence-based efficacy of prevention.
Few putatively preventive interventions are
based on robust scientific evidence, and the
experimental methodology of randomized con-
trolled trials cannot involve environmental or
psychosocial risk factors such as pollution or
education. It often remains exceedingly and frus-
tratingly difficult to distinguish a dementia pro-
drome from a risk factor (e.g. this would require
long follow-up, whereas most studies cover less
than 10 years). It also becomes increasingly
clear that neurodegenerative disorders such as
Alzheimer’s disease have a long preclinical
phase with largely undetermined behavioural
markers or signs. For instance, an 18-year fol-
low-up study failed to provide robust evidence
for a protective association between leisure
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activities and dementia, but pointed to declined
participation in preclinical dementia [34].
Furthermore, there is considerable heterogeneity
in terms of causes of dementia and their corre-
sponding preventability. Early-onset dementia
caused by frontotemporal degeneration has
a significant genetic component, and is therefore
unlikely to respond much to preventive inter-
vention. As well, it becomes increasingly clear
that the causative mechanisms underlying
Alzheimer’s disease differ considerably between
subjects, with modifiable risk likely related to age
of onset. This nuance is seldom mentioned in
public campaigns, and could lead to false hope
and frustration. Finally, we think that overesti-
mating the efficacy of prevention could unjustly

hold patients personally responsible for their
condition. In many cultures, especially in socio-
centric ones (see Chapter 1), dependency on
others is often considered shameful, particularly
so when deemed preventable.
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From ‘The Mother of the Muses’

Tony Harrison

And home? Where is it now? The olive grove
may well be levelled under folds of tar.
The wooden house made joyful with a stove
has gone the way of Tsar and samovar.
The small house with 8 people to a room
with no privacy for quiet thought or sex
bulldozed in the island’s tourist boom
to make way for Big Macs and discotheques.

Beribboned hats and bold embroidered sashes
once helped another émigré forget
that Canada was going to get his ashes
and that Estonia’s still Soviet.
But now the last of those old-timers
couldn’t tell one folk-dance from another
and mistakes in the mists of his Alzheimer’s
the nurse who wipes his bottom for his mother.

Some hoard memories as some hoard gold
against that rapidly approaching day
that’s all they have to live on, being old,
but find their savings spirited away.
What’s the point of having lived at all
in the much-snapped duplex in Etobicoke
if it gets swept away beyond recall,
in spite of all the snapshots, at one stroke?

If we are what we remember what are they
who don’t have memories as we have ours,
who, when evening falls, have no recall of day,
or who those people were who’d brought them flowers.
The troubled conscience though’s glad to forget.
Oblivion for some’s an inner balm.
They’ve found some peace of mind, not total yet,
as only death itself brings that much calm.

Excerpt from ‘The Mother of the Muses’ by Tony Harrison
Published by Faber and Faber Ltd. Reprinted by permission of the publisher.
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Chapter

9
An Empowering Dementia Environment
Jos Tournoy, John Keady, Mythily Subramaniam, Aline Sevenants,
Chantal Van Audenhove, Iris Van Steenwinkel, Ann Heylighen and
Maarten Van Den Bossche

1 Introduction
People with dementia flourish best in an environ-
ment adapted to their specific needs, the latter
resulting from any impact of their condition.
This environment contains different aspects and
situates itself on different levels, discussed in this
chapter by a multidisciplinary panel of authors.
This diversity in authorship and specialism cap-
tures some of the opportunities and challenges in
developing an optimal environment for people
with dementia.

The chapter starts with a consideration of
what makes an enriched environment of care for
persons with dementia. This is tackled by review-
ing the work of Mike Nolan and colleagues in
the United Kingdom and the development of
relationship-centred care and the Senses
Framework which, we argue, provide the context
for an enriched environment of care. This section
includes a case study on care home practice.

Next, features of architectural design for people
with dementia both in residential care homes and in
community-dwelling settings are discussed, touch-
ing upon the importance of the physical environ-
ment in relation to dementia care and well-being.
The chapter thenmoves to consider the importance
of dementia-friendly communities and the societal
aspects of dementia in relation to the person with
dementia. This is demonstrated by an interesting
case study of Singapore and introduces the role of
technological innovation, an evolution taking up
a fast-growing role in our society, specifically in
the healthcare domain. Technology has a large
potential influence on the environment in which
we live and on our interaction with this environ-
ment, and we discuss this by elaborating on differ-
ent aspects of healthcare technology for dementia.

Sleep disorders and night-time agitation, com-
monly occurring during the course of dementia,

could also largely be influenced by environmental
aspects. Because of the importance of sleep, we
close this chapter by describing the interrelation
between sleeping problems or night-time agita-
tion and the environment, as an example on how
the environment can impact this interrelation.

2 Enriched Environments of Care
for People Living with Dementia

2.1 From Person-Centred Care
to Relationship-Centred Care
The development of relationship-centred care [1]
was a response to the person-centred care move-
ment kick-started in the United Kingdom in the
late 1980s by the social psychologist Tom Kitwood
and his colleagues at the BradfordDementia Group.
Tom Kitwood’s work culminated in 1997 with the
publication of his seminal book Dementia
Reconsidered: The Person Comes First [2] as the
author died the following year at the still desperately
young age of 61.

Enhancements to the vision and values of
person-centred care have been taken forward
since this time by other commentators. One of
the most well-known was Dawn Brooker and her
work on the ‘VIPS’ model [3]. As an acronym
VIPS stands for: value of all human lives, indivi-
dualized approach recognizing uniqueness,
Seeing the world from the perspective of the ser-
vice user and a social environment that promotes
well-being. The acronym acts as an easy-to-
remember mnemonic for front-line practitioners
working with people living with dementia and
showcases the essential elements of person-
centred care. Brooker and Latham [3] have also
extended the reach of the VIPs model to challenge
the prevailing culture of care home attitudes and
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to highlight the importance of ‘getting person-
centred care into everyday practice’ (p. 24).

Recently, in an editorial for Aging & Mental
Health by Myrra Vernooij-Dassen and Esme
Moniz-Cook [4], the authors suggested that per-
son-centred care should ‘not only be directed at
compensating for what people with dementia can-
not do, but also at facilitating their interests, plea-
sure and use of their capacities’ (p. 667). This
positive and affirmatory view of person-centred
care has formed a foundation of policy and practice
architecture in dementia care around the world.

As an illustration, in the United Kingdom, the
most recent National Institute for Health and Care
Excellence (NICE) dementia guideline published in
2018 (see www.nice.org.uk/guidance/ng97
(accessed 13 January 2021)) dedicated a section on
the principles of ‘person-centred care’ which
included ‘respecting the individuality of people
living with dementia’ and ‘acknowledging the
importance of the person’s perspective’ (p. 10).
Importantly, the shared principles were seen to
underpin the whole of the dementia guideline and
its communicated evidence base, thereby providing
an accessible frame of reference for clinical practice.

On one hand it is indisputable that person-
centred care has driven dementia care and studies
forward over the past 30 years and has made
a significant contribution to the betterment of
people with lived experience. On the other there
has been a growing concern that the lexicon and
meta-narrative of person-centred care is too
inward-looking and promotes a culture of indivi-
dualism, self-reliance and personalization. This
dichotomy was picked up in a comprehensive
review of the literature on this topic area [5]
which also concluded that person-centred care
does not fully grasp the complexities of everyday
life for people with dementia, especially when that
life is situated within an embodied, relational and
societal context. Moreover, the literature review
also reported that person-centred care is presently
conducted in a theoretical vacuum and that its
evidence base is still to be fully tested.

An alternative model of care that embedded
itself within a more relational, fluid and nego-
tiated context was put forward by Mike Nolan
and his colleagues working mainly from the
University of Sheffield in the United Kingdom
[1]. This approach drew on work conducted in
the United States of America by the Tresolini and
Pew Fetzer Task Force in the mid-1990s [6] where

the Task Force were asked to consider how to
create a healthcare system that could meet the
future needs of the American population.

In sharing their findings, the Task Force sug-
gested that instead of a focus on acute care –where
most funding and services were targeted, a reality
that is not confined to the United States
of America – that designing services to meet the
needs of people living with long-term conditions,
which obviously includes people living with
dementia, was the national priority. To do this,
members of the Task Force argued that a comple-
tely new philosophy of care was needed, one they
termed ‘relationship-centred care’. To support this
new direction, the Task Force [18] described the
importance of relationships in the following way:

[R]elationships are critical to the care provided by
nearly all practitioners and a sense of satisfaction
and positive outcomes for patients and practi-
tioners. Although relationships are a prerequisite
to effective care and teaching, there has been little
formal acknowledgement of their importance and
few formal efforts to help students and practi-
tioners learn to develop effective relationships in
health care. (p. 11)

In promoting this more holistic vision of health-
care, the Task Force focussed on several areas: the
social, economic, environmental, cultural and
political contexts of care; the subjective experi-
ence of illness; and the reality that relationships
develop between practitioners, patients, families
and the wider community. Moreover, the Task
Force suggested that it was the interaction
between these factors that should lie at the heart
of a healthcare system based on relationship-
centred care and that relationships form the
‘foundation’ of any therapeutic or curative activ-
ity. Refreshingly, the Task Force also recognized
that the concept of relationship-centred care was
still emerging and that further work was needed to
put the concept into practice in ways that ensured
an appropriate balance between the needs of
everyone involved in healthcare relationships.

2.2 The Senses Framework as a Basis
for an ‘Enriched Environment of Care’
The Senses Framework [1] provides one way of
achieving this balance whilst also acknowledging
that, in the United Kingdom at least, the health-
care system extends to include services and
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support provided by social care (see www
.scie.org.uk/dementia (accessed 13 January 2021)).
This is important, as it is social care that offers the
main post-diagnostic support for people living
with dementia and their families, such as care in
care homes and/or in the community through the
provision of walking, art and singing groups.

That said, the early ideas that informed the
Senses Framework were developed at around the
same time as the Task Force report in the mid-
1990s, especially the publication of the book
Understanding Family Care [7] by Mike Nolan
and his colleagues, one of whom was John Keady,
one of the co-authors of this chapter. This work
argued for a more multidimensional and longitu-
dinal appreciation of caring relationships and that
in paid care, it was essential to see care as both
a positive choice and a rewarding experience.

This focus on staff well-being had previously
been picked up by Tom Kitwood [2], who sug-
gested that care was essentially about the main-
tenance of personhood for people living with
dementia and that for ‘good caring’ to take place,
it was vital for care staff to explore their own well-
being and repair any past harmful events in their
own lives. As Tom Kitwood went on to explain,
failure to do this would result in care provision
for people living with dementia not being person-
centred and/or of good quality as care staff would
be attempting to ‘rescue’ the person with demen-
tia from being ‘victims’ of their diagnosis, rather
than creating an authentic interaction based on
equality, mutual respect and trust.

Towards the end of the 1990s, Mike Nolan
picked up on the arguments about the importance
for healthcare and social care providers to create
a positive environment for all residents in long-term
care (whatever their diagnosis or diagnoses) in
order to ensure that the needs of frail older people
were adequately met and that those providing care

could experience feelings of job satisfaction and
well-being. He suggested that in a positive long-
term care environment older people should experi-
ence six ‘Senses’ [1]:

1. Achievement: to be able to achieve valued
goals, to feel that your efforts are valued

2. Belonging: to maintain important
relationships and to feel part of a valued group
or community

3. Continuity: to be able to create links between the
past, the present and the future, to experience
consistent care delivered by known people

4. Purpose: to engage in valued activities, to have
something to ensure the meaningful passage of
time

5. Security: to feel safe physically, psychologically
and existentially

6. Significance: to feel that you, who you are and
what you do in some way ‘matter’ to others
who are important to you.

However, Mike Nolan also argued that if staff were
to create such an environment for older people
then they too have to experience the ‘Senses’ for
themselves [1]. So, for example, staff need to feel
secure in their terms of employment and safe to
raise any concerns they might have about stan-
dards of care. They have to feel they belong, not
only to a staff team or group but also to a wider
community of practitioners, something that is hard
to achieve in many long-term care environments
where staff turnover is often very high, compromis-
ing Senses of belonging and continuity.

During this and later studies an environment
in which the Senses were met for all the major
stakeholders, and not just one group such as older
people or staff, was termed an ‘enriched environ-
ment of care’ [8] whosemain elements are shown in
Figure 9.1.

Person with
long-term
condition

Staff Family
carers

Students Neighbourhood/
Community

Achievement

Belonging

Continuity

Purpose

Security

Significance

Senses

Stakeholder Figure 9.1 The components of
an enriched environment of care.
Adapted from Keady and Nolan
[8]
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The matrix on Figure 9.1 includes ‘students’ as
it has been demonstrated that if students experi-
ence an enriched learning environment during
their clinical placements, they are far more likely
to choose to go and work with older people than if
they experience an impoverished environment
where the Senses are not created. Similarly, the
matrix includes a column on the Neighbourhood/
Community space as there is also much that
could be done to ‘enrich’ the neighbourhood and
community environment in which people with
dementia and their families primarily live. This
is because current strategies developed to account
for the everyday lives of people with dementia that
take place in public spaces such as streets, shops
and civic amenities, and in care homes, are mainly
positioned within a neighbourhood location but
are rarely seen as part of that community.

We now share some pilot work that started to
construct an enriched environment of care in
a care home for people living with dementia.
This brief case study is taken from a previously
published report [9] where John Keady was a key
contributor. It must be emphasized, however, that
this case study is only intended to give an idea
about how an enriched environment of care,
underpinned by relationship-centred care and
the Senses Framework, can begin to emerge.

2.3 Case Study
This case study is taken from a Bupa–funded
study [8, 9] that involved two care homes in the
north-west of England. One was a ‘for profit’ care
home whilst the other was a ‘not-for-profit’ care
home. The overall aim of the pilot practice devel-
opment project was to develop a staff education
programme that reflected the importance of rela-
tionships and provided participating staff with an
opportunity to identify how they might produce
an enriched environment of care using relation-
ship-centred care and the Senses Framework. The
project was called the Senses in Practice (SiPs)
training programme and received all necessary
ethical approval for its conduct and reporting
(IRAS reference number 09/H1302/43).

The not-for-profit care home described in this
case study had five ‘houses’ that allowed
specialist care and attention, including to
residents with dementia, with a total capacity of
150 residents. Four houses were registered for

nursing care and one house was registered for
dementia nursing care. The care home had
single-occupancy rooms and offered several
different facilities on site, such as hairdressing.
The day and timing of the session were
negotiated with each care home in order to
ensure maximum staff attendance and minimum
disruption to the home. John Keady conducted
each of the eight sessions of training in this care
home along with a colleague from the University
of Manchester, Dr Caroline Swarbrick.

Each training session focussed on a different
Sense and was structured as follows:

Session 1: Knowing why we care. Focus:
understanding the values and skills we bring to
caring. Completion of an attitudes and values
questionnaire.

Session 2: Creating a sense of achievement in
everyday practice. Focus: understanding what
makes people happy in their lives.

Session 3: Creating a sense of belonging in
everyday practice. Focus: understanding the
meaning of home.

Session 4: Creating a sense of continuity.
Focus: the use of life story work.

Session 5: Creating a sense of purpose in
everyday practice. Focus: understanding how
we each define purpose in our everyday lives.

Session 6: Creating a sense of security in
everyday practice. Focus: feeling safe with
those around you.

Session 7: Creating a sense of significance in
everyday practice. Focus: the use of memory
chests.

Session 8: Putting it all together. Focus:
highlighting and summarizing achievements.

Through this approach, staff attending the one-
hour training sessions developed a ‘Creating the
Senses for . . . ’ booklet which could be completed
by residents, families and staff in order to enrich
the environment of care and everyday life. The
purpose of the booklet was to offer insight into
a resident’s current and past life, such as hobbies,
holidays enjoyed and so on. The booklet was then
located in the resident’s room, giving the resident
a sense of ownership and empowerment.
Moreover, during the training sessions, the value of
sensory and memory boxes was discussed and
staff showed a keen interest in pursuing these
ideas. Posters were displayed around the care
home inviting staff, family members, members of
the local neighbourhood and visitors to
donate sensory items, particularly those with
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a reminiscence theme. Underpinned by the Sense
Framework and the SIPs example in this case study,
a focus on relationship-centred care started to
build an enriched environment of care based on
local custom, knowledge and practice.

2.4 Future Directions for
Relationship-Centred Care
Nichola Hatton [10] has taken forward some of
the ideas of relationship-centred care and has
argued that wider social, environmental and cul-
tural factors are also very important. Here, Hatton
is developing ideas around the person with
dementia’s relationships with non-human arte-
facts, for example, through (i) familiar sounds
and smells of the care home, and how a sense of
belonging can start to be engendered through this
sensory exposure, and (ii) the use of and access to
familiar material possession(s) to help give the
person a sense of security.

This addition helps to provide newdirections for
relationship-centred care and the Senses Framework
and enables the work to continue to grow and
evolve, much as Tresolini and Pew Fetzer Task
Force [6] first envisaged in the mid-1990s.
However, many new possibilities exist to develop
an enriched environment of care informed by rela-
tionship-centred care and the Senses Framework
and it is hoped that this contribution will help to
inspire and enhance such future directions.

3 Insights into Living with
Dementia: Five Implications
for Architectural Design

3.1 Studying Architectural Design
for People with Dementia
Researchers recognize the physical environment’s
potential in the context of persons with dementia.
Multiple studies address architectural design
for people with dementia (e.g. [11]). However,
the fact that architects adopt the available scien-
tific evidence only rarely [12] raises questions
about its adequateness as design knowledge.
Three possible limitations can be discerned:

1. Common discourses on quality requirements
of housing and care for people with dementia

address issues like personalization, privacy,
hominess, scope for ordinary activities and
small scale. To scientifically underpin the
importance of such issues, the prevailing
research on architectural design and dementia
starts from a ‘traditional’ world view, which
differs from the rich array of world views
shaping environmental design [13].
Architectural features can be objectively
correlated with behaviour disruptions and
other outcomes in people with dementia [14],
while the aforementioned environmental
issues cannot be completely objectified as they
reflect human values – the emancipation of
people wanting to be valued as individuals, to
continue their own life as much as possible
and to participate in society [12]. By leaving
little room for the voice of people with
dementia and for individual human values to
be taken into account, the prevailing research
neglects clearly defining the phenomena
studied. The resulting lack of robust theory
development in environmental research [15]
may hinder adoption of the findings by
architects/designers, who prefer insight into
why and how architectural features may affect
people [16].

2. Prevailing studies may fail to uncover how and
why people use spaces the way they do [17].
They provide little insight into experiences of
living with dementia within the environments
studied. Such insight, however, is indispensable
to leverage the built environment’s potential in
supporting people in their daily lives.

3. Research outcomes specify insufficiently the
physical environment studied [18]. Moreover,
rather than addressing form and spatial
organization [14], most studies deal with
colour, signage and style of furniture. While
affecting people’s experiences, such features
are secondary to architects’ core business of
organizing form and space [19, 20]: how
spaces provide enclosure, interrelate and
constitute a coherent whole.

These limitations highlight the importance of giv-
ing voice to people with dementia, offering insight
into their experiences and daily life and bringing
findings closer to architectural design. In this
chapter, we explore how the built environment
could support people with dementia in orientat-
ing in space, time and identity. Insight into living
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with dementia is provided, implications for archi-
tectural design are highlighted and potentials and
limitations of the adopted approach are discussed
[21]. This paragraph is based upon ethnographic
case studies. Iris Van Steenwinkel collected and
analysed data around three cases: two in private
housing about Frances (77 years old) and Mary
(47), and one in Woodside Residential Care
Facility, with a focus on three residents, Irene
(88), Miriam (74) and Gertrude (87).

Depending on each participant’s competences,
semi-structured interviews and participant obser-
vation (field notes and pictures) were used to
collect data. Writing – from field notes, interview
transcripts, labels, annotations and memos to the
final written ethnographic account – was com-
bined with analysing the architecture of each set-
ting, guided by the work of Unwin [20] and Ching
[19]. Assembling the textual and architectural
analysis for each case study resulted in three eth-
nographic accounts [21], which provide insight
into experiences of people with dementia in
a format that allows architects to develop affinity
with their perspective.

3.2 Beneficial Architectural Design
Features Based on Ethnographic Case
Studies
Dementia forces people to deal with symptoms
changing their independence in daily life and to
rely on others to take over where needed. It entails
attempting to maintain, alter or discard activities
and changing social roles and relations with
other people (likely including loss of privacy and
control), perspectives on life, priorities and
appreciations. Moving to a residential care facility
moreover entails losing home and related
material things, living with unknown people and
restructuring one’s day according to the care
organization.

People wish to remain involved in daily activ-
ities in a manageable and comfortable way. They
make things easier for themselves (physically and
cognitively), undertake alternative activities and
maintain their routines. When distressed, they
seek comfort in seclusion, the proximity of others
or secure places.

Having dementia thus profoundly affects peo-
ple’s daily life. While their behaviour may seem
peculiar, insight into their experiences suggests

that their values, desires and expectations, and
their interaction with others and the built
environment, are often not that different and
are understandable given the circumstances.
Consequently, what they would like to change in
their living environment may resemble what
others would like in similar settings. Architectural
features that benefit people in general also benefit
people with dementia and might even be more
important to them. Five implications for architec-
tural design can be derived.

3.2.1 Create Strategic Places
When one’s frailty increases, cognitively and
physically, strategic places become increasingly
important. These are places that allow a proper
relation to the immediate surroundings by occu-
pying this place and being occupied with an activ-
ity in a comfortable, more or less active way.
Examples of strategic places derived from our
case series include Mary’s and Irene’s strategic
place.

Case Study 1
Mary needed to rest often, for which she created
a comfortable and secure environment. Her
armchair in the living room allowed her to take
a nap with the chair reclined, look outside, read
or watch TV. To this end, she had objects ready to
hand: tissues, candy, a reading lamp, a magazine,
the remote control and blankets and pillows she
loved to wrap herself in and support her body
with. Often her little dog sat on her lap.

Case Study 2
In Irene’s private room, the sitting area offered
a strategic place where she spent most of the day
(Figure 9.2) watching TV, taking a nap, reading or,
when the door was open, calling a caregiver
passing by to help her. A side table provided the
remote control, a phone, tissues, a magazine and
a bottle and glass of water, while two chairs were
available for when her sons visited.

A less fortunate position for Irene was in
a circle in the living room, faced with co-
residents she did not like and could hardly com-
municate with. From this position, she could not
watch TV or look outside. Being seated in
a wheelchair she could not move herself prevented
her from going elsewhere. Irene withdrew: she
closed her eyes and waited until someone would
bring her to the table for dinner.
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3.2.2 Articulate Proper Spatial Relations
While strategic places concern the smaller scale,
articulating spatial relations is also important on
the larger scale, especially for more complex
programmes like residential care facilities. When
several people and activities come together, it is
important to define proper boundaries and con-
nections, including boundaries between inside
and outside, a dwelling unit, transitions between
private, communal and public places, and connec-
tions with the neighbourhood.

Woodside, a small-scale residential care facil-
ity in Flanders, Belgium, has as its main organiza-
tional feature a U-shaped corridor running
throughout the building, which leads along living
rooms and service areas like storage rooms, bath-
rooms and the nurses’ station. Secondary corri-
dors that lead to private rooms branch from the
long arms of the U (Figures 9.3 and 9.4).

The main corridor provides a convenient logis-
tic thread, for example, for caregivers on night
duty. However, by running through all dwelling
units, it nullifies boundaries between them: it coun-
ters their articulation as separate spatial and social
units and forms a rather public, interior passage-
way along private places (Figure 9.3b). While at
one side the U allows connecting with the neigh-
bourhood, its short segment turns its back on
a residential area to the west of Woodside, where
streets come to a dead end (Figure 9.3c) – a missed
opportunity in terms of socio-spatial integration.
Because corridors are frequently used to spatially
organize residential care facilities, it is worth con-
sidering their desired and undesired roles of con-
necting and creating boundaries.

3.2.3 Include Everyday Places and Objects
People with dementia often want to and can be
involved in daily activities provided that due
places and objects are available. This is demon-
strated in the case of Frances. The presence of
everyday objects allowed her to continue to

corridor

Figure 9.2 The armchair in Irene’s private room offered her
a strategic place.

Figure 9.3 (a) Woodside’s spatial configuration. (b) The corridor offers a rather public passageway through the dwelling units. (c)
Arrows indicate how Woodside turns its back on the neighbourhood; streets from that neighbourhood come to a dead end.
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Figure 9.4 The main corridor is a U-shaped thread through Woodside. Secondary corridors that lead to private rooms branch from the long arms of the U.
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participate in daily activities in ways that were
manageable for her. When her husband asked
her to fetch a bottle of water in the basement,
she also found the clothesline and had the old
tendency to check whether the clothes were dry,
put them into a basket and bring them upstairs.
She also helped preparing meals and could turn
on music. Her husband had bought a CD player
with an old-school turn button for the volume
instead of a push button on a remote control.
Besides a clothesline, kitchen and CD player,
examples of everyday places and objects included
a piano corner for playing music, a garden with
a shed and an outdoor café in the neighbourhood
for having a drink, enjoying being outdoors and
social life.

The importance of meaningful occupation for
social health has already been addressed (e.g.
[22]). Considering everyday activities in their
architectural context highlights the importance
of everyday places and objects. This should be
kept in mind when designing residential care
facilities, which often have difficulties with trans-
forming their hospital-like character into the
everydayness of home environments.

3.2.4 Create Contemporary Architectural
Qualities
A fourth implication for architectural design is to
create architectural qualities found in contempor-
ary housing – that is, light, roominess, relation with
outdoors and an interior with few embellishments.

The importance of this is demonstrated by the
case of Mary. When the living room felt too busy
or oppressive, she could become angry or run
outside in order to escape from it. Therefore she
and her husband made the interior lighter, calmer
and roomier by painting the walls white, replacing
the dark-coloured antique cupboards with white
and simpler ones, reducing the number of embel-
lishments and keeping everything well ordered.
There is more room ‘to breathe’, Mary said.
When the weather was nice, she opened the win-
dows, which gave her more energy, countered
oppressive feelings and helped her to become
more at ease.

While Mary’s becoming angry or running out-
side may seem peculiar, the changes to their house
are not. Many other people may make similar
changes to this farm-style type of house (cf. an
English cottage). Mary appreciated its secure

character, but also experienced its limitations –
lack of light, roominess, strong relation to out-
doors and the calmness of an interior with few
embellishments. These are architectural qualities
found more often in contemporary housing. The
case study about Mary suggests that people with
dementia can benefit from them.

3.2.5 Take into Account Social Dynamics
A fifth implication for architectural design con-
cerns taking into account the social dynamics
among people living together. When designing
architecture, one should keep in mind that demen-
tia likely affects social relations and the social
environment.

The case of Frances highlights the importance
of places for privacy and togetherness and how the
house met changing needs. At first, Frances pre-
ferred to be alone from time to time and therefore
retreated to her oldest daughter’s former bed-
room. Later, she preferred to have her husband
nearby, while he also wanted to continue his daily
activities. The living room’s articulation into sev-
eral ‘corners’ (a piano corner, sitting corner,
a corner with a table and one with a desk) allowed
them to be ‘apart together’. Her husband could
work at his desk while Frances watched TV in the
sitting corner. He could pursue (some of) his own
activities while his proximity offered her a feeling
of security.

Where many people live together, like in resi-
dential care facilities, social dynamics are more
complex. Moreover, wheelchair use requires more
free circulation space and empty spaces in every
seating configuration, which causes the configura-
tion to partly fall apart when wheelchair users are
absent. In addition, flexibility may be needed to
accommodate different activities, change the con-
figuration when more residents come to use
awheelchair or deal with changes in social dynamics
among residents. Aspects like these make designing
residential care facilities more challenging.

3.3 The Need for a Sociocultural
Perspective in Architectural Design
for People with Dementia
In general, experiences of people with dementia
and associated architectural aspects can be com-
prehended better within a sociocultural context
than in terms of objective (causal) relations. The
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study focussed on how daily life meshes with
space rather than correlating architectural fea-
tures with, for example, dementia symptoms.
This resonates with the pursuit of people with
dementia to continue their daily life as much as
possible.

Moreover, it responds to architecture’s poten-
tial to provide a proper framework for daily activ-
ities and social interaction, rather than countering
the dementia process. Therefore, research on
architectural design for people with dementia
should look beyond dementia and take them
into account as social beings within their cultural
context. Broadening the scope in this way also
offers the opportunity to draw from and develop
knowledge from beyond the field of architectural
design for people with dementia, which still
largely lacks in theory development [15].

While it was possible to derive five implications
for architectural design, the resulting
ethnographies [21] are rather open-ended and
descriptive. This may cause some frustration in
those expecting design solutions or standards.
However, it may also trigger interest from archi-
tects, who are often reluctant towards such stan-
dards [16]. Additionally, case studies, through their
open and rich character, may inform readers from
different backgrounds, like architects and care-
givers, and facilitate a dialogue between them and
with people with dementia. Such a dialogue is also
facilitated by introducing architectural themes that
allow linking experiences of living with dementia
with architects’ core business. In this way, case
studies can broaden architects’ and caregivers’
insights into the possible roles of architecture in
the daily life of people with dementia.

4 Dementia-Friendly Community

4.1 Empowerment, Support and Social
Inclusion
Research suggests that there is significant public
and family stigma towards persons with dementia
emanating from fear and lack of awareness and
understanding about the disease (see Chapter 2).
Dementia-related stigma can cause significant
negative effects such as avoidance of help-
seeking behaviours, social isolation and reduced
quality of life in persons with dementia and care-
givers. The stigma associated with dementia has

been highlighted as a significant concern for peo-
ple living with the disease and their caregivers
worldwide [23].

A raft of formal community services are avail-
able for a persons with dementia, including
respite care, day care, home care and home help.
However, research suggests that the uptake of
services is not optimal as the informal carers of
persons with dementia are either unaware of the
services or the services are inaccessible, inade-
quate or prohibitively expensive [24]. Lack of
a supportive environment leads to social aliena-
tion of the persons with dementia and their care-
givers as many of them are forced to spend their
time at home while caring prevents them from
participating in social and community activities.

Alzheimer’s Disease International (ADI)
defines a dementia-friendly community (DFC)
as ‘a place or culture in which people with demen-
tia and their carers are empowered, supported and
included in society, understand their rights and
recognise their full potential’ [25]. However, the
definitions of ‘dementia-friendly community’
vary quite widely. The concept of ‘dementia-
friendly’may focus either on persons with demen-
tia or on both persons with dementia and their
caregivers. On the other hand ‘community’ may
represent a place, the social and physical environ-
ments, an organization, a society or a culture.

This diversity of definitions reflects the differ-
ent sociocultural-political context of different
communities and the shifts in the way these
communities view and think about persons with
dementia and their carers. A description by
Crampton et al. [26] elaborates on the intent of
a DFC as one that enables persons with dementia
to navigate and feel safe in their community,
which offers them easy access to amenities such
as banks, shops, post offices, healthcare and social
care agencies, and one that helps to foster and
maintain their social networks. The concept of
the community here is strength based – that is,
leveraging the skills and abilities of persons with
dementia rather than focussing on a ‘deficit
model’ that tries to compensate for what they
cannot do.

The origin of DFCs can be traced back to 2004
in Japan when the Japanese government launched
a nationwide campaign, the ‘10-Year Plan to
Understand Dementia and Build Community
Networks’, which led to the creation of DFCs.
Notable activities andmeasures included renaming
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dementia from chiho (a pejorative word) to ninch-
isho (which means cognitive disorder), initiation
of the Ninchisho Supporters Programme which
aimed to raise the public awareness of dementia
and to train the populace to better support persons
with dementia and their caregivers to live well in
the community, as well as involving persons with
dementia in various decision-making processes
that affected their day-to-day life [25].

Dementia-friendly communities mark a
paradigm shift in the understanding of demen-
tia – that is, from a biomedical model to a more
holistic approach of a biopsychosocial model so
that persons with dementia can continue to
have the best quality of life that is reasonably
possible. Dementia-friendly communities can
enable persons with dementia to live in the
community for longer and delay if not obviate
institutional care.

4.2 The Four Cornerstone Model
To establish and support a DFC, the Four
Cornerstone Model posits that four elements are
needed:

1. Places: This element is about how aspects of
the physical environment such as housing,
transport and information can support
persons with dementia to move around
independently with clear and legible signage
and access to facilities. Persons with dementia
must be involved so that those planning such
services have a better understanding of their
concerns and they are also included in the
solution. Public transport must be designed
with an ageing population in mind and to
ensure their independence is maintained to
the maximum extent possible.

2. People: This includes families, friends,
communities and healthcare and social care
professionals who need to understand and
support persons with dementia. Initiatives
launched as part of the community efforts to
improve awareness of dementia and support
must include involvement of persons with
dementia and caregivers, who should guide
and develop these activities. Healthcare and
social care professionals should be adequately
trained to understand the importance of
timely diagnosis and support following
a diagnosis of dementia, and training should
also be provided to those in the community

who are likely to provide services and support
to persons with dementia.

3. Networks: This element refers to the broad
network of organizations, businesses and
individuals that come together to ensure cross-
sectoral support and coordinated action to
support persons with dementia. Such networks
can be top-down, such as those led by leaders in
the community or funded by an agency, or
a bottom-up effort where small groups or even
a single organization leads the formation of the
network within a community.

4. Resources: The European Union Joint Action
on Dementia identified time, energy and
leadership as the three main resources needed
to support a DFC. The need for a committed
budget has been debated, with proponents
arguing that funding is needed to ensure the
sustainability of these initiatives, while others
suggest that a committed community can
provide support with little budget. Resources
needed range from logo-branded material to
guides and templates for projects, toolkits and
a database of good practices [27].

The impact of DFCs has been measured using
various outcomes, such as improvements in the
community’s knowledge and skills, persons with
dementia’s ability to access community resources,
their sense of being valued and their ability to
advocate for themselves. Improvement in net-
works between organizations and agencies work-
ing with persons with dementia has also been
evaluated. While there is good evidence for the
implementation and impact of DFCs in North
America and Europe, the evidence from Asia is
limited. Japan and Taiwan have made significant
strides in this area but there is little literature from
other countries. Singapore is a multi-ethnic, mul-
tireligious, multilingual city state which serves as
a microcosm of East, South and Southeast Asia
ethnic groups. The rapid development of DFCs in
this country, with its cultural diversity and focus
on innovative technology-based solutions for
dementia care, make it an interesting case study.

4.3 Case Study: Dementia-Friendly
Communities in Singapore
Singapore is a developed Southeast Asian country
with a multi-ethnic resident population of
3.8 million comprising Chinese, Malay, Indian
and other ethnicities. The population
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demographics are similar to the global trend seen
in developed economies, which is a rapidly ageing
population and declining birth rates. According
to the Department of Statistics, Singapore, the
proportion of residents aged 65 years and over
increased from 8.5% in 2007 to 13% in 2017. By
2030, one in four Singaporeans will be aged 65
years and older.

A national study identified the prevalence of
dementia as 10% among those aged 60 years and
older [28]. This prevalence is expected to increase
with the ageing population – a development that
imposes several challenges for the medical and
social care arrangements needed for persons
with dementia. Local data have also found that
recognition of dementia is reasonable in the adult
population of Singapore and it is less stigmatized
as compared to other mental disorders [29].

As the understanding of dementia grew in
Singapore, the need to provide person-centred
care to persons with dementia was recognized.
The dementia-friendly Singapore (DFSG) initia-
tive was initiated and led by theMinistry of Health
of Singapore, the Agency of Integrated Care and
key stakeholders to create awareness of dementia
and empower people and communities to better
support persons with dementia and their care-
givers. The Senior Minister of State of Health of
Singapore described a DFC as:

a neighborhood where residents, businesses and
services, and the community at large, are aware
of dementia and understand how to better sup-
port persons with dementia and their caregivers.
It is a place where resident persons with demen-
tia feel respected [and] valued, and where help is
within easy reach so that they can continue to
lead independent lives. It is also an environment
which persons with dementia will be able to
move around safely and with ease. A Dementia
Friendly Community can also better support
caregivers of persons with dementia by helping
to look out for their loved ones and thus reduce
the stress and fatigue they may face.

Since its inception in 2015, eight DFCs have been
created across Singapore.

The DFCs in Singapore comprise four
components that are somewhat different from
the Four Cornerstone Model. These components
are outlined next.

Dementia Awareness
Community-wide talks, workshops, posters at
common areas and door-to-door outreach have
been used to create awareness. A network of
Dementia Friends comprising volunteers are
trained to recognize the key signs and
symptoms of dementia. They are also trained to
communicate with persons with dementia,
serve as community lookouts and lend a helping
hand when needed to assist disoriented or lost
persons with dementia. Dementia Friends are
encouraged to download the mobile
application described in what follow. This app
alerts the volunteers to look out for missing
persons with dementia and report the missing
person’s sightings through the app. These
trained volunteers also support persons with
dementia by befriending or engaging them in
activities.

Technology
The key component is the Dementia Friends
mobile application, which serves as a resource
portal that provides access to useful
information on dementia and events for
caregivers. It also provides information about
support in the community and, finally, it
serves as an avenue for caregivers to post
cases of lost persons with dementia that is
broadcasted to Dementia Friends who are
asked to keep a lookout for the persons with
dementia.

Go-To Points (GTPs)
Go-To Points located in community centres and
senior activity centres serve to provide information
and resources on dementia. These also serve as
‘safe return’ points where one can bring persons
with dementia who may appear lost or are unable
to identify themselves. The staff at the GTPs assist
in reuniting them with their caregivers.

Infrastructure
The design of the built environment is widely
recognized as a major aid for persons with
dementia. This component focusses on making
the physical environment accessible and safe for
persons with dementia. This includes installation
of ramps and railings to facilitate mobility, clear
colour contrast signage with larger text,
appropriate lighting to prevent
disorientation etc.
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4.4 Evaluating the Success of
Dementia-Friendly Communities
While the development of DFCs across multiple
countries is a positive one, concerns remain about
the impact of such communities. The evaluation
of such communities requires the development of
appropriate indicators and reliable and valid mea-
sures. Since DFCs vary considerably in terms of
structure, key activities and priorities, it would be
naïve to imagine a universal assessment tool that
can work across different settings.

The DEMCOM study was funded to carry out
a national evaluation of DFCs in England. The
case studies used a refined evaluation framework
originally meant to evaluate age-friendly commu-
nities. An example of this approach was the eva-
luation of Sheffield’s overall dementia friendly city
initiative [30]. Data gathered from documentary
evidence as well as conversations and interviews
with key informants were used to assess the
performance in 10 key areas – political support,
leadership and governance, financial and human
resources, the involvement of people affected by
dementia, priorities based on needs assessment,
application of existing frameworks for assessing
dementia friendliness, provision, interventions
rooted in evidence, coordination, collaboration
and linkages, and monitoring and evaluation.

Applying this tool to assess Sheffield’s demen-
tia friendliness, the authors identified strengths in
several key areas. These included coordination,
collaboration and linkages, as well as the involve-
ment of people affected by dementia. On the other
hand, performance in applying existing frame-
works to assess dementia friendliness was not
systematic and the financial and human resources
area was also identified as one that needed further
strengthening.

These outcomes resulted in targeted recom-
mendations that further improved the dementia
friendliness of the city. Other communities have
adopted simpler outcome measures such as the
number of participants involved in initiatives, the
number of talks/workshops held on dementia
awareness, dementia knowledge and dementia
attitudes evaluation questionnaire results, media
coverage, and quality of life of persons with
dementia.

The DFCs in Asia are unique and culturally
rooted. For example, Singapore, a small country
with high mobile penetration, leveraged social

media and a custom-designed app to promote
dementia friendliness. Community centres that
are easily identified and well connected were iden-
tified as GTPs. Political support for DFCs was
clear and consistent. Japan too has built DFCs by
focussing on areas where connections can be cre-
ated between persons with dementia and commu-
nities. The innovative use of cafes, libraries and
schools has made the community inclusive and
services accessible. Public-private partnerships
are another key feature of Japan’s DFCs. The
private enterprises support awareness initiatives,
ensure access to services such as banks and con-
venience stores and employ people with dementia
in suitable jobs.

However, there remains a paucity of research
on the evaluation of DFCs in Asian countries.
A recent study from Taiwan used a qualitative
approach to identify indicators of a DFC from the
perspective of persons with dementia and their
caregivers. The indicators included dementia-
friendly hospitals, dementia-friendly community
environment, dementia-friendly transportation,
dementia-friendly stores and shops, dementia-
friendly community members and opportunities
for people with dementia to contribute to and be
involved in the community [31].

Most of these indicators were similar to and
overlapped with those identified inWestern coun-
tries, suggesting that persons with dementia and
their caregivers have similar expectations of the
essential components and indicators of DFC.
However, these indicators must be used across
DFCs to evaluate their effectiveness and identify
the gaps that need to be met.

4.5 The Road Ahead
While DFCs are emerging globally, several chal-
lenges have also been identified, and these need to
be addressed. Adequate and appropriate resources
are vital for the establishment of DFCs, which
involves long-term commitment from local gov-
ernments, healthcare organizations and charities.
However, there is little information on the nature
and amount of resources needed by DFCs to ensure
improved awareness and meaningful participation
of persons with dementia in their communities.

Evaluation of outcomes and especially cost-
effectiveness analysis could help in the appropri-
ate allocation of scarce resources to DFCs.
However, monitoring and evaluation are often
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not given the attention they deserve. An evidence-
based evaluation tool would support systematic
reporting and lead to better planning and focus
on the critical needs of persons with dementia and
their caregivers.

Dementia-friendly communities must remain
open to breakthrough innovations, and especially
adopt technological innovations (see Section 5 of
this chapter) and other novelties such as the acci-
dent relief system adopted by Kobe, Japan – an
insurance scheme covering persons with demen-
tia and other Kobe citizens when they suffer acci-
dental damages or losses from dementia. As DFCs
mature, it is hoped that persons with dementia
remain not just the passive recipient of services,
but active contributors to the community with the
agency to seek and support the change needed to
ensure that their rights are respected, and they are
truly and meaningfully involved and in decisions
that involve them – that nothing about persons
with dementia should be without persons with
dementia.

5 Technology and Dementia
In this paragraph we discuss recent developments
and the current status of new technologies for
dementia, as well as privacy, societal and ethical
aspects of this matter. In the current flow of nega-
tive clinical trials for new disease-modifying drugs
for (Alzheimer’s) dementia, we have to broaden
our focus. A wider, better dementia approach
should also take into account the actual wishes
and needs of people with dementia and their
family/friends/caregivers to optimize daily living
and quality of life. We briefly discuss how tech-
nology can play a role in offering support for the
individual in interaction with their environment,
and more specifically discuss technologies for
assessment and monitoring, followed by assistive
and therapeutic devices.

In general, the widespread use of technologies
for persons with dementia is currently relatively
limited and fragmented, but the potential is there
and should be further explored. In addition, the
evolution from smartphones to smart homes and
environments includes technologies that may not
primarily be intended for persons with dementia,
but they could be a specific end-user group of
interest.

Several aspects in current and future develop-
ment of these technologies deserve adequate

attention. First, as the concept often first grows
within knowledge institutions, commercial set-
tings or the healthcare field, there should be an
early and continuing interaction in the develop-
ment process of all involved players. Involving all
stakeholders in the development process from
idea to market-ready technology should be pur-
sued when appropriate. This to ensure that the
technology is developed to cover the right needs,
is fit for purpose and is adapted to the end user.
The technology should demonstrate a sufficient
level of market readiness and be welcomed by
users or caregivers.

Secondly, as evidence-based practice is an
important concept in healthcare, creating the
necessary evidence that the new technology has
added value and real impact should be incorpo-
rated early in the research and development plan.
Defining the role in the existing diagnostic, sup-
port or care environment should be anticipated,
as should its place in the existing healthcare finan-
cing framework. Lastly, we stress the importance
of types of care we want to offer to persons with
dementia, as due to country or culture differences
the need for supportive technologies might well
vary and therefore be pushed further forward in
some countries compared to others. In addition,
technologies should be adaptive to fulfil indivi-
dual needs – which might evolve over time – be
capable of multiple tasks and must be sustainable
over the course of different levels of cognitive
impairment. In this chapter, we discuss aspects of
two broad categories of technologies – assessment
and monitoring, and assistive and therapeutic
devices – and their related ethical and privacy
aspects.

5.1 Assessment and Monitoring

5.1.1 (Mobile) Technologies for Diagnosis and
Monitoring
Technology and the ‘virtual’ environment is tak-
ing up more and more space in our existence
and expanding our natural environment. This
provides us with a whole new range of possibilities
for assessment and early diagnosis of mild cogni-
tive impairment (MCI) and dementia [32]. In fact,
one of the earliest uses of technology in dementia
was in the domain of assessment. This started
with digital modifications or expansions of
the traditional neuropsychological evaluation.
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Touchscreen-based cognitive assessment batteries
like the Cambridge Neuropsychological Test
Automated Battery and the Examen Cognitif par
Ordinateur were developed in Europe already in
the 1980s and 1990s [33].

Since then digitized versions of pen-and-paper
tasks have been developed. For example, a digital
clock-drawing task and clock-drawing pen
became available. The much-used pen-and-paper
test for cognitive evaluation, the Alzheimer’s
Disease Assessment Scale – Cognitive Subscale
(ADAS-Cog), formed the basis for the Touch
Panel-Type Dementia Assessment Scale (TDAS)
[34]. Validity was shown and the TDAS can serve
as a substitute for the ADAS-Cog while having
several advantages. The TDAS can be adminis-
tered in 30 minutes instead of the 45 minutes
required for the ADAS-Cog, and it doesn’t require
the supervision of a qualified clinical psychologist.
Over the years, several computerized neuropsy-
chological batteries have been developed, like the
Cogstate Brief Battery, Mindstreams (NeuroTrax
Corp., NY, USA) and the Computerized Self-Test
(CST). Several tests are now also available in web-
based or app-based versions.

Cognitive assessment could also be built into
specially designed so-called serious games that test
a number of cognitive functions [35]. The same
games can also be used for cognitive training.
Similarly a SmartWalk system has been designed
to assess and train sustained auditory attention
while the patient walks [35]. A SmartTapestry sys-
tem can assess episodic verbal memory and as the
task involves auditory, visual-spatial and kinaes-
thetic information the consolidation-retrieval pro-
cess is stimulated [35].

However, with the explosion of mobile tech-
nology and the increasing ‘digitalization’ of every-
day life, assessment and early diagnosis by
technology can be taken a few steps further.
Indeed, one possible explanation for the relative
failure of finding disease-modifying drugs for
dementia is that currently the disease is detected
only late in the neurodegenerative process.
Existing neuropsychological tests are sometimes
less effective in detecting a neurodegenerative
process in the early stages of disease and have
other possible flaws like being rater dependent,
being labour-intensive and providing only snap-
shot evaluations [32].

On the other hand, current technological inves-
tigations like scans, profiling of cerebrospinal fluid

biomarkers or genetic tests are often expensive
and/or invasive, which makes repetitive use of
these techniques as a way of screening vulnerable
individuals less feasible [32]. However, new and
mobile technologies now offer enormous possibi-
lities for early diagnosis. Subtle cognitive, sensory
and motor changes may precede clinical manifes-
tation of (Alzheimer’s) dementia by as many as
10–15 years. At the same time, people, also elderly
people, nowadays constantly tend to carry with
them mobile electronic devices equipped with
a whole array of sensitive sensors that can poten-
tially detect data on behaviour, mobility and cogni-
tion, which can show subtle changes years before
clinical manifestations of a dementia [32].

They also use personal computers and are
surrounded by all kinds of electronic appliances
that can be connected to the Internet. Mobile
technology could be used for both active
(prompted) or passive (unnoticed) data collection
[32]. In active data collection, the patient is
prompted to enter a value or to perform
a measurement of a feature previously linked to
a disease. In passive data collection, metric values
are gathered without the patient noticing and
without the need for actions by the patient.
Passive data collection has several major advan-
tages: the possibility to gather high-frequency or
even continuous data sets, objectivity and lower
patient or caregiver burden (hopefully leading to
higher adherence) [32].

Several studies already show promising results
of how data gathered from the use of personal
electronic devices could help in early diagnosis.
Finemotor control, speech and executive function-
ing can be measured frequently or even continu-
ously from smartphone or personal computer use.
Slower typing, more pauses andmoremouse clicks,
for example, can help to differentiate between those
with and without cognitive impairment.

Automatic speech analysis is another tool that
could be used to detect cognitive decline. Features
such as pause and vocal reaction time can be used
to distinguish between healthy controls, MCI
patients and patients with Alzheimer’s disease
[32]. Web search data could be used to create
digital phenotypes for detecting neurodegenera-
tive disorders. Features on queries (e.g. howmuch
time there is between repeat queries), combined
with other features like click and scrolling beha-
viour, can be taken into account to create such
digital phenotypes [32].
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The technology built into cars or cell phone
data on location could provide another tool for
early diagnosis as this technology can detect subtle
changes in driving behaviour that could point to
early cognitive impairment. For example, driving
speed relative to the rest of traffic, mileage close to
home or habitual location patterns can all provide
clues for early stage dementia [32].

The possibility to integrate technology in the
daily life at home offers even more ways for
assessment and diagnosis but also for follow-up
of patients, and eventually also for interventions.
Technology also offers the possibility for natura-
listic assessment of everyday activities. At the
same time, technology can detect when assistance
is needed for successful completion of such tasks
and deliver reminders or prompts to the patient
when needed [33]. In this way, technology can be
used for both continuous monitoring and for per-
sonalized assistance. To this end, the daily home
environment of the patients with dementia can be
equipped with technology capable of assessing
and monitoring them. Again, the possibilities are
numerous: motion detection can be installed in
the house of patients, toilets and faucets can be
equipped with sensors, carpets or other floor cov-
erings could be used to detect falls or measure gait
speed etc. [36].

5.1.2 Smart Home Technologies
The advancements in the so-called Internet of
Things (IoT) make it possible to create smart
systems in which physical objects, people and
electronic devices are connected [37]. Passive sen-
sors embedded in a patient’s home, combined
with electronic or medical devices measuring spe-
cific parameters, record real-time data that can be
sent over Wi-Fi and Bluetooth and through gate-
ways to the backend systems [37]. At the backend
systems, the integrated data are processed by an
advanced analytical tool that uses machine learn-
ing and data analytics algorithms to generate
alerts and notifications on the patient living in
the smart environment [37]. Clinical knowledge
and experience can be used to set the parameters
for these notifications and alerts. The information
can be monitored around the clock by healthcare
professionals.

This kind of advanced IoT platform was used
in the United Kingdom to create a technology-
integrated health management (TIHM) system
[37]. This system allows for real-time insights

into the health status of a person with dementia.
Instead of having to rely on anecdotal accounts at
clinic visits, immediate intervention with the right
level of support is possible at the earliest point of
need, which could also prevent escalating crisis.
What’s more, such systems could prolong the
time people with dementia can live at home,
while at the same time increasing quality of life
and decreasing caregiver burden. It could even-
tually also lead to a reduction in healthcare costs
(by reducing hospital admissions and delay insti-
tutionalization in nursing homes) and provide
one of the solutions for staff shortage [37].

One of the first projects to use smart home
technology for dementia was the Gloucester
Smart Home. At the university of Surrey, IoT
technologies are used in a TIHM home monitor-
ing system. The TIHM uses machine learning and
data analytics algorithms that combine physiolo-
gical and environmental data [38]. Higher-level
activity patterns can be detected and can then be
used to detect changes in a patient’s routine. This
system could be used, for example, to detect early
manifestations of a urinary tract infection in order
to avoid hospital admission or delirium [38].
A network using different sensors could also be
used to monitor behavioural problems in demen-
tia like agitation or apathy.

Depending upon the level of cognitive and
functional impairment, increasing levels of direc-
tive assistance can be given. Progressive levels of
assistance starting with a low level of assistancemay
be important to maintain a better sense of auton-
omy and independence in the person with demen-
tia. Technological assessment of tasks like making
coffee or tea and toast or instrumental activities of
daily living have been designed. An important
prototype example of prompting is the Cognitive
Orthosis for Assisting aCtivities at Home
(COACH), which prompts people with dementia
to take them through hand-washing procedures by
combining computer vision (for tracking the cur-
rent stage of activity) with artificial intelligence (AI)
(for deciding what prompt is required) [33].
However, so far, these technologies are not yet in
widespread use in the general population. There is
no golden standard onwhich kind of sensors to use,
how to integrate data, which algorithms to use etc.
We believe there is a need for international colla-
boration to create widely applicable systems, how-
ever still being able to take into account personal
and cultural preferences.
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5.1.3 General Data Protection Regulation and
Ethical Aspects of Assessment and Monitoring
Technology
The use of technology for assessment and mon-
itoring also brings several possible risks. It is
important to stress that computerized neuropsy-
chological tests need their own validation studies;
it cannot be just assumed that they will have the
same validity and psychometric properties as pen-
and-paper tests [39]. The interface must be use-
able for elderly with varying degrees of cognitive
impairment and computer skills. Adequate super-
vision by healthcare professionals is necessary.
These tools can be used in a clinical context, but
we should be wary of commercial exploitation
without appropriate clinical supervision as this
can lead to inaccurate self-diagnosis and adverse
health consequences [39].

The processing of personal data generated by
smart technology in a big data context has to be
done in compliance with data protection rules, in
particular given the sensitive nature of personal
health data [40]. It has to be clearly defined for
which purposes the data can – and cannot – be
used. Data should be processed in an efficient but
nevertheless completely secure way, avoiding all
leakage to unauthorized third parties [40]. The
use of big data for data mining should also be
done in full compliance with legal requirements.
It is very important that adequate informed con-
sent is acquired before personal health data are
used.

Liability is another concern. In the use of
technology, an adverse outcome could result
from different sources: a device not working prop-
erly, a wrong diagnosis based on inaccurate data
gathering, a technical error by an information
technology (IT) specialist, inappropriate use of
a device by the patient etc. The tele-monitoring
of patients by smart home technologies raises its
own concerns, as who will be ultimately respon-
sible for the monitoring and timely detection of
changes in the health situation of the patient? [40]

Safety of a certain technology, application or
monitoring system could be demonstrated by
using specific standards and corresponding
quality labels. Certification could be reliable indi-
cators towards both professionals and patients.
Reimbursement of these technologies is needed
but also often warranted, and certification
procedures could help in determining which

technologies could be eligible for reimbursement
by health insurances [40].

Finally, it is pivotal to guarantee equal access
to new technology for all patients. Patients with
certain disabilities, cultural backgrounds or socio-
economic status may have poorer access to
technological possibilities or healthcare systems.
However, technological innovation can also con-
tribute to a more equitable access to healthcare as
it could be specifically geared towards the care of
people who have otherwisemore difficult access to
the healthcare system [40].

It is advisable that the various stakeholders –
patients, caregivers and healthcare professionals –
are involved in the design and application of
new technologies from the beginning. What’s
more, the principle of ‘ethical adoption’ – that is,
the deep integration of ethical principles into the
design, development, deployment and usage of
technology – will be crucial [41].

5.2 Assistive and Therapeutic Devices

5.2.1 Technologies to Assist in Living with
Dementia
An assistive technology for persons with dementia
could be defined as an item, piece, product or
system driven by electronics and used to help
persons with dementia in dealing with the con-
sequences of the condition [42]. The technology
can but should not necessarily be purposefully
designed for dementia, as also more widely used
technologies could be of value here. Technologies
can offer support on several not mutually exclu-
sive domains, including cognitive or functional
support or engagement in psychosocial support
and interaction [43].

In brief, all of these technologies include
devices supporting activities of daily living or
domestic services, including electronic calendars
or reminders (e.g. for medication) for activities,
robotics and navigation systems and technologies
that stimulate to engage in meaningful and plea-
surable activities such as cognitive stimulation,
exercise or any physical activity. Technologies
can also support social participation, emotional
or behaviour management and contact with
others or combine one or more of all of these.

The general purpose of these technologies
would be to empower persons with dementia, to
improve quality of life and to support the identity,
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independence and social engagement of persons
with dementia within their own environment. In
this process, often the caregiver is of crucial
importance, and these technologies could also
support caregivers in largely identical domains.
In addition, a caregiver is often required for initi-
ating, training and using the technology, and
often the early introduction in the process of
dementia is beneficial in order to get the user
acquainted with the technology.

In general, technical solutions should be con-
sidered where indicated and possible provide hol-
istic and multilevel support and assistance due to
the nature of the disabilities that come along with
a diagnosis of dementia. They should also be
adaptive, as the needs of persons with dementia
are likely to change over the course of time. An
interesting emerging concept here is the rise of
‘zero-effort technologies’, where due to the use of
advanced techniques (computer vision, artificial
intelligence, machine learning etc.) the device can
offer support with little or no effort from the end
user. This is obviously particularly interesting in
the framework of dementia.

5.2.2 User-Centred Design and Creation
of Evidence
In the development phase and where applicable,
one must make sure that the technology is a good
match for the person with dementia as often a top-
down approach may result in a mismatch as the
approach was, for example, too general and
not individualized or even stigmatizing. Here, co-
creation or participatory approaches open the
possibility to incorporate needs, wishes and user-
friendliness but also to detect potential shortcom-
ings or limitations early in the development.
Currently, less than 50% of technologies use
this user-centred design, and the low prevalence
of such joint approaches is seen as a co-
determinant for low adaptation rates of certain
technologies.

A different aspect is the creation of evidence
regarding the outcome of these technologies.
Where the approval of new drugs is strictly regu-
lated by controlling authorities such as the US
Food and Drug Administration (FDA) and the
European Medicines Agency (EMA), this is often
not the case for assistive technologies, and only
applies to the commercialization of medical
devices. Where the authorities demand evidence

for safety and efficacy of drugs and medical
devices, this is often not so with most assistive
technologies. Clinical trials that demonstrate
safety and/or effectiveness are, if they are available
at all, often of low methodological quality and
demonstrate methodological flaws such as inade-
quate design, low power, short duration and
high dropout rates. Currently, clinical validation
of technologies is poor and 50% of all cases
have not been validated in clinical trials with
persons with dementia. Here, evaluation of cost-
effectiveness should also be incorporated, as this
would be a crucial aspect to take into account in
the implementation and possible reimbursement
discussions, at least in countries where (partial)
reimbursement for these technologies would be
an option.

Due to the diversity of available technologies
or technologies in development, it is difficult to
gain and maintain a good overview for both end
users and caregivers. Some items may be sold by
a specific (medical or care) industry, while others
are more widely available in do-it-yourself (DIY)
or electronics stores, or sold by software providers
(e.g. apps). A point of attention would be to
increase transfer of information about new tech-
nologies. Clinical staff, even when working in
specialized dementia settings such as memory
clinics, are often unaware of all the technologies
or devices available to support persons with
dementia, in contrast to drug treatments, for
example, where the information is more readily
available and their use actively promoted. Here,
a comprehensive and regularly updated index of
technologies that are available or in development
would be a large step forward.

As comprehensive and up-to-date websites
already exist providing a complete overview of,
for example, drug compounds in development,
biomarkers or risk factors (e.g. www.alzforum.org
/databases), these formats could be used for that
purpose and locally translated and adapted where
needed. Fortunately, national and local examples of
technology and aids databases already exist (see
www.alzproducts.co.uk and https://hulpmiddelen
wijzer.nl/informatie/hulpmiddelen-bij-dementie),
but these do not represent the full available
spectrum.

5.2.3 Examples of Technologies
As hundreds of assistive and therapeutic technol-
ogies are available or in development that would
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be of value for persons with dementia [44, 45],
a complete overview of the current state of the
industry is beyond the scope of this chapter. Most
technologies focus on systems composed of sen-
sing and processing technologies including the
ambient assisted living systems, and second most
are robotics that assist in personal care, domestic
services or social interaction. Striking is the fact
that often marketed technologies are only avail-
able in one country. For example, care technology
solutions such as VITAL or VALERE (https://se
nso2.me) were manufactured in Belgium and are
not (yet) commercialized in other countries.

This reflects a dispersed, non-globalized intro-
duction, contrary to, for example, drugs or speci-
fic medical devices, that are widely available. One
of the few technologies that is available within
different countries is PARO. PARO is a socio-
emotional robotic seal developed in Japan and
one of the robots with the longest history and
most widespread use for persons with dementia.
Evidence on its effects and acceptance of use is
mixed. What’s more, the device is relatively
expensive and the studies on cost-effectiveness
are not convincing.

Another concern is hygiene and infection pre-
vention, especially when the device is to be used in
residential care by different residents. Also lacking
is data on how older adults themselves experience
the use of robots in their care and what their
attitudes are towards these sophisticated machines.
Another example would be the Robotic Assistant
for Mild Cognitive Impairment (RAMCIP),
a service-oriented robot developed through the
pan-European Horizon 2020 Project (https://ram
cip-project.eu). RAMCIP can detect falls, support
medication use, bring water and assist with video
calls. However, as several of these research projects
are investigator driven, it is unclear how further
development and marketing will be continued
once the temporary financing is halted.

Numerous apps have also been developed for
cognitive stimulation, cognitive training, reminis-
cence, art, music, games etc., but most of these are
only available in the English language. During
recent years, it became clear that technologies
and robotics involve several legal, privacy and
ethical aspects that are discussed next.

5.2.4 Ethical Aspects of Technologies
Several of the (advanced) technologies automati-
cally lead to ethical issues and questions among all

stakeholders of aged and dementia care, from
managerial personnel to older adults, from care-
givers to older adults’ family. In general, respect
for autonomy, beneficence and non-maleficence
should define the ethical standards, and several
levels require ethical consideration [46].

First, at the individual level, how does the use
of technology fit into the user’s views on care? The
technology should support a person’s autonomy
and if the technology is not wanted, alternatives
should be explored. Within the same line, the
privacy of the users and others should be suffi-
ciently guaranteed, and this is often a delicate
balance between privacy/autonomy on one hand
and safety/minimizing risks on the other.

Older persons with dementia show an impor-
tant dynamic of their disease over time, a fact that
should be taken into consideration. Where one
technology (e.g. a certain app) might be very
stimulating and beneficial in early stages, this
same appmight become frustrating and disadvan-
tageous once the dementia evolves. Here, the
potential and supposed effects of any technology
on behavioural and psychological symptoms of
dementia require specific attention (e.g. irritabil-
ity and agitation arising from a technology that is
too cognitively demanding so it cannot be used
properly), as we should be sure of the beneficial
effects. In the case of humanized robots, addi-
tional aspects come into play. People can get
attached to these robots, but this type of relation
should not threaten other (established or new)
relations, and even potential deceit deserves
attention.

On the organizational level (e.g. nursing
homes, home care), technology should be
embedded in the vision and mission and fully be
in agreement with local practices of good care. For
the latter, the role of the technology in the care
process should be defined and delineated within
an (integrated) care process. This should also be
a dynamic process where the (changing) voice of
the older person with dementia is heard.

On a societal level, we should consider which
technologies contribute to the flourishing of per-
sons with dementia and cannot be any threat in the
long term (e.g. with a dehumanizing effect). Here,
a reflection on whether the technology ismotivated
out of a care imperative or a technological-
economic imperative is desirable.

Several countries have local or national
dementia policy plans and reflection is warranted
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on how the use of technologies could optimally be
incorporated into existing and future policy plans
for dementia. Here, an ethical and legal frame-
work should exist concerning safety and privacy
(e.g. data access and storage).

Lastly, the financial /economical impact should
be known and (knowledge on) cost-effective tech-
nologies should be accessible independent of
socio-economic status. Future work in this matter
should include a framework for better and inte-
grated private–public collaboration, and focus on
a multinational plan for technology development,
policy and accessibility.

6 Night-Time Agitation in
Dementia and the Influence
of the Environment
Approximately one person with dementia in three
will experience sleep problems (e.g. sleep fragmen-
tation, difficulty falling asleep, reduced deep sleep,
increased daytime sleep and early awakening) and
night-time agitation (e.g. general restlessness, wan-
dering or verbal agitation) [47]. This night-time
restlessness is often problematic for persons with
dementia and their family caregivers. The charac-
teristics of the physical environment are important
determinants for the orientation in time and space
of people with dementia [48], and could contribute
in different ways to agitation during the night.

In people with dementia, sleeping problems can
lead to dangerous situations such as falls at night,
feelings of depression and anxiety and reduction in
the overall quality of life. Accumulating evidence
demonstrates that insomnia is a significant risk
factor contributing to the progression of dementia
[49]. Good sleep hygiene can help to prevent pro-
gression of dementia. Family caregivers are affected
as they are worried about the situation, have to
wake up at night to intervene and sleep less well
themselves, causing fatigue and feelings of depres-
sion [50].

When these problems persist for a long
time, the situation eventually becomes unbear-
able and care at home will be no longer tenable.
Exhaustion in family caregivers is often a reason
for moving the person with dementia to a nursing
home. After transferring to a residential care
facility, the sleeping problems generally persist,
leading frequently to the overuse of sleep medica-
tions [51].

Current treatment options for insomnia in
people with dementia are unsatisfactory, leaving
patients, carers and doctors with few tools to
manage this issue. Pharmacological solutions
have limited effect and are accompanied by side
effects whereas non-pharmacological solutions
are often overlooked. In this section, a brief over-
view is given of possible causes of night-time rest-
lessness and non-pharmacological solutions that
may contribute to a good night’s sleep of people
with dementia at home as well as in nursing
homes [52].

6.1 Causes of Night-Time Agitation
and Sleeplessness
Night-time agitation in people with dementia may
have different causes. It sometimes seems point-
less behaviour but it can equally well be the
expression of a certain perception or need. Based
on our research, three groups of triggers of night-
time agitation are distinguished: triggering factors
in (1) the person, (2) the social environment and
(3) the spatial and sensory environment [53, 54].

6.1.1 Triggering Factors in the Person with
Dementia
Changes in the brain cause various problems in
the functioning of persons with dementia which
may, in interaction with the environment, trigger
night-time agitation. Memory problems disturb
the ability to remember or recognize places,
objects, people or events and consequently lead
to a loss of control over the world and difficulty in
orienting in time and space. Significant changes in
the course of the day (such as a visit or a trip
outside the nursing home) may overstimulate or
bring the person out of balance. This can lead to
a changed day-night rhythm and subsequently to
reduced sleep at night and more sleep during
the day.

Lack of activity during daytime may also lead
to being awake and active during the night. Some
people suffer from ‘sundowning’, a condition in
which people with dementia become restless when
the sun goes down as it triggers people in their
need to go to a safe place where they feel at home.
Dementia in some cases is also accompanied
by hallucinations. When during the night the
person sees or hears things that are not there
which induce anxiety, this may cause night-time
agitation.
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Furthermore, pain or other physical needs can
cause sleeping problems or restless behaviour. For
example, hunger or thirst are reasons for people
with dementia to get out of bed at night. Due to
their orientation problems, they may get lost
along the way. On the contrary, eating too much
or too heavily and drinking caffeine or alcohol in
the evening can cause night-time agitation as well.
The feeling of having to go to the toilet at night
can also be a cause. Understanding previous sleep
and wake habits and routines is helpful to identify
possible causes of sleep problems in a person with
dementia and to find solutions to restore the
sleeping rhythm. For example, when someone
used to read a book or drink a glass of milk before
going to bed, these actions may calm the person
and reduce night-time agitation.

6.1.2 Triggering Factors in the Social Environment
Persons with dementia often have difficulty to
interact with others, which may lead to anxiety
or distress and contribute to night-time restless-
ness. It may be difficult for them to understand
long or complex sentences. Speaking clearly and
slowly to persons with dementia during the night
may help to reduce stress. When spoken language
can no longer be processed, body language and
non-verbal communication (e.g. speaking softly,
whispering and giving a hug) can help to calm the
person with dementia down.

Bringing structure in daily routine and the
organization of care can also reduce the night-
time restlessness and sleep problems. People
with dementia benefit from a fixed evening ritual
which reminds them that sleep time is coming.
Unexpected events such as a surprise visit in the
evening break the routine and cause confusion.
Moreover, routine care provided during the night
(e.g. checking safety or incontinence materials) is
best tailored to the individual needs of the person
with dementia and accompanied by telling the
person what will happen in order to increase pre-
dictability [55].

6.1.3 Triggering Factors in the Spatial and Sensory
Environment
People with dementia are more sensitive to ele-
ments in the spatial and sensory environment
than others. Absence of light and noise are impor-
tant contributing factors for a good sleep. Clear
light during the night may contribute to the

confusion between day and night. Disrupting the
normal rhythm or experiencing too little daylight
can disturb the sleep-wake cycle. Getting outside
during the day, seeing enough daylight and having
indications for the course of the day such as the
smell of coffee or soup, closing the curtains and
dimming the light gives people with dementia
markers of time and supports a good sleep-wake
rhythm.

Placing a night light in the room can be impor-
tant when the person with dementia needs to go
to the toilet at night. It could prevent falling or
getting lost. Music and sounds have potential to
connect with persons with dementia. Singing
songs, listening to music and reminiscing can
have a calming effect. Environmental noise during
sleep time (e.g. loud televisions, noisy trolleys
or loud conversations) should be avoided.
Furthermore, both body and room temperature
can cause disturbed sleep. When a person with
dementia is too hot at night, he or she may start
sweating and perhaps even undressing to cool
down, disturbing a good night’s sleep. The ‘ideal’
room temperature depends very much on indivi-
dual preferences. Finally, it is important to let the
person sleep in a comfortable position and to
prevent strange tactile sensations in bed such as
itchy blankets.

6.2 A Stepwise Non-pharmacological
Approach to Improve Sleep
Every person is unique. Sleeping problems in per-
sons with dementia may have different causes and
not everyone will react in the same way to solu-
tions. Therefore, it is important to analyse what
triggers night-time agitation so adjustments can
be made accordingly. Family or professional
caregivers in nursing homes can rely on the
‘ABC’model to distinguish and investigate causes
of night-time restlessness and to search for
solutions.

The acronym ABC refers to antecedents beha-
viour, and consequences of sleeping problems.
Antecedents refer to what happened prior to the
sleeping disturbance, including what happened
earlier in the day (e.g. a visit from the grandchil-
dren). Behaviour is defined as how the night-time
restlessness manifested itself and what behaviour
the person displayed (e.g. difficulty going to bed
or getting up frequently at night). Consequences
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refer to how the night-time restlessness was solved
(e.g. the person relaxed again after drinking a cup
of tea or after turning on a night light).

A first step is to observe the sleeping pattern of
the person with dementia for a certain period of
time followed by looking for triggers. The three
groups of triggering factors just described can be
used as a source of inspiration to decide what
triggering factors cause the night-time restless-
ness and provide starting points for tackling the
sleeping problems. Often the sleeping problems
are provoked by a combination of factors.
However, it is recommended to focus on only
one factor at a time and to investigate whether it
can be tackled by a certain solution (e.g. a small
action or change in the sleeping routine).

To investigate whether a solution works, it is
best applied for a few days to see whether it gen-
erates change. When the solution seems to work, it
can become a daily routine. Accordingly, new solu-
tions tackling the same or different factors can be
tried out and added to the daily routine. An impor-
tant point here is to keep sufficient time between
the try-out of different solutions and to avoid too
drastic solutions or actions to prevent the patient
with dementia from being overwhelmed.

According to the scientific literature, the fol-
lowing solutions are evidence based and generally
applicable to improve sleep [56]:

• Reduce naps or time in bed during the day.
• Be physically and socially active during

the day.
• Get outside or sit in daylight during the day.
• Sit in bright daylight in the morning.
• Work with more or less fixed time blocks to go

to bed and get up.
• Pay attention to food and beverage.
• Reduce light and noise during the night.

In addition to these evidence-based solutions,
inspiration to improve the sleeping and living
pattern of a person with dementia can be found
in his or her past. Questioning family members
about earlier habits and preferences may result in
new insights and effective solutions. Finally, it is
important to keep evaluating the chosen solu-
tions as a person with dementia evolves over
time. Hence, solutions that are currently effective
may become ineffective later on and need to be
replaced.

When nursing homes want to rely on this step-
wise non-pharmacological approach to improve

the sleep quality of residents with dementia, it is
important that employees from different disci-
plines work together. Everyone has his or her
own responsibility and observes other things.
When developing a daily routine or a treatment
plan, it is therefore crucial to integrate the observa-
tions of different staffmembers, including those of
the cleaning personnel or the logistics assistant, as
they are equally well placed to notice crucial trig-
gers or changes. In particular, sharing relevant
information observed during day and night shifts
is critical. Setting up a working group for discuss-
ing night-time restlessness of habitants may encou-
rage a good exchange of information. Finally, as
staff often alternates in nursing homes, it is impor-
tant to communicate regularly about the agree-
ments that are made.

It is self-evident that night-time agitation has
enormous impact on the health and well-being of
carers. This applies to family carers as well as to
professional carers. In both care at home and in
nursing homes, the support of carers should be
a point of attention. General tips and methods are
described in Chapter 7.

6.3 Getting a Better Grip on the
Situation
The environmental aspects contribute strongly to
the feelings of safety and well-being of the persons
with dementia. We reviewed aspects concerning
the person centredness and the relation centred-
ness of the social environment such as the DFCs
that make persons with dementia feel respected
and recognized as full citizens. Aspects of the spa-
tial and sensory environment may still be under-
estimated in their contribution to the feelings of
belonging and well-being of persons with demen-
tia. Often they are even the cause for (night-time)
agitation. Here, assessment and monitoring tech-
nologies as discussed in Section 5 of this chapter
might be helpful to provide a safe and pleasant
environment facilitating better sleep and reducing
night-time agitation.

7 Concluding Remarks
Due to new scientific insights and the growing
global attention on dementia, the landscape for
persons with dementia is gradually changing.
Here, the environment plays an important role
in encouraging persons with dementia to live
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a qualitative and independent life in connection
with their closest ones and broader social net-
work. This chapter dealt with several important
aspects of this environment, starting off with
enriched environments of care. As an example,
the Senses Framework could provide new direc-
tions to individualize and create the optimal
environment for each individual on different
levels, including the community level.

Subsequent to that, insights for the physical
environment and architectural design were dis-
cussed, where the road is still largely open for
further research and implementation of good
practices. Next, the role of the community can
now be better identified as the cornerstones
for DFCs were laid out and good examples were
discussed in this chapter. It is to note that no
generic models exist, as these need to be adapted
to local communities. However, more research is
definitely needed, especially implementation
(research) and evaluation of outcomes and cost-
effectiveness.

We debated the growing role technologies play
for persons with dementia and affiliated ethical
and privacy aspects. It became clear that the num-
ber of universally implemented and accepted
technologies is still relatively small, due to several
aspects discussed here, but a bright future awaits
and technology will definitely play an important
role as an environmental factor to improve the life
of persons with dementia and their carers. Lastly,
we discussed the importance of the social and
physical environment for night-time agitation
and sleep, where aspects of the other parts of this
chapter (architecture, aspects of care, technology)
all need to be integrated, but may not always be
able to solve this often difficult problem.
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Chapter

10
The Impact of the COVID-19 Pandemic
on the Well-Being of People Living
with Dementia
Debby Gerritsen, Henriëtte van der Roest, Shirley Evans, Ruslan
Leontjevas, Marleen Prins, Dawn Brooker and Rose-Marie Dröes

1 Introduction
At the time of the writing of this book, the world
was in the grip of the COVID-19 pandemic. As
we write this chapter, many people living with
dementia have just received their vaccinations
and many countries have experienced two lengthy
‘lockdowns’ where contact with others was signif-
icantly curtailed. This had a great impact on all
citizens but especially on older and vulnerable
people, such as many people living with dementia,
and those who provide care and support. The
long-term impact is still unknown but the short-
term effects have been significant. In some
European countries, 20–30% of COVID-19 deaths
have been in people living with dementia [1]. The
social distancing measures introduced to prevent
further spread of the virus (e.g. keeping a distance
of 1.5 meters from others, shielding, less accessi-
bility to healthcare and social care and lockdown
measures) may have resulted in loneliness and
confusion as well as a deterioration of symptoms
in people living with dementia.

In addition, the negative impact of losing daily
routines and contact with family and friends
placed people living with dementia at greater
risk for self-neglect and social isolation, especially
where healthcare and social care interventions
were curtailed due to the pandemic [1]. Social
isolation can be defined in terms of the size of
the social network and the frequency of social
contacts [2], which generally tend to decrease in
people living with dementia due to changing abil-
ities over time. Further restrictions of social con-
tacts may therefore more likely induce loneliness
and evoke anxiety, especially among those living
alone [3], which will negatively impact their
quality of life and well-being [4]. Many care
and welfare organizations as well as national
Alzheimer’s associations made great efforts to

continue providing support to people living with
dementia and their carers by means of alternative
services, particularly where in-person support was
not possible.

In this chapter, based on studies done inside
and outside Europe, and more specifically in the
United Kingdom and the Netherlands, we reflect
more in depth on the consequences of the
COVID-19 pandemic for people living with
dementia, their families and professional care-
givers in different care settings. We first consider
what impact the lockdown and the continuing
social distancing measures have had on the social
and mental health of home-dwelling people living
with dementia and their carers. As a substantial
number normally participates in group-oriented
support activities, we also describe how care pro-
viders of such activities have delivered support in
alternative ways – that is, mostly at a distance –
and how this was experienced by the participants.
Secondly, we consider the impact of the lockdown
and social distancing measures on the well-being
of people living with dementia in nursing homes.

2 The Impact of COVID-19
on Home-Dwelling People Living
with Dementia and Their Carers

2.1 The Impact on Social and Mental
Health
The COVID-19 pandemic has put the social
health of community-dwelling people living with
dementia and their family carers highly at risk.
During the lockdowns people were/are advised to
stay home, especially when they were/are vulner-
able, and only to go out for necessary shopping or
some fresh air. Many people living with dementia
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depend on support from home-care teams com-
ing into the home, sometimes on a daily basis, to
provide help with daily living activities and perso-
nal care. Together with their families, they had to
make a choice between doing without this support
or running the risk of infection from daily visits.

Early in the pandemic, confusion and short
supply of personal protective equipment (PPE)
made this a particularly difficult decision for
many families. Relatives not cohabiting with the
person living with dementia, neighbours and
friends were urged not to visit them or to stay
outside when visiting them. A study of Thyrian
et al. [5] conducted during the first lockdown
showed that in a convenience sample of commu-
nity-dwelling people with cognitive impairment,
on average seven activities decreased in frequency.
Social activities related to meeting people, dan-
cing or celebrating birthdays decreased signifi-
cantly. Talking with friends by phone and
activities like gardening increased. Utilization of
healthcare services decreased, as did visits to gen-
eral practitioners.

All group support activities for people living
with dementia and carers, which are, for example,
in the Netherlands used by about 40% of the people
with dementia living at home [6], were stopped
under governmental rules to prevent further
spread of the virus. This included Alzheimer’s
cafes, Meeting Centres and other day care services
which normally are used one to four days a week.
Consequently, the carefully constructed social
structure with daily physical encounters, opportu-
nities to participate in meaningful activities with
peers and respite care for family carers suddenly
disappeared.

The positive outcomes of person-centred care
and national initiatives like dementia-friendly
neighbourhoods, supported byministries of health,
local governments and national Alzheimer’s asso-
ciations over the past decade, were at risk of being
negated. When the centres were allowed to open
again after the first lockdown, due to the social
distancing rule of staying 1.5 metres away from
others, the majority could welcome only half of
the visitors at the same time due to limited space.
They therefore had to decrease the hours partici-
pants could visit the centres in order to provide all
participants at least some hours of support and
their carers some respite.

As social contact and meaningful activities
are crucial to maintain the social health [7, 8]

and quality of life of people living with dementia
[9, 10], social isolation and under-stimulation
are likely to result in an increase of behaviour
and mood disruptions such as agitation, depres-
sion, anxiety and apathy. A review study of
Simonetti et al. [3] into alterations in behaviour
and mood during COVID-19 – which included
20 studies carried out during the lockdown
between March and June 2020 – showed this
was indeed the case. Apathy, anxiety and agitation
were the most frequently reported neuropsychia-
tric symptoms. They were mainly triggered by the
protracted isolation. Cohen et al. [11] reported
a deterioration of behavioural symptoms in older
people living with dementia in the community in
Argentina and suggested this was related to
a combination of social isolation, lack of outpati-
ent rehabilitation services and increased stress of
family carers.

The health of family carers came under
pressure without respite or support. Research
before the pandemic in the Netherlands
showed more than half of family carers feel
burdened, of which 13% feel heavily burdened
and 4% overburdened [12]. During the pan-
demic these numbers inevitably grew even
higher: 61% of the carers felt more burdened
[6]. This clearly resulted from receiving less
support: 45% reported receiving less support
from day care services, 42% received less sup-
port from volunteers and ‘buddies’ and 20%
received less support from their case manager.
On the other hand, 27% received more support
from neighbours [6]. The increased carer burden
and decreased formal support has been con-
firmed by the study of Van Maurik et al. [13],
which showed carers experienced more psycho-
logical symptoms. Increased carer burden, anxi-
ety and depression were associated with
increased behavioural and psychological symp-
toms in the person with dementia [14].

A study of Roach et al. [4] in Canada showed
many carers experienced feelings of burnout
and stress around coping with daily living activ-
ities, which was partly due to no longer receiv-
ing formal home care service and having only
limited support from their own network of
family and friends because of the social distan-
cing measures. Carers were understanding of
the changes in healthcare services, but it was
clear some degree of ongoing contact and sup-
port was crucial. They did not feel well
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informed or supported regarding protective
equipment such as masks, and this resulted in
feelings of anxiety about the pandemic and
about leaving the house.

Furthermore, some carers expressed concerns
about the person living with dementia experien-
cing more cognitive decline since the start of the
lockdown because of the decrease in social inter-
action. The remote support offered had some
advantages for carers such as not feeling rushed,
having options presented such as the telephone or
Zoom and the ability to be more candid with the
care provider or doctor if the person living with
dementia did not participate in the call.

2.2 Impact on Support Services That
Rely on Bringing People Together
in Groups
Supporting people living with dementia and their
carers to live as well as possible in their commu-
nities, with timely psychosocial support, is a global
public health goal. Even prior to COVID-19, there
were significant gaps in social care for people
affected by dementia in many countries [15], with
an associated reliance on informal carers (e.g.
family members) to provide support [16] and
a growing recognition that informal carers’ own
health and well-being is often negatively impacted
by their caring activities [17].

The detrimental health impact of social isola-
tion and loneliness is also increasingly being recog-
nized [18–20]. Regular social activity, where people
can leave their homes and gather in a communal
setting on a frequent and ongoing basis, is seen as
beneficial to social and mental health for people
living with dementia and the people who care for
them [8, 21]. For those with more significant care
needs, many countries provide day care with
a focus on providing a break for family carers and
activity and companionship for those with demen-
tia. For people who are earlier in their journey with
dementia, there has been a proliferation of groups
and activities that provide social connection and
support for people and families.

To maintain the social health of people living
with dementia and carers during the COVID-19
pandemic, many support services for community-
dwelling persons with dementia, Meeting Centres
and Alzheimer’s cafes have been urgently looking
for remote support alternatives, such as telephone/

video calling, online support and WhatsApp and
Facebook groups, to compensate for the lack of
face-to-face meetings. Also, the use of tablets and
apps which can support people in finding mean-
ingful and pleasant activities has increased. This
necessitated teaching and support for persons with
dementia and their carers, and sometimes also for
professional caregivers, who had no experience in
the use of tablets and apps.

The rapid move towards virtual care provision
may have influenced the quality of care provided. It
is therefore important to evaluate the changes in
care provision from different perspectives – that is,
from the perspective of the care providers, but also
from the experience of persons with dementia and
their carers. Some of the authors of this chapter
have been particularly engaged in the spread of the
combined Meeting Centre Support Programme
(MCSP) for people living with dementia and carers
in different countries in Europe and beyond. They
have particular knowledge of the alternative sup-
port provided by the meeting centres and how
these were experienced by their participants. This
is shared in what follows.

2.3 Impact on Meeting Centres
for People Affected by Dementia
and Their Carers
In normal times, meeting centres provide a com-
prehensive support programme consisting of per-
son-centred recreative, creative and therapeutic
activities for people with dementia in a social
club (three days a week) – based in an ordinary
community building in order to stimulate social
integration -, informative meetings and support
groups for their carers, as well as individual con-
sultation and social activities for both (monthly
meetings, outings etc.). The meeting centres pro-
vide an opportunity for participants to socialize
with peers, build friendships, discuss problems,
get practical help and emotional support and
prepare for the future.

We were impressed by how the meeting cen-
tres continued to support people in their commu-
nities during the first lockdown, even when it
was not possible to meet physically. A survey of
meeting centres connected to the MeetingDem
Network in different parts of the world (www
.meetingdem.eu), conducted during 2020, showed
a wide variety of alternative activities were
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undertaken so as to fulfil the meeting centre
aims of supporting people living with dementia
in the process of practical, emotional and social
adjustments [22] (see Section 2.4).

In the Netherlands, meeting centres continued
to support participants at a distance through
telephone and video calling, WhatsApp groups,
postcards and visiting people at their homes to
provide food and treats, activity materials and
music making. There were also examples of facil-
itating people getting out of the house by going on
a walk or cycle ride. The strong relationships the
meeting centres have built with their participants
appeared very important to continue the support
at a distance during the lockdown.

Nevertheless, it was clear the more limited
support sometimes had a negative impact on the
person with dementia (more apathy, agitation,
lack of understanding as to why they could not
go to the meeting centre) and led to a greater
burden on their carers. Many centres also started
using tablets and apps for meaningful activities,
thus stimulating people to stay active and enjoy
themselves at home. Several care organizations
and local governments provided funding for this,
which helped to stimulate the usage of tablets and
apps, while a ‘train-the-trainer’ course for tablet
use for the meeting centres’ staff, offered by
researchers of the VU University medical centre
in Amsterdam (which is specialized in assistive
technology for people living with dementia),
helped them to effectively assist their participants.

In Spain, the meeting centres provided the
carers of people living with dementia with a weekly
programme activities guide. They provided all
families with a computer and gave those inexper-
ienced with computers instructions on how to use
it. They made video calls with the person living
with dementia several times a week, during which
they talked with them, engaged them in cognitive
exercises and had reminiscence therapy sessions.

In addition, they organized video sessions
with the caregiver in order to provide guidance
with activities and advice on solutions for specific
behaviour difficulties and to provide emotional
support. They composed different types of info-
graphics to facilitate care, such as: tips for quar-
antine with a person living with dementia,
protection of the carer of a person living with
dementia in confinement, an activity routine for
the person with cognitive impairment, and beha-
vioural treatments of dementia. Moreover, they

offered participants an activity notebook based
on reminiscence that provided continuity to the
programme in the video calls but with the parti-
cipation of the whole family, which was much
appreciated.

In Italy, the participants of themeeting centres
received information on how to stay active during
the lockdown period and a tutorial for music
therapy, dance and cognitive stimulation was
sent to the participants. In some cases, interven-
tions at home to support carers or the person
living with dementia were undertaken. In this
way the interaction between participants and
staffwasmaintained and highly appreciated by all.

In Sydney, Australia, the two meeting centres
had to close altogether, which affected more than
40 families. As the staff understood the conse-
quences of social isolation and the anticipated
additional pressure on family carers they decided
to restructure from a group-based level to an
individual, one-to-one support for their members
and online and telephone support for the carers.
This resulted in the new integrated, tailor-made
Individual Dementia Support Programme for
people with mild to moderate dementia and
carers, which was delivered at the home of the
person living with dementia and included two
weekly visits (one and a half to two hours).

The programme is based on the principles of
the MCSP and Individual Cognitive Stimulation
Therapy (iCST). Although members of the meet-
ing centres and the staff experienced anxiety in the
first couple of weeks, this eased within a short
period of time as they all knew each other very
well and the clients were very happy to receive
a visit and to see a familiar face.

In Singapore, with the required safety measures
in place, meeting centres still managed to organize
several activities, such as music and movement,
discussing photos along with families, current
affairs discussion, scrapbooking and workshop and
interest groups for carers. They also organized out-
ings, such as a photo contest with a group of mem-
bers with young-onset dementia. Furthermore,
groups of student volunteers engaged the members
through activities such as Bingo and exercise over
Zoom on a regular basis.

A qualitative study carried out among meeting
centres in the UK investigated the extent to which
these centres were still able to operate when physi-
cal meetings were not possible and how they
succeeded in achieving their goals. In the next
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paragraph we describe the results of this study in
more detail from the perspective of support aims
and how the adjusted support was experienced by
people living with dementia and their family carers.

2.4 Adaptations in the Support
Provided to People Living with
Dementia by Meeting Centres in the
United Kingdom and Their Experiences
In the UK, funding from the National Lottery is
currently being utilized to accelerate the number
of meeting centres. All meeting centres were pro-
hibited from providing face-to face support from
23 March to 30 June 2020. Four well-established
meeting centres gathered data and provided inter-
views so as to enable deeper understanding of the
challenges faced and how they overcame some of
them for the three-month period at the beginning
of the pandemic [23].

This study focussed on whether it was possi-
ble to provide opportunities that would help
people and families adapt to and cope with the
challenges dementia brings. All of the features of
a meeting centre are geared up to help people
make the best emotional, social and practical
adjustments to living with dementia. Dröes
[24–27] developed the adaptation-coping model
as a framework for understanding mood and
behaviour difficulties in people with mild to
moderate dementia and as a theoretical founda-
tion for psychosocial interventions (see also
Chapter 1). Meeting centres have been shown
to support this with their usual face-to-face
delivery [28]. It is of interest to learn how much
this differed when people could no longer meet
face to face.

During the first three months of total lock-
down, the four meeting centres supported 76
people living with dementia and 72 family
carers. The most common contact was via
email, telephone and newsletters. There was
less dependence on Zoom, WhatsApp and
FaceTime initially. Certainly at the beginning
of lockdown people either did not have the
relevant technology and/or skills to participate
virtually. However, all of the meeting centres
ran Zoom meetings with more than 100 of
these involving both the person living with
dementia and the family carer. Around 60 of
these Zoom sessions delivered an online activity

of the type usually delivered at the meeting
centre. Groups tended to be small, comprising
one to five people living with dementia. Seventy
Zoom sessions were provided specifically for
carers.

2.4.1 Support for Practical Adjustment
Many of the activities at the meeting centre help
people to adjust to the cognitive symptoms of
dementia and the practicalities of living with
dementia. A lot of the activities in newsletters
and in Zoom sessions therefore focussed on pro-
viding cognitive stimulation. People were encour-
aged to do activities outside of sessions and/or
take photographs for a particular theme such as
watching nature in the garden or baking and share
them during group sessions. Many group sessions
also included short quizzes or singing for people
to join in with, much as would be done in a usual
face-to-face session.

Keeping physically active was also encour-
aged through seated exercise in Zoom group
sessions alongside items and challenges in
newsletters. Outside activities, meeting in gar-
dens for dancing and going for walks were
permitted during the summer months, all of
which encouraged physical activity. Meeting
centre staff were more available on the phone
and through email for families to be in contact.
Regular contact via telephone calls providing
tailored practical information and discussion of
problems was particularly appreciated. The
calls and newsletters were used to keep people
up to date on COVID guidance/rules and plans
for reopening, enabling clear, effective and
timely communication. The clarity of the
information around reopening was particularly
appreciated by both carers and members.

2.4.2 Support for Emotional Adjustment
One of the key areas meeting centres work on is
helping people to make good emotional adjust-
ment in living with dementia. The newsletters and
email contacts often contain ideas for different
activities for people to try at home, providing
opportunities for people living with dementia
and family carers to do something different from
their everyday lives and be engaging and fun. The
garden visits also provided carers a chance to
come out of caring mode for a while. The carer
Zoom sessions were also a chance to relax and
have fun, as the atmosphere was very relaxed with
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carers feeling comfortable enough to laugh and
joke with each other.

People living with dementia and family carers
both had fun with the activities and games during
the Zoom group sessions. Singing proved
a particular draw with some people living with
dementia. An approach that worked well over
Zoom was 2–2–1 support with two members of
staff engaging the person living with dementia for
a chat or a creative activities, with the family
caregiver in the background. This facilitated
a different type of relationship with this three-
way interaction in terms of building confidence
and relaxing and having fun as well as the oppor-
tunity for the family caregiver to have some time
to themselves.

Some people living with dementia and family
carers felt isolated and worried about leaving the
house. Meeting centre staff were able to provide
some reassurance during telephone calls and gar-
den visits to reduce anxiety about the pandemic
itself and the specific concerns affecting particular
families. Use of Zoom also helped to maintain
continuity with familiar faces for when meeting
centres would reopen. Three of the meeting cen-
tres ran regular online carers meetings, which
were highly supportive for family carers. Some
carers were not getting a break from caring or
support during lockdown and were missing the
reassurance that they were not alone in their
situation and that they were not the only ones
feeling guilty. One caregiver commented:

You might laugh at this but after we came off of
the iPhone, I felt honestly as if I’ve been out. And
I thought, well, I haven’t been anywhere, why
should I feel like that? But I suppose relaxation
and that sort of thing, just talking, listening to
other people.

2.4.3 Support for Social Adjustment
Meeting centres in usual times provide lots of
social contact. The degree of social contact was
undoubtedly more limited through lockdown.
Some people living with dementia and family
carers had been used to up to four days of contact
per week and this was reduced for some to two
or three Zoom sessions a week (if they had access
to the technology) and a weekly phone call,
a newsletter and an email. People had differing
levels of contact with family, friends, neighbours,
the local community and professionals during

lockdown. For some, the meeting centres staff
were a more significant part of the social circle
than in normal times. Being able to visit people in
their gardens was very useful in terms of provid-
ing social interaction and of being able to physi-
cally see the people living with dementia and
carers. Some people reported high levels of isola-
tion and loneliness. This contact, although lim-
ited, provided a real lifeline.

One meeting centre ran hour-long Zoom
sessions four days a week and this helped some
people living with dementia to recognize each
other and stay in touch. Carers also enjoyed seeing
everyone during the online sessions and some
reported their relationships with other carers
had actually grown stronger during carer Zoom
sessions. Two of the meeting centres took on
much more of a wider community role during
lockdown, supporting other organizations work-
ing with people with other conditions. Meeting
centres were still receiving new referrals during
lockdown and the remote support enabled new
people living with dementia and family carers to
become part of the meeting centre even though
they had not actually ‘met’ anyone or visited the
physical premises.

2.5 Lessons Learned
Overall, the worldwide survey among meeting
centres and the study amongmeeting centres con-
ducted in the UK demonstrated the centres could
continue to support people affected by dementia
to adjust to change during a period when no or
limited face-to-face contact was possible. The
meeting centres were able to adapt much of what
they do in usual circumstances by introducing
remote support with continuity and consistency
having been maintained to some extent.

However, the study in the UK showed key
aspects such as group activities were only open
to aminority of attendees and as such themajority
were digitally excluded. In some cases, support
was enhanced in terms of availability and flexibil-
ity as were relationships between family carers
and between people living with dementia, family
carers and staff, but this was again largely only to
the benefit of the minority. Non-technological
approaches such as newsletters and garden visits
were vital in terms of bridging that gap.

All of this could not prevent the fact that for
some people with dementia, the sudden decrease
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in social activities and contacts with peers they
had in the meeting centres had a negative impact
on their mental and social health and on the
burden on their carers. Also, this level of engage-
ment was only possible because people with
dementia and their families had already estab-
lished strong and trusting relationships with
meeting centre staff over a considerable length of
time in regular face-to-face activity.

Moving forward, a blended approach using
remote and regular meeting centres face-to-face
methods means person-centred support could be
optimized, reaching those who cannot attend
meeting centres, and it could be used in rural
areas to address social isolation. This would
enable flexibility and consistency should there be
future lockdowns. Digital upskilling of meeting
centres’ staff, people living with dementia, family
carers and volunteers is essential not only to miti-
gate against the impact of a similar lockdown
situation in the future but also to help address
both social inclusion and digital exclusion in
usual times.

3 The Impact of COVID-19
on People Living with Dementia
in Nursing Homes
People who live or work in nursing homes are
particularly vulnerable to COVID-19 and its
consequences [29–31]. The risk of spreading
COVID-19 infections is particularly high in long-
term care settings [32, 33]. The disease may, for
instance, be spread by sharing physical space and
bathroom facilities, having physical contact dur-
ing care provision or caring for those using cathe-
ters or who have continence issues. Residents with
cognitive impairments may be unable to uphold
preventive measures such as social distancing
[34]. Moreover, residents are vulnerable to infec-
tion due to their overall frailty and immunosup-
pressive medications [30]. To prevent the spread
of COVID-19 and to protect not only residents
and their visitors but also staff in nursing homes,
during the first lockdown, the Dutch government
and other European governments put nursing
homes under quarantine from 20 March to
15 June 2020 [35]. This necessitated a visitor ban
and restrictions on going outside and participat-
ing with others in activities [36]. Also, after the
first lockdown, many nursing homes kept

restrictive measures in visiting arrangements for
residents and their family and friends.

Several studies in Europe and beyond investi-
gated the impact of the measures during the first
lockdown on people living with dementia and
found negative effects for their psychosocial well-
being [3, 37–41]. In this chapter we discuss the
results of two of these studies in more detail. Both
studies, carried out in the Netherlands, were
large-scale surveys focussing on well-being from
the perspectives of professionals, care staff,
families and residents. Leontjevas et al. [37] stu-
died the views of practitioners (n = 323), including
psychologists, elderly care physicians, nurse
practitioners, occupational therapists and phy-
siotherapists who are multidisciplinary team
members working in Dutch nursing homes. Van
der Roest et al. [39, 40] focussed on the perspec-
tives of care staff (n = 811) and family (n = 1,609)
and residents without dementia (not included
here) in nursing homes and residential care
facilities.

Leontjevas et al. [37] contacted profes-
sionals through digital networks such as
LinkedIn, the Netherlands Institute for
Psychologists, Amsterdam University Medical
Centre (Department of Medicine for Older
People) and the Psychogeriatric Service (a network
on expertise in elderly care: www.pgdexpertise.nl).
A subsample of practitioners who participated in
the survey was subsequently approached by email
and interviewed via a video platform. Participants
were drawn from all Dutch provinces.

Van der Roest et al. [39, 40] invited 357 long-
term care organizations to participate via email.
Respondents came from all but one of the Dutch
provinces. In this study target group-specific sur-
veys were developed in order to gain insight into
the impact of the COVID-19 measures in Dutch
nursing homes among several stakeholders, with
a focus on social contact with family and friends
and on changes in affect (mood and emotions)
and behaviour. Respondents were questioned
about the current situation and, where relevant,
to make comparisons to before the implementa-
tion of the visitor ban.

3.1 Changes in Social Contact
and Experienced Loneliness
Due to the COVID-19 measures, the social well-
being of people living with dementia may have
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been compromised. The absence of face-to-face
contact with relatives and the prohibition of meet-
ing others may have resulted in social isolation and
loneliness, which may in turn have induced dis-
tress behaviour. There was also a considerable
decrease in regular group activities such as physical
or movement activities, creative activities and
music activities for many residents. These types
of activities normally stimulate social contacts
amongst residents. Because of the difficulty in
maintaining social distancing measures among
people living with dementia, regular homelike
activities such as enjoying a meal together or
watching television occurred less frequently.

On the other hand, activities that could be
done easily in social areas with sufficient social
distancing, such as conversations and playing,
were undertakenmore frequently during the lock-
down as compared to the period before COVID-
19 started (see Figure 10.1). Also, alternative
music activities were offered more often, such as
garden concerts, which were organized outside
many facilities for residents to enjoy from inside
the facility or from a balcony.

The most common ways to maintain contact
with family and friends were via telephone (80%),
video calls (62%) or window contact (often with an
audio connection) (46%). Despite great efforts by
nursing homes to facilitate such contact, not all
residents were able to stay in touch with their rela-
tives and friends. For about 20% of the residents,
digital communication was not suitable. The rea-
sons for this included the severe level of cognitive
impairment, heightened sadness or restlessness pro-
voked by the contact, the inability to understand

digital communication or audio-sensory impair-
ment of residents. Staff reported around one in
five residents did not have any contact with relatives
in the previous four weeks during the lockdown. In
addition, 25% of staff reported the new ways of
maintaining contact was a barrier for especially
spouses, since they also experienced difficulties in
utilizing digital means of communication.

In general, the social contacts of residents
changed because of the visitor ban. According to
relatives of the residents who received visits from
grandchildren, siblings, and friends and acquain-
tances before the visitor ban, one out of three
residents had not had any contact with their grand-
children in the four weeks before the survey.
Additionally, about 20% of the residents had no
contact with siblings, and half had no contact with
friends or acquaintances. Residents’ social contacts
became less varied. Although the average contact
frequency of residents via alternative means was
comparable with the frequency of visits before the
visitor ban, those who had daily visits before the
visitor ban had significantly less frequent contact
during the visitor ban.

Importantly, there were reports of an increase in
cohesion and social connectedness among residents
and between care providers and family as this quote
illustrates:

71%

60%

52%

37%

38%

33%

38%

14%

17%

17%

23%

57%

58%

54%

15%

23%

31%

40%

5%

9%

7%

0% 25% 50% 75% 100%

Movement or physical activities

Creative activities

Music activities

Living room moments (e.g.
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together, setting the table)
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Figure 10.1 Changes in organized
activities during the visitor ban as
compared with before the visitor ban
based on staff reports [39, 40].1

1 Reprinted from J Am Med Dir Assoc., 21(11), Van
der Roest HG, Prins M, van der Velden C, Steinmetz S,
Stolte E, van Tilburg TG, et al., The impact of COVID-
19 measures on well-being of older long-term care
facility residents in the Netherlands [Research Letter],
p. 1570, Copyright (2020), with permission from
Elsevier.
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Solidarity. Residents and the care staffmake com-
pliments to each other. They thank each other in
words or with a gesture. In some situations, there
is now a better relationship [between caregivers
and residents] because of mutual understanding.

(Psychologist)

During the lockdown and visitor ban, themajority
of residents – more than 80% – were perceived to
be lonely by care staff and relatives. However there
were differences. Residents with cognitive impair-
ment were less often perceived to be lonely (71%)
than residents without cognitive impairment
(89%). Nevertheless, when this happened it
could have great impact both on the person living
with dementia and on the relative. These percen-
tages are much higher and seem contrary to what
has been reported in previous research that
showed people with dementia in residential care
homes generally have less unmet needs for com-
pany and people with dementia more often have
unmet needs for company than people without
dementia (see Figure 10.2) [42].

They say we have to protect the vulnerable elderly.
When she does not die from corona, then she will
die from grief and loneliness. It is unbearable for
me as a daughter. I want to have nice, cosy
moments with her as long as she still lives.

(Relative)

It is difficult to make contact with people living
with dementia to whom it is not possible to
explain that we can’t have physical contact. They
get emotional because they don’t understand it.

(Care staff member)

3.2 Impact on Affect
In general, quarantine is an unpleasant experience
that may result in confusion, fear, anger, grief,
depressive symptoms and anxiety-induced

insomnia [43]. This is also likely for people living
with dementia. Research shows social isolation
can also increase apathy [3, 44]. Public media
information about high numbers of deaths in
nursing homes caused by COVID-19 (e.g. [45])
and deaths of fellow residents can amplify sad-
ness, fear and panic reactions [46]. Evidence on
mood alterations in people living with dementia
during the lockdown is still scarce and mixed, and
some anecdotally described, varying from
depressed mood, hopelessness and increased sui-
cidal ideation [3].

In the Dutch studies, changes in residents’
affect (mood and emotions) were reported by
care staff and practitioners as well as the majority
of relatives who could remain in contact with the
residents. At least half of the staff reported
increased severity levels for depression (68%),
anxiety (66%) and irritability (65%) in residents
within their facility. Furthermore, increases were
mentioned in boredom, sleeping problems,
apathy, withdrawal and negativity. On the other
hand, staff also reported elevated mood and
a decrease in sleeping problems in residents.

During the lockdown, many of the relatives
also saw negative affect in residents more often
than before. This accounted especially for sadness
and anger. Positive affect was seen less often: more
than half of the relatives noticed the residents were
less often happy as compared to when they could
physically receive visitors. Despite the high impact
of the lockdown on residents’ affect, few relatives
reported seeing a resident be more frequently
happy. In addition, some relatives reported
improvements, particularly in disinterest, fear
and anger. As compared to before the visitor ban,
care staff, practitioners and relatives reported in
general less negative affect among residents with
cognitive impairment than among other residents
(see Figure 10.3).

19%

0% 25% 50% 75% 100%

15%

34%

50%

31%

25%

16%

11%

Care staff

Relatives

Not lonely Moderately lonely Quite lonely Very lonely

Figure 10.2 Relatives and care staff
reports on categories of loneliness of
residents during the visitor ban [39, 40].
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3.3 Impact on Behaviour
Up to 70–80% of nursing home residents have
dementia, while approximately five out of six
people living with dementia have behaviour that is
challenging for themselves and/or their environ-
ment (e.g. agitation, delusions, wandering) [47].
Anti-pandemic measures in nursing homes may
accelerate or trigger these behaviours in residents
with dementia as they may not understand the
necessity of quarantine and may need additional
external restrictions that can result in irritability
and aggression [44].

Indeed, the two Dutch studies showed more
than half of the participants thought restlessness
occurred more often in residents during the lock-
down. Interestingly, as was the case with affect,
almost all practitioners noticed changes in distress
behaviour. However, some people appeared less
distressed whilst others appeared more so.

When an increase in distress behaviour is seen, this
seems to be due to the disappearance of a regular
structure (visits, daytime activities) for some resi-
dents. (Psychologist)

I noticed that residents on the psychogeriatric
unit have become calmer since there are no visi-
tors allowed. There is one resident who always
loved to sing but stopped several months ago.
Now she has started to sing again.

(Care staff member)

Lastly, newly admitted residents were particularly
negatively affected.As their transition fromcommu-
nity-based living to institutional living took place

under lockdown measures, they could not be ade-
quately supported by their loved ones during this
time.

We got several new residents who came here in
crisis. Especially in these new clients I saw more
aggression and night-time disturbances.

(Care staff member)

Whilst it is difficult to draw conclusions about
cause and effect, the majority of study participants
(more than 70%) cited the ban on visitors, being
unable to go outside, being unable to leave one’s
room and the decrease in organized activities as
instrumental in changing the mood and beha-
viour of residents.

3.4 Lessons Learned
In both studies, participants made suggestions for
future care based on their experiences during
COVID-19. According to several psychologists,
a new task for them was to offer (individual)
support to nursing staff. They considered this
also relevant for the post-pandemic period.

We became more involved in the well-being of
health care providers. We provided individual
support and gained a personal connection with
them. It is very important to pay attention to their
well-being and it should not be forgotten . . .
I noticed that the well-being of health care provi-
ders is also important for residents. When [care-
givers] radiate happiness, this will be noticed by
residents and influence them positively [37].

(Psychologist)
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Less Equal More

Figure 10.3 Staff perspective on changes in
affect and behaviour of residents in their nursing
home unit during the visitor ban as compared to
before the visitor ban [39, 40].
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To limit the effects of the lockdown, several stra-
tegies had been applied, such as video calls, arran-
ging specific areas where residents could meet
their loved ones, adjusting activities to fit with
the new regime and limiting exposure to news
programmes on TV. The usefulness of electronic
communication technologies varied. For some
residents these technologies were considered
effective, even stimulating more contact than
usual with their relatives. However, for many resi-
dents with cognitive impairments these technolo-
gies proved challenging.

One resident has a tablet and has used this very
frequently to stay in contact with family. Other
residents need help to use these devices.

(Care staff member)

There is a difference between residents with and
without cognitive impairment. Residents with
cognitive impairment almost always need sup-
port in contact with their family. Residents with-
out cognitive impairment can use the telephone
independently to call or text their family.

(Care staff member)

The interviewees suggested several strategies
that had been applied during the lockdown could
be retained in future daily practice (see Box 1).

Suggestions were made for how to reduce the
number of stimuli in the future, such as a
limit to the number of visitors, volunteers and
professionals – especially in shared spaces.

Using the resident’s own room for visits instead
of the living room was also suggested.

The fact that an issue can provide both improve-
ment and deterioration is about balance. Before
the corona crisis, there were often toomany and
too long visits, too many volunteers and other
peoplewho came to visit,many activities outside
the living room. Now there is another extreme,
namely no visitors, no volunteers, only activities
in the living room. A middle way after the cor-
ona crisis is certainly desirable. (Psychologist)

Finally, residents, relatives and staff understood the
measures but many found them too rigid. It was
often reported that residents were not consulted
and that their autonomy was compromised over
choices within the COVID 19 restrictions. There
was a tension between the risk of infection and
quality of life. Many residents were thought to
prefer visits from loved ones, despite the risk of
infection. Yet the dilemma was clear since many
residents, relatives and care staff were unable to
choose between quality of life and safety. The
reality was that with the implementation of the
visitor ban, the choice for safety was made for
the residents. And because of their disabilities and
dependence on the care provided by the facility,
residents and their relatives had no choice to escape
from or alleviate these measures. Importantly, per-
son-tailored solutions and a partial closure of the
nursing home instead of a complete lockdownwere
suggested in case of future infections.

Box 1 Possible changes in nursing home life

– (More) small-scale activities or activities in small groups

– (More) activities in the living room

– (More) individual activities

– Individual reconsideration of the number of activities offered to a resident

– (Spontaneous) activities outdoors

– (Spontaneous) activities in the hallway

– Digital activities (e.g. physical exercise, virtual excursion, games)

– Social robots or robotic stuffed animals

– Creating environments that are low in stimuli

– Not using corridors for delivery and facility services

– Having specific time slots for deliveries

– Not performing care tasks in the living room

– No visitors in the living room

– Setting up visiting hours
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I think we should reconsider the consequences of
closing institutions completely and banning visi-
tors. Some residents are very frightened, though
others say, ‘just allow me to have visitors, even
when I become infected’ [37].

(Elderly care physician)

You take away the ability from autonomous peo-
ple to make their own choices about protection
of their physical health or their quality of life to
protect the other clients. There could have been
more tailored measures. (Care staff member)

4 Concluding Remarks
In this chapter we focussed on the impact of
the COVID-19 pandemic on people living with
dementia and their carers both in the community
and in nursing homes, and on the impact of the
pandemic on the care and support they were pro-
vided during the lockdown and the period there-
after. We did not discuss the consequences for
people living with dementia in other care settings
such as hospitals and psychiatric clinics [48].

From clinical practice and the first scientific
studies conducted, it has become clear that the
pandemic, especially the social distancing mea-
sures, greatly impacted the lives of many people
living with dementia both in the community and
in residential care settings, resulting in an increase
of distress behaviour, such as apathy, anxiety and
agitation, albeit with large differences between
individuals. Many activities were undertaken by
professional caregivers in the community to stay
in touch with their clients and to provide them
at a distance with, for example, meaningful activ-
ities, and to also provide telephone and/or video
call support to their families [3].

Evidence for the benefits of video conferencing
in addition to telephone calls, resulting in improved
resilience and well-being both for persons with
dementia and family carers already after four
weeks, were shown in a study of Lai et al. [49].
They suggest telehealth should therefore be consid-
ered beyond the context of the pandemic. Also in
residential care settings various activities were
undertaken to compensate for the social distancing
and social isolation, to provide people with mean-
ingful activities and to support them staying in touch
with their families on a distance. Nevertheless,
despite all of these activities it was clear that, in
practice, the actual support provided was much

less than people were used to. Also, when most
community-based services such as day care centres
and meeting centres restarted after the lockdown
many restrictions were in place. This of course not
only impacted the people with dementia but also
their family carers.

Because of the enormous impact of the social
isolation on the well-being of nursing home resi-
dents during the first lockdown, a guideline to
cautiously open nursing homes for visitors during
the COVID-19 pandemic was developed in the
Netherlands. First findings on a study into the
application of this guideline in 26 nursing homes
showed compliance to local measures based on
the guideline was sufficient to good, all nursing
homes noticed the added value of real and perso-
nal contact between residents and their loved ones
and indicated a positive impact on well-being, and
no new COVID-19 infections were reported [36].

Partly based on these study results, the Dutch
government decided to allow all nursing homes in
the Netherlands to cautiously open their homes
again using the guideline (see Box 2). In other
countries, such as the UK [50] and Belgium [51],
comparable guidelines have been developed. The
dilemma between complete social isolation and
less risk of infection on one hand, and maintaining
social contact and thus quality of life but with more
risk of infection on the other, painfully imposed
itself on care, especially during the first lockdown.
This was the case not only in nursing homes and
hospitals, where the risk of infection and mortality
was high, but also in group-oriented activities for
people with dementia living at home, which aim to
maintain the social health of people living with
dementia and their family carers. The lessons
learned during the COVID-19 pandemic, especially
during the first and following lockdowns in 2020
and thereafter, hopefully will prevent such extreme
restrictive measures from being taken again.

Although there may be an ethical and legal
basis for social isolation, the potential for unin-
tended harm with such interventions is high,
especially when there is little guidance on how to
keep people with dementia in social isolation
while preserving their human dignity and person-
hood [34]. Training of care staff, implementing
appropriate guidelines and taking into account
the lessons learned, including suggestions from
professional caregivers to maintain some of the
changes in nursing home life based on the
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experiences during the pandemic, are therefore of
utmost importance.

Of course, only large-scale vaccinations
started worldwide in the spring of 2021, and giv-
ing priority to residents of residential care settings
will provide the prospect of the protection needed
to fully resume group-oriented and social activ-
ities for people with dementia and to bring the
quality of care back to the level it was before the
introduction of the coronavirus, and perhaps even
to a higher level thanks to the lessons learned. The
virus has taught us what the essence of good care
is. Social contact really matters, also for people
with dementia, and with creativity, cooperation
and initiative alternative ways of good care and
support can be used to achieve this.
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My Brother’s Eyes

Pia Tafdrup

– You’re not going to kill me, are you?
says my father.
With my brother I wait
for my mother and sister
behind the shockwave’s seconds.
My father sits in the chair of the crater,

stone cold.
I have lifted his feet up
on my knees
try with my hands
to rub them warm
under the threadbare hospital socks.
We look at each other,

my ten years younger brother and I.
Bone-dry silence.
What is there to say to that question
that is boring its way
from misty atmospheres?
My father is dressed in the hospital’s
chemical white clothes.
My brother’s eyes

are blue, blue.
And then filled with tears:
Total kidney failure combined
with more or less
total memory loss

produces an astronomical sum
which does not offer the best prospects.
Should we follow my father’s will
from a proud moment?
Avoid life-prolonging treatment?
– It’s not difficult, says the doctor,
he’s already decided for you…
Each year my father’s fields bore new stones
fallen from the sky
or sprung up from the earth

like flowers sown without plan.
We try to listen,
then decide to follow my father’s wish
from long ago –

but isn’t that going to kill him?

‘My Brother’s Eyes’ by Pia Tafdrup, from Tarkovsky’s Horses and Other Poems, trans. David McDuff
(Bloodaxe Books, 2009). Reproduced with permission of Bloodaxe Books.
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Chapter

11
Care Planning and the Lived
Experience of Dementia
Establishing Real Will and Preferences
beyond Mental Capacity
Tim Opgenhaffen, Johan Put, Jan De Lepeleire, John Keady
and Aagje Swinnen

1 Introduction
In the journey of a person who lives with dementia,
decision-making requires special attention as it no
longer becomes self-evident. The decrease of men-
tal capacity impacts both the ability to take deci-
sions of any kind and the ability to participate in
the decision-making process. Legal and medical
disciplines traditionally apply a cognitive approach
and rely on ‘mental capacity’ as the main criterion
for decision-making. This criterion makes high
demands regarding autonomous decision-making.
Once beyond the point of mental incapacity, actual
expression of will of a person who lives with
dementia is often deemed unreliable, so that in
everyday life others decide for the person.

For many years this cognitive approach has
been criticized by adherents of the social model
of disability; mental capacity is considered too
demanding and the will of those who lack men-
tal capacity is insufficiently protected [1]. The
cognitive approach should make way for a
broader and more versatile approach with a
focus on advance care planning (ACP), sup-
ported decision-making, a policy based on
values and emotions [2, 3], goal setting [4] and
needs and preferences.

In 2006, this criticism and the proposed shift
was supported by the UN Convention on the
Rights of Persons with Disabilities (CRPD).
Article 12 of the CRPD promotes a right for
persons with disabilities to take decisions on an
equal basis with others. As such, this levelling of
the playing field has the potential to cause a
paradigm shift [5, 6, 7] as, if fully implemented,
this binding right has a massive impact on
decision-making and people living with

dementia. The ultimate aim of Article 12
CRPD is to do more justice to the will and
autonomy of a person who lives with dementia;
to respect autonomy, even when cognitive abil-
ities decline. However, the transposition of this
right into a practice that is workable and pro-
vides adequate protection against abuse is pre-
sently not self-evident [8–10].

While most will agree that being recognized as
a decision maker is a part of human dignity, it is
not fully clear how to implement this in the lives
of a person who lives with dementia. The imple-
mentation of Article 12 CRPD indeed raises many
questions, especially on how to think beyond the
cognitive approach and substituted decisions.
Even if the CRPD brought about a paradigm
shift, it may not cause a revolution as there is
no clear-cut answer ready to be implemented.
Instead, dozens of potentially useful new and
yet-existing approaches are to be evaluated and
pieced together.

In this exploratory contribution we aim to
outline two promising, yet-existing approaches
in dementia care, and examine whether they
could be part of a solution on decision-making
with dementia: firstly, advance care plans and
secondly, holistic hermeneutic and ‘in the
moment’ frameworks to understand the lived
experiences of persons with dementia. To do so,
we first elaborate on the approach of Article 12
CRPD and its challenges. Secondly the potential
of ACP is discussed. Thirdly, we reflect on
whether such holistic hermeneutic and ‘in the
moment’ frameworks could be applied to discover
a person living with dementia’s real will and
preferences.
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2 Article 12 of the Convention
on the Rights of Persons
with Disabilities and Its impact
on Decision-Making
with Dementia

2.1 The Traditional Approach
to Decision-Making with Dementia
Traditionally, care planning and participation go
hand in hand with autonomous decision-making
and a capacity-based approach to dementia.
Whether a person who lives with dementia may
autonomously decide on their treatment and
care depends on whether they have the mental
capacity to do so. Autonomous decision-making
requires the ability to understand the given
information, to reason that information, to
value that information and finally to express a
choice [11–15].

Whether current expressions are considered a
person’s real will depends on a person who lives
with dementia’s mental capacity. Mental capacity
is key to decision-making and the main criterion
for legal capacity. Those who lack mental capacity
should not be recognized as decision makers, but
have to be protected instead, for example by a
legal representative [16, 17]. It is commonly
accepted that this representative should intervene
as little as possible, that they should take into
account the interests of the person who lives
with dementia as much as possible and that they
should act in accordance with what the person
who lives with dementia would have wanted. Yet
mental incapacity leaves a person who lives with
dementia legally incapacitated and dependent on
others.

Despite clear theoretical criteria, the distinc-
tion between mental capacity and mental inca-
pacity is a minefield in practice. It is full of
blurred lines, room for misinterpretation, and
under- and overprotection. Moreover, since the
1990s there is a tendency to question the purely
rational approach to mental capacity. As
humans are not only rational but also emo-
tional beings, a role was sought for emotions
when assessing mental capacity [18, 19]. Yet,
even then, mental and legal capacity remain
communicating vessels.

2.2 The Convention on the Rights
of Persons with Disabilities
as a Paradigm Shift
The capacity-based model on decision-making
with dementia is radically questioned by the social
model of disability and the CRPD. In this conven-
tion, persons with disabilities include those who
have long-term physical, mental, intellectual or
sensory impairments which, in interaction with
various barriers, may hinder their full and effec-
tive participation in society on an equal basis
with others (Article 1 CRPD). As disability is
approached broadly, it is generally accepted that
this convention applies to most – if not all –
persons who live with dementia [20, 21].

Article 12 CRPD requires persons who live
with dementia to be equally recognized before
the law. This implies not only that they have the
same rights as others but also that they may exe-
cute them in the same way [22]. This requires that
persons who live with dementia are recognized as
decision makers (Article 12.1 CRPD) and that
they may exercise their right to take decisions in
the same way as others (Articles 12.2 and 12.5
CRPD). That a person has dementia is in itself
no justification for a difference in treatment. It is
up to the CRPDmember states to support persons
who live with dementia when taking decisions
(Article 12.3 CRPD) and to protect them against
abuse (Article 12.4 CRPD).

That the CRPD strives for equal recognition
of persons who live with dementia as decision
makers is not surprising given its normative
point of departure. The CRPD endorses the social
model of disability. According to this model, a
disability is not an impairment that can be medi-
cally assessed and responded to. Instead, a disabil-
ity results from the inaptness of society to adapt
to an impairment. The social model strives to
remove barriers that stand in the way of societal
participation. Not being allowed to take decisions
because society believes mental capacity should be
the criterion for legal capacity is such a barrier
[23, 24].

In the logic of the CRPD, especially as it is
interpreted by the United Nations Committee on
the Rights of Persons with Disabilities (CRPD
Committee), a disability does not bring about
insurmountable internal barriers. For the CRPD
Committee, support can solve anything. Doing so,
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the CRPD Committee radicalizes the principles of
the biopsychosocial approach to disability. These
principles itself though are not new; in 2001 the
World Health Organization had already put for-
ward that healthcare and social care should con-
sider citizens as individuals with a right to a
maximal participation. This was published as the
‘International Classification of Functioning’ (ICF)
[25]. Welfare and healthcare have to mention that
both environmental and personal elements influ-
ence the impact of dysfunctions, activities and
participation in general.

2.3 Disentangling Legal from Mental
Capacity: What Next?
According to the CRPD, legal capacity must be
disentangled from mental capacity. The tradi-
tional cognitive approach to decision-making
has a discriminatory effect, as it disproportio-
nately affects persons with psychosocial disabil-
ities [22]. In a way, for the CRPD, it is comparable,
for example, to physical barriers wheelchair users
have to deal with to access buildings or shops that
have stepped entrances [23]. Like wheelchair
users, persons who live with dementia should be
supported to get over this barrier. Nevertheless,
despite best intentions, in the Western context
where power and language are deeply entwined,
this comparison is flawed insofar as the ability of
people who live with dementia to express them-
selves through language is part of the conse-
quences of the condition [26].

According to the CRPD Committee, legal
capacity must not be based on mental capacity
but must be based instead on a person who lives
with dementia’s ‘will and preferences’. As the
underlying rationale is that anyone in any situa-
tion has a will and preferences, the CRPD
Committee claims that anyone in any situation
should have the legal capacity to decide for them-
selves [27]. Persons who live with dementia may
be supported in exercising this legal capacity, but
may not be substituted [22].

The CRPD Committee’s approach is misun-
derstood by many, mainly due to its vagueness.
Some believe that, according to the CRPD
Committee, every preference should be respected.
Others state that as substituted decision-making is
prohibited, persons who live with dementia will
be abandoned to their fate [8, 28, 29]. This raises a
number of questions. What to do, for example,

with a person who lives with dementia physically
and verbally refusing to take a bath? Must we
abolish the door secured with a numeric code
that prevents persons who live with dementia
from leaving a care home? If legal incapacity
may no longer be based on mental capacity, and
if the will and preferences of a person who lives
with dementia may no longer be set aside by a
substituted decision of a medical professional, a
guardian or a family member, how can we achieve
a fair balance between autonomy and protection?
Similarly, how do we enhance autonomous and
reliable decision-making (even) when mental
competences are affected, without losing sight
of the vulnerability of persons who live with
dementia?

Although neither the CRPD nor the CRPD
Committee gives a comprehensive answer, part
of these questions and the criticism that come
along with them are based on misconceptions.
First, not every preference should lead to a valid
decision. A ‘real’ will is still needed [5, 29, 30].
Really wanting, however, no longer fully depends
on the ability to understand and appreciate. Also,
beyond mental capacity there is a real will, yet
support of others is needed to retrieve and com-
municate it. Here, there is a role for communica-
tion tools and decision aids (infra).

Second, the CRPD has a broad understanding
of support. In severe stages of dementia support
goes as far as what we traditionally consider sub-
stitute decision-making: a third party deciding for
a person who lives with dementia. For the CRPD
Committee, this is support and not substituted
decision as long as the surrogate translates the
‘real’ will of a person who lives with dementia
(what they would have wanted) into a decision.

Third, as long as a decision is in agreement
with a person who lives with dementia’s ‘real’ will,
one has legal capacity. Legal incapacity only arises
from the moment a decision does not reflect a
person’s real will, which, according to the CRPD
Committee, is prohibited if there is a direct or
indirect link with dementia [17].

That the critique on the CRPD Committee is
partly based on misconceptions does not mean
its approach is unproblematic. We do not aim to
list all problems raised by the CRPD approach.
Instead, we share one very clear example: even if
the link between mental capacity testing and
decision-making would be cut, it is hard to see
how to avoid third-party interference. If the basic
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assumption is that a decision should be based on
a real will, a third-party judgement is unavoid-
able. Even though this judgement does not need
to be a mental capacity test, every alternative to it
is a comparable interference. One could of
course step away from the assumption that a
decision should reflect a person’s real will. Yet
then it is hard to see how persons who live with
dementia can still take decisions in later stages of
the disease and how they can still be protected.
This relates to a more general critique that the
CRPD Committee pays little attention to the
protection of persons who live with dementia
against unjust interferences.

2.4 The Convention on the Rights
of Persons with Disabilities
as an Opportunity?
Despite the important open questions that
remain, a major virtue of the CRPD today is that
having a will is an inherent part of being human
and that being recognized as a decision maker is
part of human dignity. It is indeed true that every-
day expressions might be easily neglected because
a person has dementia or lacks mental capacity
(‘What am I doing here?’ ‘Has it been good?’), or
might be set aside because expression leads to a
result that is deemed undesirable. Article 12
CRPD needs much more research, debate and
legislative changes to be fully operational.

In this chapter it is not our aim to solve all the
challenges and problems posed by the CRPD, nor
to defend the most radical approach of the CRPD
Committee. Instead, we want to reflect on to what
extent two promising ways of dealing with demen-
tia we already know today are apt to do justice to a
person who lives with dementia’s ‘real will’. First,
we look at ACP. As a process that foreshadows
future choices it has major potential within a
CRPD-based model. Second, we shift to a some-
what less self-evident practice; dementia care lit-
erature’s increasing quests for frameworks to
understand the lived experiences of persons living
with dementia. By looking at both a holistic her-
meneutic approach and an ‘in the moment’ frame,
we question whether these frameworks currently
applied for understanding lived experiences of
persons living with dementia could be applied to
disclose a person’s real will and can therewith be a
footing for decision-making.

3 Planning Care in Advance

3.1 The Process: Advance Care
Planning
Looking for opportunities to uncover the real will
of persons living with dementia, we first deal with
ACP. The process of ACP has to be embedded in
the whole diagnostic journey we made explicit in
Textbox 1. According to the CRPD Committee,
‘the ability to plan in advance is an important
form of support whereby they can state their will
and preferences which should be followed at a time
when they may not be in a position to communi-
cate their wishes to others’ [22].

Advance care planning enables individuals to
define goals and preferences for future medical
treatment and care, to discuss these goals and pre-
ferences with family and healthcare providers and
to record and review these preferences if appropri-
ate [45]. Advance care planning is a phased process
started by healthcare professionals, without forcing
the patient and his environment, based on a
respectful, personalized attitude. It is a continuous
process initiated by professionals who in an inter-
disciplinary way can take part in that process.
Rather than phases or steps, eight domains have
to be covered (see Textbox 2).

Advance care planning takes time. Furthermore,
it assumes a continuing, personalized, therapeutic
relationship and excellent communication skills. It
also requires good notifications in the (electronic)
patient data file in a way other healthcare profes-
sionals understand what the real content and con-
text was. Advanced directives (AD), eventually a ‘Do
Not Resuscitate’ code (DNR) and other documents
can be some of the ‘results’ of ACP, but are ulti-
mately not sufficient.

Advance care planning in dementia is not self-
evident. However, in general a systematic review
demonstrated its positive effect [46]. Advance
care planning was often found to decrease life-
sustaining treatment, increase use of hospice
and palliative care and prevent hospitalization.
Complex ACP interventions seem to increase com-
pliance with patients’ end-of-life wishes.
Nonetheless, findings underscore both the chal-
lenge and need to find ways to routinely
incorporate ACP in clinical settings where multiple
and competing demands impact practice.
Interventions most likely to meet with success
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Textbox 1 Diagnosing Dementia as the Key to Advance Care Planning and Decision Aids

‘Diagnosing Dementia, No Easy Job’ was the title of a paper explaining that this diagnosis is a stepwise
process [31]. The first step is the growing suspicion of an upcoming cognitive problem, hampered by many
pitfalls, like stigma negative framing and the assumption that people with dementia are unable to take
meaningful decisions [32–34]. The negative stigma that surrounds ‘losing your mind’ is for patients, their
carers and professionals an important barrier to think about and to bring it into the consultation [33].

In the second step, the suspicion leads to exploration by the general practitioner (GP). According to
recent national and international guidelines, the GP can explore the situation of the patient and his context
with an important attention for the global and actual functioning [35]. This is in accordance with the ICF. A
cognitive assessment will be performed, for example, using the Mini Mental State Examination or
equivalent instruments [36]. A low cognitive performance should always prompt a thorough examination
by a specialist. As long as these tests have no impact on the patient’s legal capacity (i.e. whether their
decisions are still recognized) there is no CRPD inconformity.

In the third step, confirmation is sought by involving a specialist. An in-depth examination is important,
not only to value the non-pharmacological and pharmacological treatment options but also exclude
treatable conditions causing cognitive disturbance and to get insight into the reactions and performance of
the patient.

However, apart from the fact that incipient symptoms of dementia can be caused by treatable
conditions like depression, a diagnosis is a facilitator for care planning. Actually and according to
guidelines, disclosing a diagnosis of dementia is a crucial step in the process of care planning [37–39].
Getting grip on a person’s will and preferences in early stage of dementia through care planning is
moreover essential given the CRPD Committee’s approach to legal capacity. As a consequence, the
diagnosis is not a finishing point but a starting point: post-diagnostic care is essential for coping with
dementia and is the gateway to ACP [40–44].

Textbox 2 Recommendations (adapted from Piers et al. [52])

Domain 1 Initiation of Advance Care Planning

1. Start ACP as early as possible and integrate ACP into the daily care of people living with dementia.
Specific key moments might be:

a. the period around the diagnosis of dementia

b. when discussing the general care plan

c. when changes occur in the health status, place of residence or financial situation

2. Be alert for triggers and opportunities to start ACP and make use of any opportunity to talk about ACP.

3. The healthcare professional should initiate ACP conversations if the person living with dementia and/or
those close to them do not do this themselves.

4. Consider the person as an individual and consider their specific situation when starting ACP
conversation.

Domain 2 Evaluation of Mental Capacity

5. Always assume maximal mental capacity.

6. Consider mental capacity as a fluctuating rather than a static condition and stay alert for signs of loss of
capacity.

7. Judge mental capacity tasks specifically – that is, for a certain decision at a particular moment in time.

8. Always stay in contact with the person him/herself and ensure his/her maximum participation.

9. Assess mental capacity through formal clinical assessment:

a. where there is doubt or disagreement between healthcare professionals and/or family

b. when the decisions can have far-reaching consequences

c. preferably by a multidisciplinary or interdisciplinary team with experience in dementia
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Domain 3 Performing Advance Care Conversations

10. Adjust conversation style and content to the person’s level and rhythm.

11. Explore who the significant people in their life are and who can be involved in the ACP conversations,
and explore who can become their legal representative.

12. Lead the conversation but do not force it to become too formulaic or phased.

13. Explore the person’s disease awareness and their expectations, ideas and possible misconceptions
concerning the disease trajectory.

14. Where someone lacks disease awareness or is reluctant to talk about ACP, do not insist.

15. Advance care planning conversations can best be held on several occasions and over a longer period
of time and cover several different topics such as the broader values of the person, his/her experience
of the present and fears about the future and the end of life, future care goals, specific advance
decisions about the end of life and advance directives.

16. Try to understand the whole person living with dementia; explore his/her life story, important values,
norms, beliefs and preferences.

17. Explore the person’s current experiences; ask what is the perception of the person living with dementia
of his or her own quality of life? What are his/her fears and concerns?

18. Explore the person’s fears and concerns for the future and for the end of life.

19. If possible and desirable, guide the person in formulating care goals.

20. If possible and desirable, guide the person in formulating specific wishes concerning specific end-of-
life decisions.

21. Explore whether the person would like to have a written advance directive or if they have made one in
the past.

Domain 4 The Role and Importance of Those Close to Them

22. Involve family or significant others as early as possible in the ACP process and inform them about the
role of a surrogate decision maker.

23. Evaluate their disease awareness and inform them about the expected disease trajectory and possible
end-of-life decisions.

24. Pay attention to their perceptions during the ACP process.

Domain 5 Advance Care Planning When It Is Difficult or No Longer Possible to Communicate Verbally

25. Keep connected with the person living with dementia and ensure his/her maximum participation:
respond to emotions, attend to non-verbal communication and observe behaviour to learn more
about current quality of life, fears and desires.

26. Actively involve family and others close to the patient in the ACP process and the expression of care
goals and wishes concerning end-of-life decisions.

Domain 6 Documentation of Wishes and Preferences, Including Information Transfer

27. Write down in the medical/care files of the person with dementia the outcomes of the ACP
process, values, preferences and care goals, and if applicable, the advance directive and legal
representative.

28. Regularly re-evaluate as part of the ACP process; decisions can be revised at all times.

29. Communicate the outcomes of the ACP process with the care team – that is, values, preferences and
care goals, and, if applicable, advance directives or legal representatives, especially in the case of
transfer to another care setting.

Domain 7 End-of-Life Decision-Making

30. Carefully weigh the wishes (expressed and/or written down earlier) against the current best interest of
the person living with dementia, in consultation with those close to him/her and the healthcare
professionals involved.
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are those that make elements of ACP workable
within complex and time-pressured clinical work-
flows [47].

A study with persons with dementia supports
the need for greater ACP discussions between
patients and proxies. Discussions regarding goals
of care are likely to benefit patients through delivery
of care congruent with their wishes and to benefit
healthcare professionals through greater acceptance
of patients’ illness [48]. It is clear that for patients
with cognitive impairment the barriers are higher to
start ACP [49]. A cross-sectional study demon-
strated that residents with dementia are grateful
when being involved in discussing their care, but
find it difficult to report what is discussed during
the conversations [50]. To bridge the gap between
the model and daily practice, a group of experts
developed recommendations as a guideline, vali-
dated by the Belgian branch of the Cochrane colla-
boration [51]. From a traditional and currently still
predominant point of view, ACP gives a person
with dementia the possibility to express his/her
will before losing mental capacity. Accordingly, an
evaluation of the person’s mental capacity is the
starting point of the recommendations. This is
either done freehand or through formal clinical
assessment (cf. domain 2). Moreover, involved
third parties are considered ‘surrogate’ decision
makers (cf. domain 5). The process of surrogate
decision-making is defined as ‘the process whereby
a person with disability is enabled to make and
communicate decisions with respect to personal or
legal matters’ [52, 53]. The predominant point of
view raises questions in terms of CRPD conformity;
as discussed earlier, both mental capacity and sub-
stituted decision-making are under siege from the
CRPD Committee (supra 2, 3).

3.2 The Result: Advance Directives
Advance care planning as a dynamic process often
ends up with ‘static documents’: advance directives,
negative or positive, of which some are – depending

on the country – legally enforceable. They often
have an undeserved connotation with negative
choices on a person who lives with dementia’s
end-of-life care. However, advance directives have
far more potential; they could deal with any positive
or negative choice regarding any aspect of a person’s
future life. In Belgium, for example, in 2014, the
concept of ‘care proxy’ (zorgvolmacht/mandat de
protection) was introduced in the Civil Code as an
alternative for guardianship.

With a care proxy a person who lives with
dementia appoints someone to take decisions
about goods and person when he/she is no longer
mentally capable of taking decisions. The care
proxy can be phrased in an open way, confined to
a list of mandates, but also be expressed in a very
specific way, focussing on the basic values of the
person who lives with dementia and how to put
them into practice. For example, in a care proxy a
person who lives with dementiamight indicate that
he/she wants to remain at home as long as possible
and that all reasonable options should be consid-
ered before admission to a residential care facility.

Although important, advance care directives are
‘static’ documents that only cover certain aspects of
the will of persons with dementia. In fact, ACP is a
‘continuing process’, which is somewhat at odds
with advance directives, and depends largely on a
continuing and qualitative relationship between a
person with dementia and a healthcare professional.
This approach assumes active engagement with
persons with dementia and their support network
[53], which is hard to formalize or control.

3.3 Executing Advance Care Plans
and Advance Directives
Up to now we have substantiated that although
care plans and advance directives are currently
linked to a model based on mental capacity, care
planning – if unlinked from a mental capacity
based approach – has great potential in the
CRPD approach. However, the sting in the tail is

Domain 8 Preconditions for Optimal Implementation of Advance Care Planning

31. Provide enough training opportunities for healthcare professionals to learn how to conduct ACP
conversations. Adequate support is essential in making healthcare professionals confident about
engaging in ACP.

32. Integrate ACP into the mission and policy of the organization and embed it in the organizational
culture.
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that the main challenges of ACP and advance
directives do not arise when care is planned
(which we discussed up to now), but when the
plan is to be executed (what we are about to
discuss). At this point the discussion on what is
a person’s real will culminates. We identify two
aspects of that discussion.

The first is when to stop planning in advance
and to start executing the advance directive. Given
the aim to document a person’s with dementia
real will in advance, therewith foreshadowing the
moment he lacks the actual will to take a decision,
there is the assumption one day ACP will end.

Traditionally, this is themomentwhen a person
who lives with dementia due to a lack of mental
capacity is no longer able to decide on future
choices in a fully informed way. At that moment
advance directives should be finalized and can no
longer be developed, supplemented or withdrawn.
From that moment onwards advance directives
enter into force, if relevant issues arise. Whilst
this is easy to say on paper, in practice it is hard
to determine when to stop planning in advance.
Given the known fluctuation of mental capacity,
the various consequences of the decisions (e.g.
‘What do you want to eat?’ versus ‘You don’t
want to be hospitalized’) and the ongoing nature
of the process, a relational practice is needed. This
is described as amore fluid approachwhich actively
engages with the person with dementia and other
members of their support network (typically family
members) across the trajectory of their illness [53].

From a CRPD point of view, however, the point
at which an advance care directive enters into force
should not be based on an assessment that the
person lacks mental capacity. Instead ‘it should be
decided by the person and included in the text of the
directive’ (General Comment N°1, 2014). Although
this might seem self-evident considered that CRPD
aims to do justice to disabilities, the approach of the
CRPD Committee is problematic. By stating that
the fate of ACP should be decided upon by the
persons himself or herself in the early stages of
dementia, the CRPD Committee suggests that the
preferences of the (non-disabled) ‘then-self’ consti-
tute the ‘real will’ and that the preferences of the
(disabled) ‘now-self’ are no longer relevant [54].

This links up with the second aspect – that is,
whether the real will of the person who lives with
dementia is by definition represented in the
advanced care plan, and what weight is given to
current preferences. Although the CRPD

Committee seems to suggest that the advance care
plan embodies a person’s real will, we would rather
expect that – if one aims to do justice to the auton-
omy of a person with dementia – an advance direc-
tive is a testimony of a person’s prior preferences
before he or she was disabled. These could coincide
as well as conflict with a person’s current prefer-
ences now he/she is disabled [55], or, as Guy
Widdershoven and Ron Berghmans stated in 2001:

Advance directives are often regarded as instruc-
tions to the doctor about future care. This view is
problematic, in that it obliterates that decisions
about treatment and care always take place in a
concrete situation, and require interpretation and
communication. From a hermeneutic perspective,
advance directives can be regarded as instruments
which do not replace interpretation and commu-
nication, but sustain joint decision-making about
treatment and care, including the patient and the
family in a process of meaning-making. [56]

4 From Lived Experiences
to Decision-Making

4.1 The ‘Real Will’ of Persons Living
with Dementia: Towards New
Approaches
As this chapter has so far explained, in order to
operationalizeArticle 12 of theCRPD, itwill become
necessary to find new ways to ascertain a person
living with dementia’s ‘real will’ and to ensure that
this is grounded in the person’s ‘preferences’. This
task will undoubtedly become more challenging for
people living with advanced dementia when the
cumulative and temporal impacts of cognitive and
other sensory impairments will make articulating
and indicating an everyday decision increasingly
challenging, both to do and for others to interpret.
If there are advance care directives, they could be of
help in such circumstances.

As explained earlier, they are not to be applied
as objective and static records of the prior wishes
of a person living with dementia. Instead, as
Widdershoven and Berghmans suggest, we should
think of them as ‘vehicles for joint meaning-
making before and during the experience of
dementia’ ([56], p. 190). However, how can we
understand ‘joint meaning-making’when the par-
ties involved differ in cognitive abilities?
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Over the years, research and public policy
reports have upheld the professional need to
ensure that people living with advanced dementia
are supported to make their own choices and
decisions, with such an act fundamental to sup-
porting personhood and successfully conducting
person-centred care practices [62–64]. Despite all
changes, a systematic review concludes that peo-
ple living with dementia value opportunities to be
involved in every day decision-making about their
care, as is in general the case for people with
intellectual disabilities. [65]

Another systematic review identified 10 out of
3,618 studies to conclude that:

Decision aids offer a promising approach for pro-
viding support for decision-making in dementia
care. People are often faced with more than one
decision, and decisions are often interrelated. The
decision aids identified in this review focus on
single topics. There is a need for decision aids
that cover multiple topics in one aid to reflect
this complexity and better support caregivers. [66]

As an illustration of this latter point, Alzheimer
Scotland [67] has written passionately about the
need for practitioners to support the person living

with dementia’s decision-making and to do so
via a broad range of interpersonal techniques,
such as keeping communication straightforward;
being clear about the decision in hand; using
props, including biographical photographs, to sup-
port the personalization of decision-making; tak-
ing as much time as needed during an encounter;
and drawing upon what has previously influenced
a person’s decision-making to contrast and com-
pare to what is being indicated in the present.
Similarly, keeping distractions in the environment
down to a minimum was also seen as helpful tech-
nique, as was closely observing the person living
with dementia’s body language [67, 68].

To try and move beyond these mainly struc-
tural indicators of choice and capacity to uncover
a person living with advanced dementia’s ‘real will
and preferences’, it might become necessary to
look more deeply at the person’s everyday deci-
sion-making and how decisions are made and
enacted. To do so, we propose two approaches:
arts as pathways to a holistic and hermeneutic
approach to dementia care, and ‘in the moment’
as a pathway for everyday decision-making for
people living with advanced dementia.

Textbox 3 The Role of Caregivers’ Attitudes

There are some basic rules when dealing with persons who live with dementia: one should be respectful,
open to their story, show understanding, solace and support, be patient and use non-verbal
communication [58]. Communication is preferably based on the concept of person-centred care, defined as
follows:

Person-centred care means that individuals’ values and preferences are elicited and, once expressed,
guide all aspects of their health care, supporting their realistic health and life goals. Person-centred
care is achieved through a dynamic relationship among individuals, others who are important to
them, and all relevant providers. This collaboration informs decision-making to the extent that the
individual desires. [59]

Unlike in earlier days, anyone will agree that persons who live with dementia should be approached as
autonomous decision makers. The diagnosis of dementia is not a diagnosis of mental incapacity. Moreover,
even if a person lacks the mental capacity to decide on things autonomously, the remaining capacities and
‘real’ will of persons who live with dementia should be traced, explored and valued as important elements
in the decision-making process. The concept of ‘best interest’, decision aids and the process of shared
decision-making (SDM) may be helpful.

Shared decision-making implies a process in which physicians and patients share in the decision-
making process, which is conducted through one or more face-to-face encounters. As to SDM, one should
notice that there is a spectrum starting at ‘autonomous decision-making over supported autonomous
decisions, joint decisions, delegated decisions, adopted decisions, pseudo-autonomous decisions to no
involvement in decisions’ [60]. The aim of SDM is to empower the patient but also to comply with legal and
ethical patient rights, provide patient-centred care, be responsive to patients’ desire to be involved, remain
accountable for screening and treatments used, improve patient satisfaction with the decision-making
process, and potentially improve patient health outcomes [61].
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4.2 Exploring Arts as Pathways
to a Holistic and Hermeneutic Approach
to Dementia Care

4.2.1 The Holistic and Hermeneutic Approach
as a Frame for Understanding Lived Experiences
First, we explore how the arts are applied to
understand the lived experiences of people with
dementia and next, how they could be applied to
discover a person’s real will and preferences.
Several scholars in the domain of critical dementia
studies argue that successful joint meaning-
making requires ‘whole sight’ and ‘a hermeneutic
approach’ [57, 69]. ‘Whole sight’ means that per-
sons who live with dementia are not to be reduced
to brain disease and patient role. Independent of
the stage of the illness, they are subjects of their
own – with intentions, desires, preferences and
feelings –which emerge in interactions with other
people and non-human partners (such as archi-
tectural and natural environments, technologies,
and animals).

The fact that disease symptoms profoundly
change these interactions does not relieve caregivers
from the moral duty to approach people who live
with dementia as equal partners in the exchange.
Hughes et al. state that ‘there is an evaluative and
interactive core to the type of thing that dementia is’
([69], p. 4). This brings us to the notion of the
‘hermeneutic circle’ that can be a source of inspira-
tion to improve interactions with people who live
with dementia. A hermeneutic approach comprises
a reiterative process of discovering diverging per-
spectives, reconsidering one’s initial position and
attempting to jointly arrive at new common ground.
Such a process is still possible in the exchange with
people who live with dementia but requires a special
effort and empathic listening and communication
skills on the part of the person who is cognitively
stronger.

Steven R. Sabat, a renowned social psycholo-
gist and representative of the personhood
movement in dementia research, describes what
such empathic listening and communication skills
entail in his landmark publication The Experience
of Alzheimer’s Disease: Life through a Tangled Veil
[70]. By means of ethnographic vignettes, he
reveals the meaning-making processes behind
his exchange with several persons who live with
dementia in a day care setting.

For Sabat, the starting point of successful com-
munication lies in the recognition that people
who live with dementia are ‘semiotic subjects’ or
‘individuals who can act intentionally given their
interpretations of the circumstances in which they
find themselves; they are people who can evaluate
their own behavior and the behavior of others in
accordance with socially agreed-upon standards
of propriety and reason’ ([71], p. 171). As such, in
his conversations with the visitors at the day care
centre, he consistently and explicitly showed his
collocutors that he took their speech (whatever
truncated) and their feelings (whatever strong)
seriously and that he was committed to earning
their trust and trying to understand them.

In the communication process, he did not only
attempt to piece together disparate language utter-
ances but also connected them to gestures and com-
portment. After all, speech actions are always
situated and embodied, and conversations are often
more about social mediation (signalling approval,
interest, compassion etc.) than about conveying
content.

In a similar vein,Widdershoven and Berghmans
demonstrate what linguistic and non-linguistic sig-
nals got lost in the communication between profes-
sional caregivers and a woman who lives with
dementia when trying to detect how she now feels
about her advance care directive [56]. Their example
painfully shows the negative impact on well-being
when caregivers – unintentionally – fail to become
empathic listeners and communicators and stop to
see people living with dementia as ‘semiotic
subjects’.

How good listeners and communicators are we
usually in day-to-day interactions?How sensitive are
we to non-verbal cues, including the pitch of the
voice, the look, body posture etc., when entering
into dialogue? Many would agree that it depends
on different factors, including the time we have
available, the way we feel in the moment (stress
certainly does not help) and how familiar we are
with a person’s communicative repertoire. Artistic
representations of exchanges with people who live
with dementia can be valuable sources to – safely –
reflect on and practice empathic communication
skills.

The documentary Mum (2009) by the Dutch
artistAdelheidRoosen is an exampleof such a source
[72]. In a series of staged scenes, the main character,
Mum (the on-screen persona of the director’s
motherwho liveswithAlzheimer’s disease), interacts
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with two daughters, her son-in-law and her sister.
What is so remarkable about thisfilmproduction is–
amongst other things – that Mum’s fragmented and
unconventional speech (e.g. ‘No I don’t have to be on
the leg, on the dove . . . or on the breaking, but I do
want to be free . . . because I want beautiful bite and
together andwith her . . . I want that just fine . . . and
then I place you with the . . . and then you floated
with . . .withmebetween . . . but it doesn’t have to . . .
you don’t have to . . . you can . . . but don’t have to.’)
dominates the soundtrack. It is even subtitled so that
the viewer is both visually and aurally drawn to her
words.

In doing so, the documentary explicitly invites
viewers to engage with mum’s speech and to try to
understand what she is communicating on screen.
Viewers can watch the documentary over and
over again to apply the principles of the ‘herme-
neutic circle’ and ‘the semiotic subject’ to become
part of the meaning-making process that is evol-
ving right before their eyes. As Mum’s family
members diligently listen to the mother’s speech
and are accepting of its unusual nature, they func-
tion as exemplary figures. They listen attentively
so as to assure the viewers that there is intention
andmeaning behindMum’s words and they never
reciprocate her speech with baby talk.

Several scenes of the documentaryMum further
reveal the importance of physicality in addition to
the linguistic aspects of communication. In one of
them, Mum is held by her son-in-law and together
they eat chocolates. When Mum discovers that the
chocolates arefilledwith liquor, the discovery sparks
shared amusement. Mum’s son-in-law attunes to
the main character’s mood and playful desire to
put the chocolates into his mouth but not without
gently refusingmore chocolates thanhewants to eat.

Scenes like this one beautifully illustrate that
language is ‘not just a matter of argumentation
and discursive deliberation . . . Dialogue is first
and foremost a process of play between parties,
based upon rituals. Conscious forms of interac-
tion are dependent upon such preconscious ways
of aligning and tuning’ ([56], p. 188). Feeding and
being fed is a deeply ingrained practice that does
not take much intellectual deliberation. Knowing
how to unwrap chocolate candy and feed it to a
relative constitutes embodied ways of knowing.

Such practical embodied knowledge is prob-
ably as essential as discursive knowledge when
interacting with a person who lives with dementia,
Pia Kontos argues ([73], pp. 206–7). Inspired by

Maurice Merleau-Ponty’s notion of the ‘body-
subject’, Kontos turns to the body as source of
‘practical intentionality’ and ‘index for meaning’
to improve our understanding of the continued
abilities of people who live with dementia. Kontos
draws on Pierre Bourdieu’s concept of ‘habitus’
to add that bodies assume their embodied
significance in a specific social context. While
doing participant observations in a Canadian
Orthodox Jewish care facility, for instance,
Kontos discovered residents were capable of
enacting ritual gestures connected to holidays
like Hanukkah. Such capabilities are typically
developed over a lifetime in a specific community
and have become continuous tacit knowledge
manifested through the body.

The participatory arts are increasingly called
upon in dementia care because they ultimately
facilitate empathic communication, building on
play, ritual and embodied knowledge. Indeed,
some art professionals turn out to be great allies
in the quest for deconstructing the hierarchical
dichotomy between the person who is ill and the
person who is not (which we earlier referred to as
cognitively stronger/frailer) by assigning a crea-
tive (rather than patient) role to the latter.

The participatory arts are not be confused with
medical interventions whose longer-term efficiency
can be measured by randomized controlled trials.
The methods behind the collaborative arts facilitate
first and foremost the quality of the exchange in the
here and now of the encounter between people who
live with dementia and trained professionals.
Participatory art programming in dementia care
incorporates many art disciplines, ranging from
dance, music and fine arts to storytelling and oral
poetry. Since the latter is the most counter-intuitive
because it heavily relies on putting thoughts or
feelings into language, it is worth having a look at
the Alzheimer’s Poetry Project (APP) by Gary
Glazner and TimeSlips by Anne Davis Basting [74,
75], two methods specially aimed at people living in
the mid to advanced stages of dementia.

The APP consists of joint poetry recitation by
means of call and response as well as collaborative
poetry improvisation. TimeSlips is a collective story-
telling technique inwhichparticipants comeupwith
answers to open questions related to a surprising
image. Neither method requires the systematic
exposure of the participant’s past or excellent lin-
guistic performance.The emphasis is on any creative
input in the here and now of the fictional world.
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Ethnographic research has shown that even
in improvisational storytelling and poetry exer-
cises, the participants often share what preoc-
cupies them in real life and do so in a rather
systematic manner over the course of 10 weeks.
For instance, poetry recitation and improvisa-
tion around the topic of love prompted a parti-
cipant in a Dutch nursing home to share her
sadness and embarrassment over not immedi-
ately having recognized a visitor and having
refused his kiss (while he supposedly was a close
family member) – a theme other participants
could relate to all too well.

4.2.2 The Holistic and Hermeneutic Approach
as a Frame for Decision-Making: Detour through
Fiction
The process of aligning and attuning that charac-
terizes the participatory arts in dementia care has
not yet spilled over to other domains of exchange
with people who live with dementia. Often peo-
ple assume that the step from creativity as
practised under the lead of an art professional
to everyday creative solutions and expressions is
too big a leap [76]. This is not only a misun-
derstanding but also a missed opportunity.
What if we would apply some of the imagina-
tive techniques developed by professional artists
to continuously work on ACP, especially when
the predominantly discursive abilities of the
person in question are diminishing?

To conclude this section, we make a first and
modest exploration of what this could entail, espe-
cially in relation to the strategies that people who
are cognitively stronger can rely on to improve
their communication skills when trying to iden-
tify and negotiate the goals and preferences (the
‘real will’) of people who live with dementia.
Several of the recommendations adapted from
Piers et al., especially in domain 3, ‘Performing
ACP Conversations’, can be reconceived when
turning to creative approaches to care. Examples
include 10. to adjust conversation style and con-
tent to the person’s level and rhythm, 16. to try to
understand the whole person living with dementia
and 17. to explore the person’s current experi-
ences [51].

In contrast to reminiscence and life story
work, participatory arts interventions stimulate
people who live with dementia to step into an
imaginary world they co-create with the

workshop facilitator and other participants with
similar capacities to themselves. It is the facilita-
tor’s responsibility to create a stimulating non-
clinical and non-stigmatizing environment and
to assure the participants that entering this
world in which anything goes is a safe and com-
forting endeavour.

A fictional world typically consists of charac-
ters around whom actions/events evolve and
whose feelings and motivations are expressed.
Coming up with and sharing fictional characters
and narrative scenarios through a visual (a
photograph, a painting, a sculpture) or a literary
cue (a poem, a song, a saying) in the third person
(in the form of a child, a husband, a bird, a hippo,
an astronaut etc.) enables participants not only
to indicate preferable types and storylines but to
do so in relation to other participants’
contributions.

This type of improvisational play of give and
take is intrinsically polyphonic as it does not
intend to arrive at a consensus between the parti-
cipants [75]. The idea is that every contribution
has value of its own (cf. the person who lives with
dementia as a semiotic subject), which reinforces
the ‘narrative agency’ of the participant [77].
Accordingly, many collaborative arts approaches
to dementia care are based on a ritualized form of
repetition and echoing [72].

In TimeSlips, for instance, all of the replies
of the participants to open questions (e.g.
‘Where could this be?’ ‘Who could these char-
acters be?’ ‘How would they feel?’) are col-
lected on a flip chart and told back to the
audience by the facilitator at regular intervals.
In the poetry recitations of the APP, the same
lines are echoed/recited by the group a dozen
times. As such, the fact that many people who
live with dementia repeat certain linguistic and
behavioural patterns (their individual reper-
toire) over and over again is turned into a
strength rather than a nuisance.

Let us stress once more that practical embo-
died knowledge is valued as much as discursive
knowledge (even though the latter seems to pre-
dominate in the spoken word interventions
TimeSlips and the APP) in collaborative art
activities in dementia care. Just like words,
actions (including comportment and gestures)
can carry narrative meaning [78]. Especially
creative interventions that build on the perfor-
mance arts (theatre and dance) support ‘the
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body’s potentiality for . . . telling one’s story’
([78], pp. 361–2). Improvisational acting and
dancing offer people who live with dementia the
opportunity to become who they never were, to
act out personalities, undertakings and emotions
that may be as surprising to them as to others.

Although the collaborative arts are meant to
serve as pleasant distractions from the often-ugly
reality of the illness – next to affirming the per-
sonhood of the participants and honouring their
remaining strengths – imaginative play offers
room for the expression of both positive and
negative affects. Indeed, a wide range of emo-
tions are usually part of co-creation.
Occasionally, fiction bleeds over into reality
(real and imaginary life getting blurred) and the
here and now of the story world merge with past
and current experiences, as mentioned earlier.
This has potential for future experiments with
and explorations of collaborative arts approaches
to discussing ACP.

A detour through fiction may be a less
confrontational way to provoke responses to
important topics (such as what a loving rela-
tionship entails, what it entails to care well for
someone or for oneself, what it means to relo-
cate, how one can cope with disappointments
and anxieties etc.) than directly asking urgent
instrumental care-related questions to a speci-
fic individual. If the arts activities take place at
regular intervals over a longer period of time,
the contributions will eventually reveal the
core values and ‘real will’ of the participants
at that point in their lives.

Translating and adapting some of the
approaches behind professional collaborative
arts activities tailored to people who live in
the mid to advanced stages of dementia does
not first and foremost require a background in
the professional arts but rather a holistic and
hermeneutic mindset as described earlier. This
mindset can only be developed through
ongoing reflection on one’s own role in the
relational power dynamics with a person who
is cognitively more vulnerable. It compels an
effort to deconstruct taken-for-granted
assumptions about selfhood and the quality of
interpersonal relationships. Most importantly,
it involves taking risks and sharing vulnerabil-
ities on the part of the person who is cogni-
tively stronger.

4.3 Exploring ‘in the Moment’
as a Pathway for Everyday Decision-
Making for People Living with Advanced
Dementia

4.3.1 ‘In the Moment’ as a Frame
for Understanding Lived Experiences
Next to arts, we uncover whether the ‘in the
moment’ frame as a way to understand the lived
experiences of people with dementia could be
applied to discover a person’s real will and pre-
ferences. Applying the ‘in the moment’ frame of
reference to a decision-making process would fol-
low the general philosophy of positive psychology
in dementia studies where the focus is on uphold-
ing the social context of well-being and maintain-
ing the importance of resilience-promoting
factors – that is, the personal right to take risks
and to try alternative solutions if the first
approach did not get the desired result [79].
Moreover, the findings of two recent systematic
reviews of the literature in dementia studies that
were focussed, separately, on reminiscence activ-
ities and life story work [80, 81] have both con-
cluded that finding more creative ways to
integrate and record ‘in the moment’ experiences
within care practices and research reporting
would provide a more authentic account of what
it is like to live with more advanced dementia.

However, whilst these are important develop-
ments, reaching a consensus about what constitu-
tes ‘being in the moment’ has, until relatively
recently, been missing from the literature.
Working to address this knowledge deficit,
Keady and his colleagues have recently (2020)
generated the first definition of ‘being in the
moment’ by performing secondary data analysis
on a number of qualitative studies undertaken by
members of the Dementia and Ageing Research
Team at the University of Manchester in the UK
[82]. Based on a comparative synthesis of their
qualitative data sets, the authors defined the
experience as follows:

Being in the moment is a relational, embodied
and multi-sensory human experience. It is both
situational and autobiographical and can exist in
a fleeting moment or for longer periods of time.
All moments are considered to have personal
significance, meaning and worth. (p. 7)
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When considering how everyday decisions are taken
by people living with advanced dementia ‘in the
moment’, this definition showcases the importance
of the autobiographical and relational context built
from a position of resilience and life experience.

Interestingly, the authors went on to place
‘being in the moment’ within a continuum of
moments that they argued revolved around: creat-
ing the moment; being in the moment; ending the
moment; and reliving the moment, with the
opportunity to relive moments being a spark to
ignite creating the moment once again. This cycli-
cal continuum suggests that being in the moment
is not a once-only, stand-alone event and that a
range of factors will be needed to explore and
contextualize what it is to be ‘in the moment’,
such as time, place and environment.

4.3.2 ‘In the Moment’ as a Frame for Decision-
Making?
Whilst ‘being in themoment’, and an appreciation
of moments in general in dementia studies, is
steadily gaining momentum as a frame of refer-
ence for better understanding the lived experience
of dementia, especially for those living in its later
stages, applying this emergent understanding to a
decision-making model that could better commu-
nicate a person’s ‘real will and preferences’ is not
straightforward [82]. This is because an ‘in the
moment’ everyday decision-making model is not
currently available/written about in the decision-
making literature. Indeed, the nearest model that
we could locate and craft onto this positioning is
the ‘recognition-primed decision model’ of rapid
decision-making [83, 84].

In the recognition-primed decision model, a
central tenet is that people (not just people with
dementia of course) use experience – generated
from their life script – to avoid some of the limita-
tions of analytical strategies and that decisions can
be taken without having to compare options. This
immediacy of thought and action relies on two
interlinked processes; first a situation assessment
to generate a plausible course of action and then
cognitive simulation to evaluate that course of
action [83].

The recognition-primed decision model has
been used in various emergency situations such as
to better understand firefighters’ rapid decision-
making processes when faced with a real-time,
life-threatening event, such as responding to a
house fire [85]. It has also been applied by military

strategists to find out how battlefield commanders
make intuitive decisions when faced with the chan-
ging tactics of the enemy that require an immediate
response. In this battlefield work a conclusion was
reached that ‘the key to a good solution lies in the
ability to correctly assess the situation, since that
assessment will guide the judgement about what is
a good course of action’ ([83], p. 9). This also
suggests that plans can be rapidly changed should
the circumstances continue to call for it.

When considering the implementation of the
recognition-primed decisionmodel for people with
more advanced dementia, it will become necessary
to better understand such instinctive and intuitive
rapid decision-making and the place where those
decision are coming from/being taken. Consider,
for example, a person with advanced dementia’s
anguish in wanting to leave the place they are in
order to meet their young children from school as
they are already ‘late’ to pick them up. Whilst ‘we’
may reasonably conclude that such an event is not
happening in ‘real time’, for the person living with
dementia all decisions and actions will be made to
meet this situational assessment/motivation that is
happening in real time.

The ability/inability to be physically present at
the school gate is a cognitive simulation that will
subsequently drive all immediate decisions and
actions and trigger a number of responses from
those in the presence of the person with advanced
dementia –which could, of course, include restraint.
Therefore, we would suggest that in advanced
dementia, the recognition-primed decision model
will need to be adapted in order to provide a situa-
tional context for such ‘in the moment’ situations
and meanings and to establish a more rounded
profile for the person’s ‘real will and preferences’.
Whilst hypothetical at present, we have illustrated
this adapted ‘in the moment’ recognition-primed
decision model in Figure 11.1 and have elaborated
on each of its quartile segments.

• The life script is the starting point in the first
quartile segment and the starting point in the
adapted ‘in the moment’ recognition-primed
decision model. It is a foundational domain as
without knowing a person living with
advanced dementia, their ‘real will and
preferences’ will be difficult, if not impossible,
to ascertain – especially if cognitive and other
sensory impairments continue to make verbal
communication challenging for the person.
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Other cues, such as body language, body
movement and vocalized sounds, may need to
be the connecting point that indicate likes and
dislikes, choices, distractions and motivations.
This first quartile segment should be
considered as being attuned to person-centred
care practices and values [62, 63], and
underpinned with robust life story work [81].

• Lived time is symbiotic with ‘being in the
moment’ for people living with advanced
dementia and thus we consider it also a
foundational domain of the recognition-
primed decision model as adapted and applied
to this specific context. Lived time was first
described by the Dutch philosopher Max van
Manen, who conceptualized lived time as
‘subjective time’ as opposed to ‘clock time’
[86]. Lived time is important for better
appreciating the ways people experience the
temporal dimensions of their life; again, this
formulation is not exclusively applied to
people living with dementia, but its
connection to the more advanced stages of the
condition is heightened given issues of
impaired autobiographical memory recall and
orientation to time, place and person [87].
Indeed, a recentmeta-synthesis by Eriksen et al.
on the experience of lived time by people with
dementia has reported that people living with
dementia experience changes in the self related
to all three dimensions of time, namely past,
present and future [88]. Therefore, meeting the
person living with advanced dementia in their
own reality/construction of lived time provides

an opportunity for both illuminating and
interpreting the person’s ‘real will and
preferences’ [88].

• Situation assessment is seen in our adapted
model in an everyday life context and as
applied to dementia studies [89]. Moving the
frame of reference to the mundane and to the
ordinary provides an opportunity for the
person with advanced dementia to make vital
life choices based on supporting their personal
needs and wants and drawing directly from
their life script and remembered/automatic
behaviours and actions. Here, new and
repeated everyday situations will be
continually faced and encountered ‘in the
moment’ and decisions will need to be taken
quickly to maintain a form of aesthetic
presence – for example, the person with
advanced dementia suddenly indicating they
no longer want to shave, or be shaved, by care
home staff after a lifetime of being facially
clean-shaven. What is the ‘real will and
preferences’ of the person living with
advanced dementia in such a situation and
what should the response be?

• Cognitive simulation provides the outcome
indicator as to whether the ‘in the moment’
everyday decision-making has been
successfully undertaken and communicated
by people living with advanced dementia, or if
further interpretation/clarification/care
planning is required. Outcome indicators will
be different for each person in each different
set of circumstances, but applying a life script
and personal well-being lens against the
consequences of the ‘in the moment’ everyday
decision-making will help to provide an
evolving person-centred frame of reference.
As intimated in Figure 11.1, these outcomes
will be replayed and contrasted to the life
script of the person living with advanced
dementia, which will give additional
authenticity to interpreting and upholding the
person’s ‘real will and preferences’.

If we hold that communication, in whatever
form, is the means by which all people indicate
choice and decision-making, then for people living
with advanced dementia especially, reliable inter-
pretation of that communication approach is cru-
cial to determining real will and preferences [90].
Arguably, this is not a new position to take. For

Life script Lived time

Situation
assessment

Cognitive
simulation

Figure 11.1 ‘In the moment’ everyday decision-making for
people living with advanced dementia: establishing ‘real will and
preference’ (adapted from the recognition-primed decision
model [83])
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example, for people with more complex presenta-
tions of dementia, a need to interpret the meaning
of behaviour, such as excessive walking punctuated
by shouting and seemingly aggressive gestures, is a
cornerstone of the challenging behaviour literature.

As an illustration, the Newcastle Challenging
Behaviour Model is a multifactorial assessment of
behaviour using a needs-led approach to support
the well-being of a person living with dementia
[91]. In this model, exhibited behaviour(s), such
as excessive walking, are considered a manifesta-
tion of a need or unmet need. Identification and
assessment of such challenging behaviour would
involve four set approaches, namely (1) gathering
background information about the person living
with dementia e.g. personal history, physical
health, cognition, an in-depth description of the
behaviour and when, where and how often it is
occurring; (2) developing a formulation (also
known as a functional analysis) based on the col-
lation of such background information; (3) con-
ducting an intervention based on the formulation;
and (4) documenting the effectiveness of the inter-
vention on a care record/plan. However, what
appears missing from such an appraisal is the rea-
lity that the excessive walking, to continue with the
example, is occurring ‘in the moment’, in separate
moments in time and as a rapid decision by the
person livingwith dementia to deal with the under-
lying motivation/stressor that is being faced.

In many ways, what constitutes being in the
moment for a person living with advanced
dementia, how it is enacted and then how it is
remembered for the person, if at all, are crucial
determinants to establishing a person’s real will
and preferences. As we have seen earlier in this
chapter, arts and creative practices/interventions
are beginning to inhabit this space through a focus
on embodied and sensory approaches to commu-
nication, such as through music and dance, rather
than focussing onmeaning-making alone through
verbal communication and expression.

This is an important step forward as John
Killick has argued that being ‘in the moment’ is
the basic unit of creative provision for people with
dementia and is closely associated with the con-
cept of ‘flow’ [92]. In this context, ‘flow’ is a state
linked to the work of Mihaly Csikszentmihalyi
and means being totally absorbed in a task or
activity where the person has increased well-
being and is totally lost in time. As Killick goes
on to explain, ‘flow’ is also ‘a dynamic experience

between the person [with dementia] and their
social environment’ ([93], p. 182). This alignment
opens up the possibility of people with advanced
dementia being in themoment and in a ‘flow’ state
with everyday mundane activities, much as we
are proposing in the situation assessment in
Figure 11.1 (third quartile segment).

Perhaps what is needed going forward is to
view a person holistically and to accept that ascer-
taining the real will and preference of a person
with advanced dementia will always be an imper-
fect science. However, by adopting an ‘in the
moment’ lens, much as we have set out in Figure
11.1 and augmented by existing knowledge from
the challenging behaviour and creative arts fields,
there is an opportunity to provide a more robust
and person-centred way of interpreting decision-
making in advanced dementia. That said, more
work is required to turn these words and thoughts
into practical solutions that can be implemented
on the ground and in an everyday practice context
to satisfy the needs of Article 12 CRPD.

5 Conclusion

5.1 The Potential of Advance Care
Planning and Lived Experiences
The aim of this contribution was to explore
whether ACP and existing frameworks to under-
stand lived experiences of persons who live with
dementia have potential to be integrated into a
CRPD approach to decision-making with demen-
tia. This CRPD approach radically questions the
capacity-based model on decision-making with
dementia that is key to most current decision-
making practices. The CRPD requires legal capa-
city to be disentangled from mental capacity, and
calls for legal capacity to be based on a person who
lives with dementia’s will and preferences instead.

However, a ‘real will’ is still needed: not every
preference should lead to a valid decision. Really
wanting however, does no longer fully depend on
the ability to understand and appreciate. Also
beyond mental capacity there is a real will, yet
support of others is needed to retrieve and com-
municate it. Here the potential for ACP and lived
experiences is to be found.

First, regarding ACP, this is proposed as a
solution by the CRPD Committee itself. Indeed,
planning care in advance is a way to overcome
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ruptures in the lives of persons living with demen-
tia. Yet the textbook way of ACP is not necessarily
in line with the CRPD’s approach to decision-
making. In particular the basic assumption that
ACP foreshadows a future of mental incapacity
wherein the preferences of the ‘then-self’, uttered
in times of mental capacity, takes precedence over
the preferences of a mentally incapacitated ‘now-
self’, is problematic.

The solution the CRPD Committee suggests –
it is up for the person with dementia himself/
herself to decide upon this – does not help us
any further. If the then-self decides on how an
advance directive is to be executed, the preferences
of the now-self could be overlooked. Consequently,
in order to keep in touch with the now-self and
overcome the mental incapacity trap, ACP should
be a process that never stops. There is no divide
between planning and executing an care plan: a real
will cannot be established in advance. In a way,
there is even no ‘advance’ in ACP.

Second, if a real will cannot be established in
advance, the currently lived experiences of a per-
son with dementia are an essential support or
counterweight for the preferences of the then-
self. We maintain that exploratory frameworks
to understand the lived experiences of people
with dementia – for example, a framework based
on arts and/or the ‘in the moment’ frame – could
and should play a role in discovering a person’s
real will and preferences. Both arts and the ‘in the
moment’ frame would offer an opportunity to
provide a more robust and person-centred way
of interpreting decision-making. Despite this con-
fident claim, our thoughts are just exploratory.
Much work is required to turn these thoughts
into practical solutions that can be implemented
on the ground and in an everyday practice context
to satisfy the needs of Article 12 CRPD.

5.2 Is There a Future for Best Interests?
The main focus of this exploratory contribution
was to find out whether ACP and lived experi-
ences could a play role in retrieving a person’s real
will beyond mental capacity. Our answer was
mainly positive; although there are questions,
both have a large potential. What we did not
deal with is the more fundamental question of
what is a real will; even though the CRPD
Committee guides in a certain direction by for-
cing us beyond the traditional mental capacity

approach, the highly normative question on how
to weigh (up) preferences of the then-self and the
now-self lies ahead.

As explained, agreeing on what makes a will
real is the first step to respecting a real will. In this
regard, even if we agree on what makes a will
‘real’, there is a last question: if we know what a
person who lives with dementia really wants, are
we obliged to respect this?

Traditionally best interests play a part in
decision-making with dementia by surrogate
decision makers. On this point Smith et al.
note that:

Rising use of advance directives has made surro-
gate decision-making both easier and harder. In
many cases, these directives help guide decision-
making for patients who have lost decision-making
capacity. In some cases, however, directives may
conflict with what physicians or surrogates view as
what is in the patient’s best interest. These conflicts
can place substantial emotional andmoral burdens
on physicians and surrogates, and there is little
practical guidance for how to address them. [94]

A framework of ‘best interest’ is used, for
example, to overcome a conflict of the ‘now-self’
versus the ‘then-self’ [94]. In this framework ques-
tions are raised for weighing previously expressed
preferences and best interests. ‘Is the clinical
situation an emergency that allows no time for
deliberation?’ ‘In view of the person’s values and
goals, how likely is it that the benefits of the
intervention outweigh the burdens?’ ‘To what
degree does the advance directive fit the situation
at hand?’ ‘How much leeway did the patient allow
the surrogate in overriding the advance directive?’
‘How well does the surrogate represent the
patient’s best interests?’

In a CRPD approach, this type of comparative
assessment between a prior preference and a cur-
rent best interest is no longer self-evident. If there
is something to be comparatively assessed, it is the
prior and the current preference. Either one of
both or a combination constitutes a person’s real
will. It is indeed a major virtue of the CRPD that it
recognizes that any person with dementia in any
situation has a real will, that this real will should
be retrieved and that current preferences, even if
in later stages of dementia, play a role. This
approach makes it easier to recognize coercion
in dementia care. In the capacity approach,
beyond mental incapacity the concept of coercion
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is vague. Can we speak of coercion if there is a lack
of mental capacity? The CRPD approach instead
forces us to make a clear distinction between two
questions: ‘What does the person who lives with
dementia really wants in this situation?’ and ‘Are
we able and willing to execute that will?’ [17]

This raises the question whether there is room
for best interests at all. While it is clear that under
a CRPD approach not every ‘real’ will has to be
executed – for example, the will of a person with
dementia can still be in conflict with rights of
others – disregarding what a person really wants
because it is deemed highly undesirable for them-
selves becomes dubious, especially if these best-
interest considerations would not be made if a
person without dementia has the same real will.

Nonetheless, a person who lives with dementia
really wanting to stay home until the end of their
life can end up in a situation where this is reason-
ably impossible. Despite all efforts, they can refuse
to take a bath for weeks, therewith being an unrea-
sonable burden for others. Although the CRPD
Committee rejects any coercion related to a dis-
ability, it seems reasonable to strike a fair balance
in these cases. However, this should never be
taken for granted.
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Chapter

12
Societal and Ethical Views on End-of-Life
Decisions in Dementia
Chris Gastmans, Jenny van der Steen and Wilco Achterberg

1 End-of-Life Decisions
Most people in contemporaryWestern societies do
not die suddenly, but from organ failure or demen-
tia after a period with declining health due to
chronic-progressive disease. With increasing
options for care and treatment, decisions about
useful or desirable treatment and care are made
in the last phase of life of most people. In case of
dementia, in a representative sample of deaths in
Flanders in 2013, at least one end-of-life decision
wasmade in 57% of persons who died with demen-
tia [1]. In the Netherlands, in persons with demen-
tia who died in nursing homes, which represents
the great majority of persons with dementia, such
decisions were taken in 72% of cases [2].

End-of-life decisions can be classified by the
nature of the treatment (starting, withholding, stop-
ping treatment) and by any intention with regard to
hastening death [3, 4]. In this chapter, we pragma-
tically report on three categories of decisions. First is
decisions primarily aimed at alleviating pain and
other symptoms or improving quality of life in
other ways, while possible effects on length of life
are deemed irrelevant compared to that aim. Second
is decisions around life-sustaining treatment or
treatment to cure acute or comorbid conditions
which may or may not affect length and quality of
life. Third is decisions around terminating life.

2 First Category: Decisions
on Alleviating Pain and Other
Symptoms and on Palliative Care
in General

2.1 Palliative Care and Improving
Quality of Life
The first group of decisions addressed in this
chapter includes whether to alleviate pain and other

symptoms with, for example, opioids, benzodiaze-
pines or barbiturates, but also about palliative care
more generally. Palliative care offers holistic, highly
multidisciplinary care developed initially to
improve quality of life in the terminal phase of
those with incurable cancer. However, it has
shown benefits for more people when there is no
cure for progressive disease, and this includes
dementia. It aims to alleviate suffering due to severe
illness, and although not limited to the terminal
phase, still it aims to alleviate suffering, ‘especially
of those near the end of life’ [5].

The suffering can be physical, psychological,
social or spiritual (existential) in nature. Spiritual
care being part of palliative care is a distinctive
feature compared with other holistic- or person-
centred care approaches, which is relevant to exis-
tential questions that may play a role in a wish to
hasten death (the third category of decisions
addressed later in this chapter). Palliative care also
explicitly includes care for family and other rela-
tives. This aspect is evenmore important in demen-
tia than in other incurable diseases given the
elevated caregiver burden along with fewer positive
caregiving experiences with dementia [6, 7] and
complexities in decision-making [8].

Decisions on palliative care refer to what can
be done as much as about what is not being done
(treatment withheld as part of the second category
of decisions). Palliative care decisions consider
a focus on improving quality of life in terms of
comfort and functioning, regardless of any effects
on length of life (Figure 12.1; [6]). Such focus
implies goals of care are prioritized while there
may bemore goals at a time. Goals, or a mixture of
goals, can also shift over time and therefore re-
evaluation is needed, such as in advance care
planning conversations. Shared decision-making
approaches are preferred [6], but the amount of
input in decision-making differs between jurisdic-
tions and cultures, for example, with a more

233
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


pronounced role for family as proxy decision
makers in the United States versus more directive
input from specialist elderly care physicians in the
Netherlands [9].

Regarding other societal issues, palliative care
as a broader concept than terminal care, and
dementia being a disease you can die from are
two conceptualizations that are still rather
unknown. Studies have shown limited awareness
and knowledge on dementia being a life-short-
ening illness among the general public, among
family caregivers of nursing home residents with
dementia and among nursing staff caring for
nursing home residents with dementia in the
Netherlands and other Western countries [10–12].

Palliative care decisions do not necessarily
imply referral to specialist palliative care [6]. For
example, regarding decisions to treat behavioural
symptoms whichmost persons with dementia and
caregivers encounter at some point during the
course of the disease, specialized dementia care
consultation may be indicated when such symp-
toms are severe [13]. Further, a palliative
approach applied by generalists is being imple-
mented upstream with an orientation towards
addressing needs [14]. It requires societies to
build capacity and partnership between specialists
for referral, consultation and addressing general-
ists’ educational needs. Palliative care may thus be
integrated and perceived as a standard for good
care, and therefore become ‘mainstream’.

Indeed, the quality of palliative care for persons
with dementia has improved in the Netherlands
(from the perspective of bereaved family; [15]) and

in Flanders (from the perspective of nursing home
staff; [16]). Yet symptom burden has remained sub-
stantial in both countries. Perhaps this relates to the
inability to prevent all symptoms from developing
towards the end of life or to higher expectations
among clinicians, patients, family or perhaps society
at large of effects of management of pain and other
symptoms.

2.2 Pain Prevalence at the End of Life
Towards the end of life, pain often persists or
emerges and pain and shortness of breath increase
in persons with dementia towards the end of life
while agitation is more likely to decrease [17].
Pain is an important symptom that strongly influ-
ences quality of life and of dying. As people grow
older, they accumulate chronic illnesses asso-
ciated with pain and functional impairment. In
the terminal phase, people are often bedridden,
which may lead to even more pain-related condi-
tions such as stiffness, contractures or pressure
ulcers. Unfortunately, pain is therefore a very
common feature in dying patients, which physi-
cians generally recognize in patients with
a terminal oncological disease.

However, many physicians are surprised to
learn that in patients dying with dementia pain
is almost just as prevalent. In a recent prospective
study in the UK, 85 persons with advanced
dementia were followed for nine months, 31 of
them until death [18]. It was found that more than
half of people with advanced dementia had pain
during movement, and 1 in 9 also had pain when
in rest, and this persisted throughout the study.
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Figure 12.1 Dementia progression and suggested prioritizing of care goals. (Reproduced from [6])
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Also in Flanders high symptom burden was found
in patients with advanced dementia until the end
of life [19]. In the Netherlands, pain was found in
between 47% and 68% of nursing home residents
with dementia, and in the last week of life even in
78% of nursing home residents [17].

2.3 Pain Assessment at the End of Life
Decisions regarding pain management are com-
plicated by barriers in communication and assess-
ment. Dementia leads to progressive impairment
in verbal communication and in an ability to
communicate about more abstract issues. Most
nursing home residents with dementia can still
self-report pain [20], but for others, recognition
andmonitoring of treatment is more complicated.
Over the past decades, several observational
instruments have been developed to overcome
this problem; examples include the Pain
Assessment Checklist for Seniors with Limited
Ability to Communicate (PACSLAC), Pain
Assessment in Advanced Dementia (PAINAD)
and the recently developed Pain Assessment in
Impaired Cognition-15 (PAIC15).

One review describes 15 studies that made use
of instruments that can be seen as appropriate for
people with dementia at the end of life [21].
However, many of these tools lack sound psycho-
metric evaluations. A systematic review that only
included studies if they evaluated reliability, validity
or clinical feasibility of instruments, selected only
four observational instruments for the end of life
(Abby Pain scale, Critical-care Pain Observation
Tool (CPOT), Multidimensional Objective Pain
Assessment Tool (MOPAT) and PAINAD) [22].
However, quality assessment with the Consensus-
Based Standards for the Selection of Health Status
Measurement Instruments (COSMIN) criteria
made the authors conclude it is not possible yet to
give evidence-based recommendations about which
tool should be used. Given the lack of sound psy-
chometric evidence for the end-of-life situation, the
use of observational instruments for the detection
of pain in dementia has received more attention. In
many guidelines that refer to pain in older persons
or persons with cognitive impairment, the use of an
observational pain instrument such as the Dutch
guideline for pain in vulnerable older persons is
advised [23].

However, implementation in everyday prac-
tice is not easy, often because of a lack of ongoing

training and multidisciplinary transfer of knowl-
edge [24]. Nurses have difficulties recognizing
pain in dementia as a result of a lack of training
in this subject [25]. They particularly find it diffi-
cult to classify the discomfort they may observe
and, for instance, to differentiate between anxiety
and pain [26]. They also report a feeling of inade-
quacy because they cannot connect with the
patient and problems in getting prescriptions
from physicians for adequate pain management
[27]. Physicians also struggle with pain in demen-
tia at the end of life. They find it hard to make
a good diagnosis in the absence of self-report, to
make a choice in type of painkiller (because of side
effects) and administration route (because of
swallowing difficulties) [28]. Physicians indicate
they need more training, consultation and men-
toring. A study that evaluated telementoring for
pain assessment and management in end-stage
dementia has shown beneficial effects on knowl-
edge and self-efficacy in healthcare workers,
including physicians and nurses [29].

2.4 Pain Management at the End of Life
Pain control (with medication) refers to ‘the
intentional administration of analgesics and/or
other drugs in dosages and combinations required
to adequately relieve pain’ ([4], pp. 32–3). Not all
patients receive the same amount of pain control;
one of the explanatory factors is the primary diag-
nosis. Patients with cancer generally receive the
most and best pain control [30]. In 2013, intensi-
fied alleviation of pain and/or symptoms was per-
formed in 43% of persons with dementia [1], and
in the Netherlands from 2007 to 2011, this was
performed in 49% of nursing home residents who
died with dementia [2]. Generally, people with
dementia receive less painmedication than people
with intact cognition [31, 32]. However, several
studies show a hesitance to usemorphine seems to
disappear when persons approach the end of life.
A prospective observation study in 24 dying nur-
sing home patients showed good pain control
[33], and also in a hospice study pain control in
persons with dementia was appropriate [30].

Sometimes the dying process is accompanied
by very distressing symptoms, such as severe dys-
pnoea or intractable pain, for which intensive
medical and palliative treatment cannot alleviate
those symptoms. As a last resort, palliative seda-
tion can be used to induce a state of
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unconsciousness in order to end these refractory
symptoms. Broeckaert in 2002 defined palliative
sedation as ‘the intentional administration of
sedative drugs in dosages and combinations
required to reduce the consciousness of
a terminal patient as much as necessary to ade-
quately relieve one or more refractory symptoms’
([34], p. 246).

A special form is continuous palliative seda-
tion, in which unconsciousness is deliberately
continued until death, and this is mostly what is
meant when the term palliative sedation is used. In
the Netherlands, 1 in 5 persons who died with
dementia received palliative sedation [35]. In
Flanders, a retrospective case series in nursing
homes suggested about 1 in 10 patients with
dementia received palliative sedation, and 1 in 7
patients with advanced dementia received it [36].
The same study showed sedation does not always
lead to total symptom control.

Surely, the decision to start palliative sedation
should not be taken lightly, and the communica-
tion impairments that accompany the course of
dementia hamper this decision-making process.
In many countries such as the Netherlands and
Belgium, most patients with dementia die in nur-
sing or residential homes which are generally less
equipped for technical medical procedures.
However, recently a practice protocol has been
developed to assist physicians in both the deci-
sion-making process and the technical procedures
for palliative sedation in nursing homes that
address the aforementioned issues [37].

3 Second Category: Decisions around
Life-Sustaining Treatment and Cure
of Acute or Comorbid Conditions
The second category of decisions contains
whether to initiate or withhold, continue or with-
draw life-sustaining treatment such as cardiopul-
monary resuscitation (CPR) in case of cardiac
arrest. It also comprises treatment of conditions
that can be viewed as life-threatening comorbid
conditions or conditions related to the dementia
such as food and fluid intake problems, and acute
conditions that can be life-threatening and often
occur in frail persons. For example, mortality
from lower respiratory tract infections, in parti-
cular pneumonia, is high among nursing home
residents, as shown by studies from the United

States [38], the Netherlands [39] and other
European countries [40].

Therefore, for persons with dementia, deci-
sions about antibiotic treatment and artificial
nutrition and hydration (ANH) commonly
need to be taken. In Western countries, this
often concerns a non-treatment decision with
regard to CPR and ANH. Non-treatment refers to
‘withdrawing or withholding a curative or life-
sustaining treatment, because in the given situation
this treatment is deemed to be no longer mean-
ingful or effective’ ([4], pp. 30–2). In Flanders in
2013, treatment was withheld in 31% and with-
drawn in 33% of persons with dementia [1]. In
the Netherlands, in nursing homes, where as men-
tioned before the great majority of Dutch persons
with dementia die, these percentages were 42% and
54%, respectively (nationally representative study
2007–11 [41]).

3.1 Cardiopulmonary Resuscitation
Cardiopulmonary resuscitation is an invasive
intervention in case of cardiac arrest. While it
is rarely effective in terms of survival, quality
of life in persons with dementia may decrease
because of worsened pre-existing brain
damage. Indeed, in a study on in-hospital
CPR of persons aged 70 and older, 12% sur-
vived, but among the 45 persons with demen-
tia, there were no survivors [42]. Older studies
had already confirmed dementia as a risk fac-
tor for not surviving CPR [43].

Physicians have long warned not to attempt
CPR as the default in persons with dementia (e.g.
[44, 45]). The Dutch professional organization
for elderly care physicians Verenso advises dis-
cussing preferences for CPR as part of advance
care planning, but physicians can decide on a do-
not-resuscitate (DNR) order in individual cases
when they believe CPR to be medically futile,
with no specific advice for dementia [46].
A subsequent Dutch study showed DNR deci-
sions in case of dementia are often (two-thirds
of persons) made only when the person is incom-
petent [47].

This proportion hardly changed from 1990 to
2010. This might have changed through the
COVID-19 pandemic when Dutch general practi-
tioners (GPs) called older persons to document
preferences for acute situations. However, in
a Dutch study, the GPs probably referred to
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decisions about hospital or intensive care unit
(ICU) admission, not in particular to DNR [48].
Studies in institutional settings from Ireland (hos-
pital, one-third with cognitive impairment or
dementia [49]) and the United States (nursing
homes, including discussions with family [50])
did show the pandemic prompted earlier discus-
sion of preferences around resuscitation.

Before the pandemic, nursing homes in the
Netherlands and elsewhere often recorded pre-
ference for CPR (‘code status’) and hospitaliza-
tion soon after admission in the context of
advance care planning as these are the two deci-
sions that typically need to be taken acutely or in
a crisis situation [51]. In the Netherlands, resus-
citation is rarely attempted in nursing home
residents with dementia (2 of 330 deaths in
2007–11) [41].

However, a number of persons with dementia
and family caregivers do want resuscitation per-
formed. That is, vignette and interview studies
have shown individuals with dementia and
family caregivers in Western and non-Western
countries vary substantially in their preference
for resuscitation in case of cardiac arrest (e.g. [52,
53]). This may in part relate to being ill informed
on prognosis or to little understanding of how
a goal of care to not prolong life relates to a DNR
decision, or to family not knowing the prefer-
ences of the person with dementia well enough
[45, 52, 53].

3.2 Antibiotics
Most persons with dementia and family care-
givers in Western and non-Western countries
prefer use of antibiotics in case of infection
[52–54]. Indeed, antibiotics might prolong life,
but they might also relieve symptoms such as
when achieving a fast cure of a urinary tract
infection. Such infections can be burdensome
but not fatal: antibiotic use for urinary tract
infection was unrelated to survival in an observa-
tional study in the United States [55].

However, in particular regarding life-
threatening lower respiratory tract infections includ-
ing pneumonia, potential effects on both survival
and symptom burden complicate decision-making.
Evidence from research is sparse. Observational stu-
dies have shown associations with mortality and
symptom relief in opposite directions [56–58],
which probably depends on incomplete adjustment

for antibiotics used in more severe acute illness (in
the United States) or withheld in more severe illness
(in the Netherlands [54]).

A newer Dutch study [59] showed no asso-
ciation between comfort and antibiotics used to
treat pneumonia, perhaps due to trends of
improved symptom-relieving treatment in per-
sons with pneumonia and dementia. Antibiotics
are often provided empirically because with
dementia, symptoms may be unclear or com-
municated with difficulty and diagnostic
workup may be complicated (e.g. inability to
produce sputum [60]). In persons with severe
dementia and pneumonia, antibiotics may pro-
long the dying process rather than prolong life
substantially [61]. Apart from possible side
effects of antibiotics, this indicates just trying
antibiotics is not a neutral decision with no risk
of harm.

After all, however, in case of pneumonia,
mortality may be affected more by decisions
not to rehydrate than by decisions to withhold
antibiotics [61]. Another interesting finding
from research is that it makes more sense to
regard pneumonia as a marker of frailty more
generally rather than inherent to the dementia
disease, while dehydration and malnutrition
are more closely related to the dementia.
Therefore, it is common in end-stage demen-
tia and at the end of life with dementia [39,
40, 62]. Regardless, or perhaps because of
sparse evidence of its effects, treatment with
or without antibiotics, and with or without
invasive rehydration in case of pneumonia
varies widely across countries; withholding is
more common in the Netherlands than in
Italy, the United States and Israel [63, 64].

3.3 Artificial Nutrition and Hydration
In Italian nursing homes, half of persons with
dementia and pneumonia received intravenous
rehydration therapy, mostly to reduce suffering
or symptoms and therefore with a palliative
intent [64]. The therapy was provided in the
nursing home, avoiding potentially burden-
some hospitalization which was facilitated by
on-site physicians. Decisions to withhold fluids
or food, whether taken by mouth or artificially,
are particularly sensitive decisions that are
heavily influenced by the particular medical
traditions and a broader cultural context [65].
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In a study in the UK, persons with mild
dementia valued the ability to eat and drink as it
represented quality of life, sense of identity and
agency [66]. This was found in family caregivers
as well [67]; they did not recognize a relationship
between problems with eating and drinking and
the dementia. Even though some expressed
unease with eating less because of difficulty using
utensils, they were not willing to discuss it in
advance and would leave future decisions to
others. However, considering case vignettes and
asked about tube feeding, the persons with
dementia perceived ANH as unnatural. It would
not bring them enjoyment and quality of life.
Indeed, an early ethnographic study in nursing
homes in the Netherlands showed interpretation
of the person’s quality of life, rather than any
advance document or care planning, was the
main consideration in the decision to not provide
ANH [68].

However, eating and drinking problems and
any intervening may be perceived differently out-
side north-west Europe. Views of ANH as part of
basic human care are related to social, religious,
racial and professional values of sanctity of life
and foster hope among family and professional
caregivers, especially in countries such as Japan,
the United States and Israel [65]. Indeed, in
a Canadian family booklet on comfort care
adapted for use in Italy, Japan, the Netherlands
and, more recently, for use in other countries,
sections on tube feeding were among the most
revised along with sections on euthanasia and
spirituality [69, 70].

Concerns voiced in the Netherlands and the
UK related to the mere mention of tube feeding
even though recommending against it, as it
would create expectations among families that
it is after all an option and thus would increase
demand [70, 71]. Indeed, also in Western coun-
tries, the decision whether to offer food and
fluids and whether to use artificial means can be
highly sensitive [72].

The European Association for Palliative Care
(EAPC) recommends that ‘hydration, preferably
subcutaneous, may be provided if appropriate,
such as in case of infection; it is inappropriate in
the dying phase’, as, for example, it increases
death rattle and other secretions while mouth
care can resolve dry mouth in the dying phase
[6]. However, the EAPC expert panel with experts
from 23 countries was unable to reach a full

consensus on the topic mostly because of con-
cerns about cultural and religious sensitivities
and subcutaneous hydration not being routine
practice in some countries.

Similarly, only moderate consensus was
achieved on the recommendation that ‘permanent
enteral tube nutrition may not be beneficial and
should as a rule be avoided in dementia; skillful
hand feeding is preferred’. Some experts felt gen-
eral rules were inappropriate and would decide on
a case-by-case basis. Regardless, time should be
taken for careful and skilful hand feeding or com-
fort feeding with small amounts of food for plea-
sure. This is indicated if dementia is the cause of
the eating or swallowing problems, according to
the first item in a practice set of decision rules and
heuristics, developed by Davies et al. [73].
Comfort feeding is also indicated if there is no
other reversible cause which is considered in the
next step of these heuristics.

Accumulating evidence from observational
studies indicates that in persons with advanced
dementia, tube feeding probably does not prolong
life, although incomplete adjustment for factors
related to the decision remains an issue [74].
Causes of food and fluid intake problems can be
multiple and cognitive or physical in origin. Some
are treatable while swallowing problems may also
relate to the dementia with few treatment options
as summarized in recent reviews [74, 67].

Further, no appetite is common in dying per-
sons. Gradual dehydration in the dying phase
does not usually induce discomfort [75]. Indeed,
observational studies in persons dying with
dementia in the Netherlands [56, 35, 33] and
other European countries [40] have consistently
observed low discomfort in persons with
advanced dementia dying after food and fluid
intake problems, and such a dying process to be
more comfortable than dying from a pneumonia.

A recent development in advance decision-
making around food and fluid intake problems
potentially increases these dilemmas: when per-
sons state in an advance directive that they refuse
food and fluids in a certain stage or condition with
dementia, such an advance directive implies dis-
continuing help with eating and drinking [76].
However, if it also includes an order that an active
request from the person for food or assistance
should be honoured, some ethical dilemmas may
be avoided. Nevertheless, the Ethics Committee of
the US Society for Post-Acute and Long-Term
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Care Medicine (AMDA) does not accept this type
of advance decision-making.

In contrast, Davies et al. [8], based on studies in
the UK, recommend a non-linear shared decision-
making process for personswith dementia that takes
into account that outcomes of decision-makingmay
influence future decisions or advance care planning.
They also included ‘managing and considering emo-
tions’ of family caregivers as one of the important
steps in decision-making for personswith dementia.
Further, this decision-making model was specific to
dementia in considering and reconsidering capacity
and social support and role clarity throughout
a cyclic process of decision-making. This model
may help navigate the sensitivities in decision-
making, which can be strong as it regards mean-
ingful life and death with dementia.

4 Third Category: Decisions around
Terminating Life
The third group contains decisions concerning
whether to administer purposefully lethal medica-
tion. Voluntary euthanasia – intentionally termi-
nating the life of a patient by someone other than
the patient at the patient’s request – did occur in
1.2% of persons with dementia in Flanders in 2013
[1]. In the Netherlands, it occurred in 0.9% of
persons with dementia, with 2.1% of persons
with dementia requesting it [77].

Non-voluntary euthanasia is intentionally ter-
minating the life of a patient by someone other
than the patient and not at the patient’s request.
This illegal practice occurred in 2013 in 2.9% of
persons with dementia in Flanders [1]. It is impor-
tant to stress that non-voluntary euthanasia dif-
fers radically from palliative interventions such as
palliative sedation in its intentionality, with the
former aiming to terminate life and the latter
aiming for alleviation of refractory symptoms
regardless of its effects on length of life (see earlier
in this chapter).

4.1 Euthanasia in Persons with
Dementia: Societal Views and Attitudes
Since the early 1990s, an intense societal debate
about euthanasia in persons with dementia has
existed in the Netherlands. Research into the
practice of euthanasia in persons with dementia
shows 6% of Dutch older adults (61–92 years old)
have an advance euthanasia directive [78]. They

were more likely to have an advance euthanasia
directive if they were single, did not adhere to
a specific faith, did not trust their physician to
carry out their end-of-life wishes, suffered from
a chronic disorder or experienced functional
restrictions.

Only a few cases of euthanasia in persons
with dementia based on an advance euthanasia
directive have been reported in the
Netherlands [79, 80]. Twenty-nine per cent of
Dutch physicians (GPs and nursing home phy-
sicians) stated that they have already treated
a person with dementia who had an advance
euthanasia directive [81]. Three per cent of
these physicians stated that they have per-
formed euthanasia in a person with dementia
based on an advance directive. Forty-four
per cent stated that, although they had not
performed euthanasia in these patients to
date, they did not rule out performing eutha-
nasia in the future. Fifty-four per cent of the
physicians ruled out performing euthanasia on
persons with dementia in the future. The latter
considered euthanasia in persons with demen-
tia unacceptable. Furthermore, they did not
view an advance euthanasia directive as
a valid request.

In more recent empirical studies, the nega-
tive attitudes of Dutch physicians towards
euthanasia in advanced dementia were con-
firmed [82–87]. Crucial in the reticent attitudes
of physicians appears to be the impossibility of
patient–physician communication at the time
of decision-making as well as the impossibility
to receive confirmation of the unbearableness
of suffering. A 2019 survey among dementia
specialists in Belgium reported a majority
(65%) of them disapproved of a change in the
law allowing euthanasia in advanced dementia
[88].

The study of Rurup et al. [89] showed patients’
relatives often adopt a more tolerant attitude
towards life-terminating behaviour in persons
with dementia than nurses and physicians do.
Ninety per cent of relatives, 57% of nurses and
16% of physicians agreed with the statement
that euthanasia based on an advance directive
in persons with dementia is acceptable.
However, in more recent studies, also some
relatives and members of the general public
were reluctant to adhere to advance euthanasia
directives in case of dementia [84, 86].
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A similar trend was reported in other coun-
tries [90]. In Finland, 8% of physicians are in
favour of euthanasia in persons with dementia
[91]. Canada, Finland and the Netherlands
report approximately a third (or just under) of
nurses support euthanasia in persons with
dementia [89, 91–93]. Studies in Finland, the
Netherlands and the UK examining general pub-
lic attitudes towards euthanasia in severe demen-
tia found around 50% were in favour [94, 91, 95].
Brinkman-Stoppelburg et al. [82] and
Kouwenhoven et al. [85] reported respectively
60% and 77% of the Dutch sample in favour.

4.2 Euthanasia in Persons with Severe
Dementia: Ethical Approaches
Although, to our knowledge, no official ethical
documents on euthanasia for persons with
dementia exist, some philosophical ethical stu-
dies [96–108] have been conducted. The topic of
advance euthanasia directives for patients with
dementia enables us to present two influential
ethical approaches to end-of-life care in persons
with dementia; the principles-oriented auton-
omy approach that generally favours the use of
advance euthanasia directives on one hand, and
the care-oriented relational approach that mostly
criticizes advance euthanasia directives on the
other.

4.2.1 Principles-Oriented Autonomy Approach
Older people often associate dignity with auton-
omy, independence and preserving one’s intellec-
tual powers. Losing one’s autonomy and cognitive
capacities are reasons for requesting euthanasia
via an advance euthanasia directive in a timely
way [100]. These advance directives rely on the
authority of the competent pre-dementia person
(the ‘then’ self) to govern the welfare of the
incompetent person with dementia (the ‘now’
self) [106, 109, 110]. Proponents of this ‘precedent
autonomy or critical interest’ approach underline
the stewardship responsibility of the ‘then’ self for
the journey into forgetfulness [111, 109, 110]. As
a consequence, post-dementia decisions should be
based on historical lifetime values and beliefs. De
Boer et al. [112] clarify:

The former decisions of a person with dementia,
laid down in an advance directive, remain in
force because the person now lacks the necessary

capacity to exercise autonomy, and because the
critical interests of the formerly competent per-
son (the ‘then’ self) prevail over the actual pre-
ferences or experiences of the person who is now
in a state of dementia (the ‘now’ self). The experi-
ences of the demented person are not part of the
autonomous decision-making.

An important presupposition of this approach is
that individuals are perfectly capable of determin-
ing their wishes concerning future end-of-life care
individually and cognitively, and in such a way
that advance directives unambiguously tell care-
givers what to do. Persons are, in this approach,
mainly considered as beings with thoughts, intel-
ligence, reason, reflection and consciousness
[113]. In order to facilitate the development of
advance directives, decision aids are presented.
These aids help people by providing neutral infor-
mation about the dementia process so they can
take an informed decision [114].

Respect for autonomy largely covers moral
reasoning on advance euthanasia directives.
Within the included literature, autonomy is
mainly described as the right to self-
determination and individual choice [100].
Respect for autonomy is founded upon the ideal
of the autonomous agent. As an autonomous
person, one is entitled to act in accordance with
a freely self-chosen and informed plan. Within
this anthropological viewpoint, advance euthana-
sia directives are considered instruments that
enable older adults their autonomous wishes
concerning a dignified end of life to be respected.

4.2.2 Care-Oriented Relational Approach
While the principle of respect for autonomy gen-
erally leads to an argument in favour of advance
euthanasia directives, questions arise about its
applicability to cases in which dementia patients
are involved. Because dementia is marked by
progressive deterioration affecting both the
memory and reasoning capabilities, dementia
patients fall short of the ideal of the autonomous
agent that grounds the principle of respect for
autonomy. Hence – according to the proponents
of the care-oriented relational approach – ethical
reflection on the end of life of persons with
dementia should not start from the ideal of the
autonomous agent, but from the relational con-
text in which dementia care practices are
embedded [115].

Societal and Ethical Views on End-of-Life Decisions in Dementia

240
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


By providing care, caregivers enter as persons
into a relationship with a vulnerable fellow human
being – a person with dementia –who is in need of
care. However, it is not clear from the beginning
what can be considered the most adequate and
appropriate answer to the care needs of
a particular person with dementia. Finding the
right answer is not the result of a general and
abstract balancing of principles or of logical
deduction. It is reached through a shared dialogi-
cal process of communication, interpretation and
understanding that takes place within the care
relationship [116].

4.3 Problems Associated with Advance
Euthanasia Directives
Based on the relational approach to dementia
care, some clusters of problems associated with
the use of advance euthanasia directives
according to the aforementioned autonomy
approach have been formulated [99, 105, 107,
108, 117].

The first group of problems is related to the
interpretation of a patient’s wishes. As many
authors have already pointed out, clearly
expressing one’s wishes and thoughts can be
difficult. But interpreting the meaning of
a patient’s wishes is also a difficult task for
fellow human beings such as relatives and care-
givers. A patient’s wishes cannot be considered
a given whose contents can easily be deduced
from an advance directive and which clarifies
for all those involved what must be done for the
patient throughout the consecutive stages of his
or her care. What a patient would have wanted
under specific circumstances needs to be con-
structed through fairly elaborated interpretative
processes based on what we know of his or her
life, previous pronouncements (e.g. as reported
in advance directives) and the patient’s actual
reactions to concrete proposals [118].

Even if persons with dementia might be
incompetent, they still have the capacity to
experience their life and the context wherein
it is embedded [112]. Hence contemporary
preferences, needs and desires and the present
well-being of the person with dementia can-
not be ignored when taking decisions. This
perspective on the relationship between the
‘then’ self that existed prior to the onset of
dementia and the ‘now’ self is known as the

so-called experiential interest approach [106,
119].

Even if, as in advance euthanasia directives, the
medical decision to be performed – euthanasia – is
very clear, communication and interpretation are
still needed. The specific difficulty resides in having
to determine the moment when euthanasia should
be performed. Suppose, for instance, that a person
with an early dementia diagnosis has been able to
clearly state that he or she wants euthanasia from
the moment he or she no longer recognizes his or
her child.

The physician has to determine whether this
person’s actual situation does indeed match the
circumstances specified by him or her in the
advance directive calling for euthanasia to be per-
formed. This is very difficult, for even carefully
formulated specifications about the chosen
moment of death require interpretation [108,
116]. For instance, how should one determine the
act of recognition? There are many ways of recog-
nizing a person. Where should the line be drawn
[116]?

This brings us to the category of problems
with future forecasting. They refer to the fact
that a person’s preferences and values can
change, to the fact that people’s ability to con-
structively adapt to even the most severe debili-
ties and to the fact that previously communicated
wishes may not reflect a change of heart [117].
The issue of irreversibility is much stronger in
persons with dementia. It may be that the afore-
mentioned person with an advance euthanasia
directive offers resistance when the action is per-
formed. How is such resistance to be interpreted?
Hence the dilemma faced by physicians and
proxies: how to balance the actual preferences
and experiences of the person with dementia
against the patient’s earlier opinions laid down
in a now-forgotten advance directive [107, 112,
108, 116].

Following the ‘experiential interest approach’,
the well-being and interests of the ‘now’ self are of
moral significance and the absolute primacy of
precedent autonomy seems wrong [111].
Goering clarifies:

This does not mean that we should never make
plans for our future-selves; rather, it means that
we should take care to provide for flexibility in
any advance directive, with the recognition that
our values or priorities may change, and due to
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declining decisional capacities, those judgements
may need to be made by others in conjunction
with our future-selves, rather than solely and
individually by our presently competent selves.
[120, p. 63]

A third group of problems is situated on the level of
the patient’s autonomy versus the patient being
related to other people such as relatives, friends
and caregivers. It seems that, in the case of advance
euthanasia directives, supporting the respect for
autonomy principle is much more complicated.
People’s wishes and values are very often of a pre-
reflexive and emotional kind. Without sufficient
attention to emotions, feelings of grief, or even
resistance, within an ongoing, interpersonal face-
to-face dialogue between the patient and other
people, one risks entering a situation in which
people can easily draft an advance euthanasia
directive while in a state of panic or depression,
or having little or unclear information about the
course of dementia. In this case, advance euthana-
sia directives could even increase the vulnerability
of the patient, as they do not reflect a well-informed
wish of the patient [107].

Finally, a patient’s decision to write an advance
euthanasia directive has important implications for
all parties involved in the patient’s care [108]. The
decision to perform euthanasia at a certain
moment in time has to be made by someone (e.g.
the physician) other than the patient himself or
herself. This raises questions around autonomy of
the other person. To what extent can our fellow
man be given the responsibility to ensure our right
of self-determination is respected?

These critiques bring us to the basic problem in
the use of advance euthanasia directives: insuffi-
cient communication and shared understanding
between the person with dementia on one hand,
and the caregivers on the other. This is confirmed
by studies from the Netherlands where, despite the
legal recognition of advance euthanasia directives
for persons with dementia, euthanasia occurs
rarely in this patient group [86, 87, 78, 89]. The
Dutch researchers concluded that:

Communication and interpretation are crucial
in determining the circumstances as well as
the exact moment of performing euthanasia
and this cannot be captured in or replaced by
advance euthanasia directives. This is pre-
cisely what seems to cause the fundamental
problem of complying with advance

euthanasia directives in cases of severe
dementia. [87, p. 261]

4.4 Dialogue and Interpretation in
Ethical Decision-Making on Advance
Euthanasia Directives
Given the aforementioned difficulties that arise
from advance euthanasia directives when concep-
tualized within a principles-oriented autonomy
approach, some authors suggest a care-oriented
relational approach to deal with advance euthana-
sia directives [112, 107, 108]. According to them,
taking into account the dialogical and interpreta-
tive nature of ethical decision-making should be
a standard and indispensable element of good
dementia care. As Moody says: ‘The heart of the
matter is not to be found in the legal instrument as
much as in the process of communication and
negotiation which leads up to the result’ [121,
p. 92].

In the care-oriented relational approach, the
search for what is best for the patient should not
solely focus on the patient’s wishes as an isolated
individual, but should always start with listening
to the concerns expressed by the patient, his or her
close relatives, his or her caregivers etc. because
they outline the rich relational context in which
the person’s care has to take shape.
Understanding persons implies an understanding
of the relational stories in which they are
embedded [115, 122, 113].

If preferred, decision-making can be shared
among all people involved. There will never be
a legal instrument or a brief or simple paper process
that provides an escape from this demanding pro-
cess of communication and interpretation among
parties to a decision. Therefore, these authors sug-
gest that advance euthanasia directivesmay be help-
ful, for example, to facilitate the ethical dialogue
and the interpretation process among all people
involved. However, such directives cannot replace
communication and interpretation [123, 116].

References
1. Wendrich-van Dael A, Pivodic L, Cohen J,

Deliens L, Van den Block L, Chambaere K. End-of-
life decision making for people who died of
dementia: Amortality follow-back study comparing
1998, 2007, and 2013 in Flanders, Belgium. J Am
Med Dir Assoc. 2019; 20: 1344–50.

Societal and Ethical Views on End-of-Life Decisions in Dementia

242
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


2. Van der Steen JT, Deliens L, Koopmans RTCM,
Onwuteaka-Philipsen BD. Physicians’ perceptions
of suffering in people with dementia at the end of
life. Palliat Support Care 2017 Oct; 15(5): 587–99.
doi: 10.1017/S147895151600098

3. Van der Steen JT, van der Wal G, Mehr DR,
Ooms ME, Ribbe MW. End-of-life decision
making in nursing home residents with dementia
and pneumonia: Dutch physicians’ intentions
regarding hastening death. Alzheimer Dis Assoc
Disord. 2005 Jul–Sep; 19(3): 148–55. doi: 10.1097/
01.wad.0000175525.99104.b7

4. Broeckaert B, Flemish Palliative Care Federation.
Treatment decisions in advanced disease:
A conceptual framework. Indian J Palliat Care
2009; 15: 30–6.

5. Radbruch L, De Lima L, Knaul F, Wenk R, Ali Z,
Bhatnaghar S, et al. Redefining palliative care:
A new consensus-based definition. J Pain Symptom
Manage. 2020 Oct; 60(4): 754–64. doi: 10.1016/
j.jpainsymman.2020.04.027

6. Van der Steen JT, Radbruch L, Hertogh CM, de
Boer ME, Hughes JC, Larkin P, et al. White paper
defining optimal palliative care in older people
with dementia: A Delphi study and
recommendations from the European
Association for Palliative Care. Palliat Med. 2014
Mar; 28(3): 197–209. doi: 10.1177/
0269216313493685

7. Boogaard JA, van der Steen JT, de Boer AH, van
Groenou MIB. How is end-of-life care with and
without dementia associated with informal
caregivers’ outcomes? Am J Hosp Palliat Care 2019
Nov; 36(11): 1008–15. doi: 10.1177/
1049909119836932

8. Davies N, De Souza T, Rait G, Meehan J,
Sampson EL. Developing an applied model for
making decisions towards the end of life about care
for someone with dementia. PLoS One 2021
May 27; 16(5): e0252464. doi: 10.1371/journal.
pone.0252464. eCollection 2021

9. Helton MR, van der Steen JT, Daaleman TP,
Gamble GR, Ribbe MW. A cross-cultural study of
physician treatment decisions for demented
nursing home patients who develop pneumonia.
Ann Fam Med. 2006 May–Jun; 4(3): 221–7. doi:
10.1370/afm.536

10. Van der Steen JT, Onwuteaka-Philipsen BD,
Knol DL, Ribbe MW, Deliens L. Caregivers’
understanding of dementia predicts patients’
comfort at death: A prospective observational
study. BMC Med. 2013 Apr 11; 11: 105. doi:
10.1186/1741-7015-11-105

11. Robinson A, Eccleston C, Annear M, Elliott KE,
Andrews S, Stirling C, et al. Who knows, who

cares? Dementia knowledge among nurses, care
workers, and family members of people living with
dementia. J Palliat Care. 2014 Autumn; 30(3):
158–65.

12. McInerney F, Doherty K, Bindoff A, Robinson A,
Vickers J. How is palliative care understood in the
context of dementia? Results from a massive open
online course. Palliat Med. 2018 Mar; 32(3):
594–602. doi: 10.1177/0269216317743433. Epub
2017 Dec 13

13. Macfarlane S, Atee M, Morris T, Whiting D,
Healy M, Alford M, Cunningham C. Evaluating
the clinical impact of national dementia behaviour
support programs on neuropsychiatric outcomes
in Australia. Front Psychiatry 2021 Apr 13; 12:
652254. doi: 10.3389/fpsyt.2021.652254

14. Sawatzky R, Porterfield P, Lee J, Dixon D,
Lounsbury K, Pesut B, et al. Conceptual
foundations of a palliative approach: A knowledge
synthesis. BMC Palliat Care 2016 Jan 15; 15: 5. doi:
10.1186/s12904-016-0076-9

15. KlapwijkMS, Bolt SR, Boogaard JA, ten Koppel M,
Gijsberts M-JHE, van Leussen C, et al. Trends in
quality of care and dying perceived by family
caregivers of nursing home residents with
dementia 2005–2019. Palliat Med. 2021 Dec; 35
(10): 1951–60. doi:10.1177/02692163211030831.
Epub 2021 Aug 28.

16. Miranda R, Smets T, Van den Noortgate N,
Deliens L, Van den Block L. Higher prevalence of
dementia but no change in total comfort while
dying among nursing home residents with dementia
between 2010 and 2015: Results from two
retrospective epidemiological studies. Int J Environ
Res Public Health 2021; 18: 2160. https://doi.org/10
.3390/ijerph18042160

17. Hendriks SA, Smalbrugge M, Galindo-Garre F,
et al. From admission to death: Prevalence and
course of pain, agitation, and shortness of breath,
and treatment of these symptoms in nursing home
residents with dementia. J Am Med Dir Assoc.
2015; 16: 475–81.

18. Sampson EL, Candy B, Davis S, Gola AB,
Harrington J, King M, et al. Living and dying with
advanced dementia: A prospective cohort study of
symptoms, service use and care at the end of life.
Palliat Med. 2018 Mar; 32(3): 668–81. doi:
10.1177/0269216317726443. Epub 2017 Sep 18.
PMID: 28922625; PMCID: PMC5987852

19. Vandervoort A, Van den Block L, Van der
Steen JT, Volicer L, Vander Stichele R,
Houttekier D, et al. Nursing home residents dying
with dementia in Flanders, Belgium: A nationwide
postmortem study on clinical characteristics and
quality of dying. J Am Med Dir Assoc. 2013; 14:
485–92.

4 Decisions around Terminating Life

243
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.3390/ijerph18042160
https://doi.org/10.3390/ijerph18042160
https://doi.org/10.1017/9781108918954.013


20. Van der Steen JT, Westzaan A, Hanemaayer K,
Muhamad M, de Waal MWM, Achterberg WP.
Probable pain on the Pain Assessment in Impaired
Cognition (PAIC15) instrument: Assessing
sensitivity and specificity of cut-offs against three
standards. Brain Sci. 2021 Jun 29; 11(7): 869. doi:
10.3390/brainsci11070869

21. McAnee G, Norwood K, Rosato M, Leavey G.
Assessment of pain in people living with dementia
at the end of life: A systematic review. Int J Palliat
Nurs. 2021 Apr 2; 27(2): 72–85. doi: 10.12968/
ijpn.2021.27.2.72. PMID: 33886358

22. Tapp D, Chenacher S, Gérard NPA, Bérubé-
Mercier P, Gelinas C, Douville F, Desbiens JF.
Observational pain assessment instruments for use
with nonverbal patients at the end of life:
A systematic review. J Palliat Care 2019 Oct; 34(4):
255–66. doi: 10.1177/0825859718816073. Epub
2019 Jan 13. PMID: 30638134

23. Achterberg WP, de Ruiter CM, de Weerd-
Spaetgens CM, Geels P, Horikx A, Verduijn M,
et al. Multidisciplinaire richtlijn ‘Herkenning en
behandeling van chronische pijn bij kwetsbare
ouderen’ [Multidisciplinary guideline
‘Recognition and treatment of chronic pain in
vulnerable elderly people’].Ned Tijdschr Geneeskd.
2012; 155(35): A4606. Dutch. PMID: 22929749.

24. De Witt Jansen B, Brazil K, Passmore P,
Buchanan H, Maxwell D, McIlfatrick S, et al.
‘A tool doesn’t add anything.’ The importance of
added value: Use of observational pain tools with
patients with advanced dementia approaching the
end of life – a qualitative study of physician and
nurse experiences and perspectives. Int J Geriatr
Psychiatry 2018 Oct; 33(10): 1346–54. doi:
10.1002/gps.4931. Epub 2018 Jul 1. PMID:
29961948.

25. May K, Scammell J. Nurses’ experiences of pain
management in end-of-life dementia care:
A literature review. Int J Palliat Nurs. 2020 Mar 2;
26(3): 110–18. doi: 10.12968/ijpn.2020.26.3.110.
PMID: 32275475

26. Lundin E, Godskesen TE. End-of-life care for
people with advanced dementia and pain:
A qualitative study in Swedish nursing homes.
BMC Nurs. 2021 Mar 20; 20(1): 48. doi: 10.1186/
s12912-021-00566-7. PMID: 33743691; PMCID:
PMC7981921

27. Brorson H, Plymoth H, Örmon K, Bolmsjö I. Pain
relief at the end of life: Nurses’ experiences
regarding end-of-life pain relief in patients with
dementia. Pain Manag Nurs. 2014 Mar; 15(1):
315–23. doi: 10.1016/j.pmn.2012.10.005. Epub
2013 Feb 28. PMID: 23453467

28. De Witt Jansen B, Brazil K, Passmore P,
Buchanan H, Maxwell D, McIlfatrick SJ, et al.

‘There’s a Catch-22.’ The complexities of pain
management for people with advanced dementia
nearing the end of life: A qualitative exploration of
physicians’ perspectives. Palliat Med. 2017 Sep; 31
(8): 734–42. doi: 10.1177/0269216316673549.
Epub 2016 Oct 26. PMID: 28659013

29. De Witt Jansen B, Brazil K, Passmore P,
Buchanan H, Maxwell D, McIlfatrick SJ, et al.
Evaluation of the impact of telementoring using
ECHO© technology on healthcare professionals’
knowledge and self-efficacy in assessing and
managing pain for people with advanced dementia
nearing the end of life. BMC Health Serv Res. 2018
Apr 2; 18(1): 228. doi: 10.1186/s12913-018-3032-y.
PMID: 29606132; PMCID: PMC5879835

30. Romem A, Tom SE, Beauchene M, Babington L,
Scharf SM, Romem A. Pain management at the
end of life: A comparative study of cancer,
dementia, and chronic obstructive pulmonary
disease patients. Palliat Med. 2015 May; 29(5):
464–9. doi: 10.1177/0269216315570411. Epub
2015 Feb 13. PMID: 25680377

31. Achterberg WP, Erdal A, Husebo BS, Kunz M,
Lautenbacher S. Are chronic pain patients with
dementia being undermedicated? J Pain Res.
2021 Feb 15; 14: 431–9. doi: 10.2147/JPR.
S239321. PMID: 33623425; PMCID:
PMC7894836

32. Griffioen C, Willems EG, Husebo BS,
Achterberg WP. Prevalence of the use of opioids
for treatment of pain in persons with a cognitive
impairment compared with cognitively intact
persons: A systematic review. Curr Alzheimer Res.
2017; 14(5): 512–22. doi: 10.2174/
1567205013666160629080735. PMID: 27357646

33. Klapwijk MS, Caljouw MA, van Soest-Poortvliet
MC, van der Steen JT, Achterberg WP. Symptoms
and treatment when death is expected in dementia
patients in long-term care facilities. BMC Geriatr.
2014 Sep 2; 14: 99. doi: 10.1186/1471-2318-14-99.
PMID: 25181947. PMCID: PMC4158395

34. Broeckaert B. Palliative sedation: Ethical aspects.
In Gastmans C, ed. Between Technology and
Humanity: The Impact of Technology on Health
Care Ethics. Leuven, Leuven University Press,
2002; 239–55.

35. Hendriks SA, Smalbrugge M, Hertogh CM, van
der Steen JT. Dying with dementia: Symptoms,
treatment, and quality of life in the last week of life.
J Pain SymptomManage. 2014 Apr; 47(4): 710–20.
doi: 10.1016/j.jpainsymman.2013.05.015

36. Anquinet L, Rietjens JA, Vandervoort A, van
der Steen JT, Vander Stichele R, Deliens L, Van
den Block L. Continuous deep sedation until
death in nursing home residents with dementia:
A case series. J Am Geriatr Soc. 2013 Oct; 61

Societal and Ethical Views on End-of-Life Decisions in Dementia

244
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


(10): 1768–76. doi: 10.1111/jgs.12447. Epub
2013 Sep 3. PMID: 24000974

37. Robijn L, Gijsberts MJ, Pype P, Rietjens J,
Deliens L, Chambaere K. Continuous palliative
sedation until death: The development of
a practice protocol for nursing homes. J Am Med
Dir Assoc. 2021 Apr 28: S1525-8610(21)00304–2.
doi: 10.1016/j.jamda.2021.03.008. Epub ahead of
print. PMID: 33930319

38. Mitchell SL, Teno JM, Kiely DK, Shaffer ML,
Jones RN, Prigerson HG, et al. The clinical
course of advanced dementia. N Engl J Med.
2009 Oct 15; 361(16): 1529–38. doi: 10.1056/
NEJMoa0902234

39. Hendriks SA, Smalbrugge M, van Gageldonk-
Lafeber AB, Galindo-Garre F, Schipper M,
Hertogh CMPM, van der Steen JT. Pneumonia,
intake problems, and survival among nursing
home residents with variable stages of dementia in
the Netherlands: Results from a prospective
observational study. Alzheimer Dis Assoc Disord.
2017 Jul–Sep; 31(3): 200–8. doi: 10.1097/
WAD.0000000000000171

40. Miranda R, van der Steen JT, Smets T, Van den
Noortgate N, Deliens L, Payne S, et al. Comfort
and clinical events at the end of life of nursing
home residents with and without dementia: The
six-country epidemiological PACE study.
Int J Geriatr Psychiatry 2020 Jul; 35(7): 719–27.
doi: 10.1002/gps.5290

41. Hendriks SA, Smalbrugge M, Deliens L,
Koopmans RTCM, Onwuteaka-Philipsen BD,
Hertogh CMPM, van der Steen JT. End-of-life
treatment decisions in nursing home residents
dying with dementia in the Netherlands.
Int J Geriatr Psychiatry 2017 Dec; 32(12): e43–e49.
doi: 10.1002/gps.4650

42. Beesems SG, Blom MT, van der Pas MH,
Hulleman M, van de Glind EM, van Munster BC,
et al. Comorbidity and favorable neurologic
outcome after out-of-hospital cardiac arrest in
patients of 70 years and older. Resuscitation 2015
Sep; 94: 33–9. doi: 10.1016/j.resuscitation
.2015.06.01

43. Ebell MH, Becker LA, Barry HC, Hagen M.
Survival after in-hospital cardiopulmonary
resuscitation. A meta-analysis. J Gen Intern Med.
1998 Dec; 13(12): 805–16. doi: 10.1046/j.1525-
1497.1998.00244.x

44. Volandes AE, Abbo ED. Flipping the default:
A novel approach to cardiopulmonary
resuscitation in end-stage dementia. J Clin Ethics
Summer 2007; 18(2): 122–39.

45. Arcand M. End-of-life issues in advanced
dementia. Part 1: Goals of care, decision-making

process, and family education. Can Fam Physician
2015 Apr; 61(4): 330–4.

46. Verenso, the Dutch Association of Elderly Care
Physicians. Multidisciplinaire richtlijn
besluitvorming over reanimatie: Anticiperende
besluitvorming over reanimatie bij kwetsbare
ouderen. Deel 1 Samenvatting en aanbevelingen.
Utrecht, Verenso, 2013.

47. Geijteman EC, Brinkman-Stoppelenburg A,
Onwuteaka-Philipsen BD, van der Heide A, van
Delden JJ. Two decades of do-not-resuscitate
decisions in the Netherlands. Resuscitation 2015 Sep;
94: e7–e8. doi: 10.1016/j.resuscitation.2015.06.028.
Epub 2015 Jul 17

48. Dujardin J, Schuurmans J, Westerduin D,
Wichmann AB, Engels Y. The COVID-19
pandemic: A tipping point for advance care
planning? Experiences of general practitioners.
PalliatMed. 2021 Jul; 35(7): 1238–48. doi: 10.1177/
02692163211016979. Epub 2021 May 27

49. Connellan D, Diffley K, McCabe J, Cotter A,
McGinty T, Sheehan G, et al. Documentation of
do-not-attempt-cardiopulmonary-resuscitation
orders amid the COVID-19 pandemic. Age Ageing
2021 Jun 28; 50(4): 1048–51. doi: 10.1093/ageing/
afab075

50. Ye P, Fry L, Champion JD. Changes in advance
care planning for nursing home residents during
the COVID-19 pandemic. J Am Med Dir Assoc.
2021 Jan; 22(1): 209–14. doi: 10.1016/j.
jamda.2020.11.011. Epub 2020 Nov 19

51. Hendriks SA, Smalbrugge M, Hertogh CMPM,
van der Steen JT. Changes in care goals and
treatment orders around the occurrence of
health problems and hospital transfers in
dementia: A prospective study. J Am Geriatr
Soc. 2017 Apr; 65(4): 769–76. doi: 10.1111/
jgs.14667

52. Harrison-Dening K., King M, Jones L,
Vickerstaff V, Sampson EL. Advance care
planning in dementia: Do family carers know the
treatment preferences of people with early
dementia? PLoS One. 2016 Jul 13; 11(7): e0159056.
doi: 10.1371/journal.pone.0159056

53. Malhotra C, Mohamad H, Østbye T, Pollak KI,
Balasundaram B, Malhotra R, et al. Discordance
between dementia caregivers’ goal of care and
preference for life-extending treatments. Age
Ageing 2021 Jun 28; 50(4): 1382–90. doi: 10.1093/
ageing/afab04

54. Van der Maaden T, Hendriks SA, de Vet HC,
Zomerhuis MT, Smalbrugge M, Jansma EP, et al.
Antibiotic use and associated factors in patients with
dementia: A systematic review. Drugs Aging 2015
Jan; 32(1): 43–56. doi: 10.1007/s40266-014-0223-z

4 Decisions around Terminating Life

245
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


55. Dufour AB, Shaffer ML, D’Agata EMC,
Habtemariam D, Mitchell SL. Survival after
suspected urinary tract infection in individuals
with advanced dementia. J Am Geriatr Soc. 2015
Dec; 63(12): 2472–7. doi: 10.1111/jgs.13833

56. Van der Steen JT, Pasman HR, Ribbe MW, van
der Wal G, Onwuteaka-Philipsen BD.
Discomfort in dementia patients dying from
pneumonia and its relief by antibiotics. Scand
J Infect Dis. 2009; 41(2): 143–51. doi: 10.1080/
00365540802616726

57. Givens JL, Jones RN, Shaffer ML, Kiely DK,
Mitchell SL. Survival and comfort after treatment
of pneumonia in advanced dementia. Arch Intern
Med. 2010; 170(13): 1102–7.

58. Van der Steen JT. Prolonged life and increased
symptoms vs prolonged dying and increased
comfort after antibiotic treatment in patients with
dementia and pneumonia. Arch Intern Med. 2011
Jan 10; 171(1): 93–4. doi: 10.1001/
archinternmed.2010.487

59. Van der Maaden T, van der Steen JT, de Vet HC,
Hertogh CM, Koopmans RT. Prospective
observations of discomfort, pain, and dyspnea in
nursing home residents with dementia and
pneumonia. J AmMed Dir Assoc. 2016 Feb; 17(2):
128–35. doi: 10.1016/j.jamda.2015.08.010. Epub
2015 Sep 26

60. Parsons C, van der Steen JT. Antimicrobial use
in patients with dementia: Current concerns
and future recommendations. CNS Drugs 2017
Jun; 31(6): 433–8. doi: 10.1007/s40263-017-
0427-y

61. Van der Steen JT, Lane P, Kowall NW, Knol DL,
Volicer L. Antibiotics and mortality in patients
with lower respiratory infection and advanced
dementia. J Am Med Dir Assoc. 2012 Feb; 13(2):
156–61. doi: 10.1016/j.jamda.2010.07.001

62. Koopmans RT, van der Sterren KJ, van der
Steen JT. The ‘natural’ endpoint of dementia:
Death from cachexia or dehydration following
palliative care? Int J Geriatr Psychiatry 2007 Apr;
22(4): 350–5. doi: 10.1002/gps.1680

63. Sternberg SA, Shinan-Altman S, Volicer L,
Casarett DJ, van der Steen JT. Palliative care in
advanced dementia: Comparison of strategies in
three countries. Geriatrics (Basel). 2021 Apr 22;
6(2): 44. doi: 10.3390/geriatrics6020044

64. Van der Steen JT, Di Giulio P, Giunco F,
Monti M, Gentile S, Villani D, et al. End of Life
Observatory–Prospective Study on Dementia
Patients Care (EoLO-PSODEC) Research Group.
Pneumonia in nursing home patients with
advanced dementia: Decisions, intravenous
rehydration therapy, and discomfort. Am J Hosp

Palliat Care 2018 Mar; 35(3): 423–30. doi:
10.1177/1049909117709002

65. Anantapong K, Davies N, Chan J, McInnerney D,
Sampson EL. Mapping and understanding the
decision-making process for providing nutrition
and hydration to people living with dementia:
A systematic review. BMC Geriatr. 2020 Dec 2; 20
(1): 520. doi: 10.1186/s12877-020-01931-y

66. Anantapong K, Barrado-Martín Y, Nair P, Rait G,
Smith CH, Moore KJ, et al. How do people living
with dementia perceive eating and drinking
difficulties? A qualitative study. Age Ageing 2021
Jun 11: afab108. doi: 10.1093/ageing/afab108.
Online ahead of print

67. Barrado-Martín Y, Nair P, Anantapong K, Aker N,
Moore KJ, Smith CH, et al. Family caregivers’ and
professionals’ experiences of supporting people
living with dementia’s nutrition and hydration
needs towards the end of life. Health Soc Care
Community 2021 May 6. doi: 10.1111/hsc.13404.
Online ahead of print

68. The AM, Pasman R, Onwuteaka-Philipsen B,
RibbeM, van derWal G.Withholding the artificial
administration of fluids and food from elderly
patients with dementia: Ethnographic study. BMJ.
2002 Dec 7; 325(7376): 1326. doi: 10.1136/
bmj.325.7376.1326

69. Van der Steen JT, Hertogh CM, de Graas T,
Nakanishi M, Toscani F, Arcand M. Translation
and cross-cultural adaptation of a family booklet
on comfort care in dementia: Sensitive topics
revised before implementation. J Med Ethics 2013
Feb; 39(2): 104–9. doi: 10.1136/medethics-2012-
100903

70. Bavelaar L,McCann A, Cornally N, et al.; on behalf
of the mySupport study group. Guidance for
family information about comfort care in
dementia: a comparison of an educational booklet
adopted in six jurisdictions over a 15 year
timespan. [Submitted]

71. Van der Steen JT, Heck S, Juffermans CC,
Garvelink MM, Achterberg WP, Clayton J, et al.
Practitioners’ perceptions of acceptability of
a question prompt list about palliative care for
advance care planning with people living with
dementia and their family caregivers: A mixed-
methods evaluation study. BMJ Open 2021 Apr 12;
11(4): e044591. doi: 10.1136/bmjopen-2020-
044591

72. Verelst SG, Pasman HR, Onwuteaka-Philipsen
BD, Ribbe MW, van der Wal G. Ervaringen van
familie met de besluitvorming rond kunstmatige
toediening van vocht en voedsel (ktvv) bij mensen
met dementie in het verpleeghuis. [Experience of
family members with the decision concerning
artificial nutrition and hydration in people with

Societal and Ethical Views on End-of-Life Decisions in Dementia

246
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


dementia in nursing homes.] Tijdschr Gerontol
Geriatr. 2006 Apr; 37(2): 51–8. doi: 10.1007/
BF03074766. https://tvgg.nl/artikelen/ervaringen-
van-familie-met-de-besluitvorming-rond-
kunstmatige-toediening-van-vocht-en-voedsel-
ktvv-bij-mensen-met-dementie-in-het-
verpleeghuis

73. Davies N, Manthorpe J, Sampson EL,
Lamahewa K, Wilcock J, Mathew R, Iliffe S.
Guiding practitioners through end of life care for
people with dementia: The use of heuristics. PLoS
One 2018 Nov 14; 13(11): e0206422. doi: 10.1371/
journal.pone.0206422

74. Lee YF, Hsu TW, Liang CS, Yeh TC, Chen TY,
Chen NC, Chu CS. The efficacy and safety of tube
feeding in advanced dementia patients: A systemic
review and meta-analysis study. J Am Med Dir
Assoc. 2021 Feb; 22(2): 357–63. doi: 10.1016/j.
jamda.2020.06.035

75. Wu CY, Chen PJ, Ho TL, Lin WY, Cheng SY. To
hydrate or not to hydrate? The effect of hydration
on survival, symptoms and quality of dying among
terminally ill cancer patients. BMC Palliat Care
2021 Jan 12; 20(1): 13.

76. Volicer L, Pope TM, Steinberg KE. Assistance with
eating and drinking only when requested can
prevent living with advanced dementia. J Am Med
Dir Assoc. 2019 Nov; 20(11): 1353–5. doi: 10.1016/
j.jamda.2019.08.035

77. Evenblij K, Pasman HRW, van der Heide A,
Hoekstra T, Onwuteaka-Philipsen BD. Factors
associated with requesting and receiving
euthanasia: A nationwide mortality follow-back
study with a focus on patients with psychiatric
disorders, dementia, or an accumulation of health
problems related to old age.BMCMed. 2019 Feb 19;
17(1): 39. doi: 10.1186/s12916-019-1276-y

78. Rurup M, Onwuteaka-Philipsen B, van der
Heide A, van der Wal G, Deeg G. Frequency and
determinants of advance directives concerning
end-of-life care in the Netherlands. Soc Sci Med.
2006; 62:1552–63.

79. Mangino D, Nicolini M, De Vries R, Kim S.
Euthanasia and assisted suicide of persons with
dementia in the Netherlands. Am J Geriatr
Psychiatry 2020; 28: 466–77.

80. Regional Euthanasia Review Committees. Annual
Report 2017. The Hague, 2018.

81. Rurup M, Onwuteaka-Philipsen B, van der
Heide A, van der Wal G, van der Maas P, et al.
Physicians’ experiences with demented patients
with advance euthanasia directives in the
Netherlands. J Am Geriatr Soc. 2005; 53:
1138–44.

82. Brinkman-Stoppelenburg A, Evenblij K,
Pasman R, van Delden J, Onwuteaka-Philipsen B,
van der Heide A. Physicians’ and public attitudes
toward euthanasia in people with advanced
dementia. J Am Geriatr Soc. 2020; 68: 2319–28.

83. Bolt E, Snijdewind M, Willems D, van der
Heide A, Onwuteaka-Philipsen B. Can physicians
conceive of performing euthanasia in case of
psychiatric disease, dementia or being tired of
living? J Med Ethics 2015; 41: 592–8.

84. Kouwenhoven P., Raijmakers N., van Delden J.,
Rietjens J., van Tol D., van de Vathorst S, et al.
Opinions about euthanasia and advanced
dementia: A qualitative study among Dutch
physicians and members of the general public.
BMC Med Ethics 2015; 16: 7.

85. Kouwenhoven P, Raijmakers N, van Delden J,
Rietjens J, Schermer M, van Thiel G, et al.
Opinions of health care professionals and the
public after eight years of euthanasia legislation in
the Netherlands: A mixed method approach.
Palliative Medicine 2013; 27: 273–80.

86. De Boer M, Dröes R-M, Jonker C, Eefsting J,
Hertogh C. Advance directives for euthanasia in
dementia: How do they affect resident care in
Dutch nursing homes? Experiences of physicians
and relatives. J Am Geriatr Soc. 2011; 59: 989–96.

87. De Boer M, Dröes R-M, Jonker C, Eefsting J,
Hertogh C. Advance directives for euthanasia in
dementia: Do law-based opportunities lead to
more euthanasia? Health Policy 2010; 98: 256–62.

88. Picard G, Bier J-C, Capron I, De Deyn PP,
Deryck O, Engelborghs S, et al. Dementia, end of
life, and euthanasia: A survey among dementia
specialists organized by the Belgian Dementia
Council. J of Alzheimers Dis. 2019; 69: 989–1001.

89. Rurup M, Onwuteaka-Philipsen B, Pasman H,
Ribbe M, van der Wal G. Attitudes of physicians,
nurses and relatives towards end-of-life decisions
concerning nursing home patients with dementia.
Patient Educ Couns. 2006; 61: 372–80.

90. Tomlinson E, Stott J. Assisted dying in dementia:
A systematic review of the international literature
on the attitudes of health professionals, patients,
carers and the public, and the factors associated
with these. Int J Geriatr Psychiatry 2015; 30: 10–20.

91. Ryynänen O-P, Myllykangas M, Viren M,
Heino H. Attitudes towards euthanasia among
physicians, nurses and the general public in
Finland. Public Health 2002; 116: 322–31.

92. Armstrong-Esther C, Browne K, McAffee J.
Investigation into nursing staff knowledge and
attitude to dementia. Int J Psychiatr Nurs Res. 1999;
4: 489–97.

4 Decisions around Terminating Life

247
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://tvgg.nl/artikelen/ervaringen-van-familie-met-de-besluitvorming-rond-kunstmatige-toediening-van-vocht-en-voedsel-ktvv-bij-mensen-met-dementie-in-het-verpleeghuis
https://tvgg.nl/artikelen/ervaringen-van-familie-met-de-besluitvorming-rond-kunstmatige-toediening-van-vocht-en-voedsel-ktvv-bij-mensen-met-dementie-in-het-verpleeghuis
https://tvgg.nl/artikelen/ervaringen-van-familie-met-de-besluitvorming-rond-kunstmatige-toediening-van-vocht-en-voedsel-ktvv-bij-mensen-met-dementie-in-het-verpleeghuis
https://tvgg.nl/artikelen/ervaringen-van-familie-met-de-besluitvorming-rond-kunstmatige-toediening-van-vocht-en-voedsel-ktvv-bij-mensen-met-dementie-in-het-verpleeghuis
https://tvgg.nl/artikelen/ervaringen-van-familie-met-de-besluitvorming-rond-kunstmatige-toediening-van-vocht-en-voedsel-ktvv-bij-mensen-met-dementie-in-het-verpleeghuis
https://doi.org/10.1017/9781108918954.013


93. Kitchener B, Jorm A. Conditions required for
a law on active voluntary euthanasia: A survey of
nurses’ opinions in the Australian Capital
Territory. J Med Ethics 1999; 25: 25–30.

94. Williams N, Dunford C, Knowles A, Warner J.
Public attitudes to life-sustaining treatments and
euthanasia in dementia. Int J Geriatr Psychiatry
2007; 22: 1229–34.

95. Van Holsteyn J., Trappenburg M. Citizens’
opinions on new forms of euthanasia: A report
from the Netherlands. Patient Educ Couns. 1998;
35: 63–73.

96. Gómez-Virseda C, Gastmans C. Euthanasia in
persons with advanced dementia: A dignity-
enhancing care approach. J Med Ethics 2021
May 20. doi: 10.1136/medethics-2021-107308.
Online ahead of print

97. Mondragon J, Salame-Khouri L, Kraus-
Weisman A, De Deyn PP. Bioethical implications
of end-of-life decision-making in patients with
dementia: A tale of two societies. Monash Bioeth
Rev. 2020; 38: 49–67.

98. Cholbi M. 2015. Kant on euthanasia and the duty
to die: Clearing the air. J Med Ethics 2015; 41:
607–10.

99. Gastmans C. Dignity-enhancing care for persons
with dementia and its application to advance
euthanasia directives. In Denier Y, Gastmans C,
Vandevelde A, eds. Justice, Luck and
Responsibility in Health Care: Philosophical
Background and Ethical Implications for End-of-
Life Care. Dordrecht, Springer,2013; 145–65.

100. Den Hartogh G. The authority of advance
directives. In Denier Y, Gastmans C,
Vandevelde A, eds. Justice, Luck and
Responsibility in Health Care: Philosophical
Background and Ethical Implications for
End-of-Life Care. Dordrecht, Springer, 2013;
167–88.

101. Nys T. The wreckage of our flesh: Dementia,
autonomy and personhood. In Denier Y,
Gastmans C, Vandevelde A, eds. Justice, Luck
and Responsibility in Health Care:
Philosophical Background and Ethical
Implications for End-of-Life Care. Dordrecht,
Springer, 2013; 189–203.

102. Johnstone M. Metaphors, stigma and the
‘Alzheimerization’ of the euthanasia debate.
Dementia 2013; 12: 377–93.

103. Sharp R. The dangers of euthanasia and
dementia: How Kantian thinking might be
used to support non-voluntary euthanasia in
cases of extreme dementia. Bioethics 2012; 26:
231–5.

104. Alvargonzalez D. Alzheimer’s disease and
euthanasia. J Aging Stud. 2012; 26: 377–85.

105. Gastmans C, De Lepeleire J. Living to the bitter
end? A personalist approach to euthanasia in
persons with severe dementia. Bioethics 2010; 24:
78–86.

106. Draper B, Peisah C, Snowdon J, Brodaty H. Early
dementia diagnosis and the risk of suicide and
euthanasia. Alzheimers Dement. 2010; 6: 75–82.

107. Gastmans C, Denier Y. What if patients with
dementia use decision aids to make an
advance euthanasia request? Am J Bioeth.
2010; 10(4): 25–6.

108. Hertogh C, De Boer M, Dröes RM, Eefsting J.
Would we rather lose our life than lose our self?
Lessons from the Dutch debate on euthanasia of
patients with dementia. Am J Bioeth. 2007; 7(4):
48–56.

109. Dworkin R. Life’s Dominion: An Argument about
Abortion and Euthanasia. London, Harper
Collins, 2003.

110. Dworkin R. Life past reason. In Kuhse H,
Singer P, eds. Bioethics: An Anthology. Malden,
Blackwell, 2006; 357–64.

111. Post S. Alzheimer disease and the ‘then’ self.
Kennedy Inst Ethics J. 1995; 4: 307–21.

112. De Boer M, Hertogh C, Dröes R-M, Jonker C,
Eefsting J. Advance directives in dementia: Issues
of validity and effectiveness. Int Psychogeriatr.
2010; 22: 201–8.

113. Hughes J. Views of the person with dementia.
J Med Ethics 2001; 27: 86–91.

114. Levy B, Green M. Too soon to give up:
Re-examining the value of advance directives.
Am J Bioeth 2010; 10(4): 2–22.

115. Gómez-Virseda C, DeMaeseneer Y, Gastmans C.
Relational autonomy in end-of-life care ethics:
A contextualized approach to real-life
complexities. BMC Med Ethics 2020; 21(1): 50.

116. Widdershoven G, Berghmans R. Advance
directives in dementia care: From instructions to
instruments. Patient Educ Couns. 2001; 44: 179–86.

117. Hertogh C. The role of advance euthanasia
directives as an aid to communication and shared
decision-making in dementia. J Med Ethics 2009;
35: 100–3.

118. Agich G. Dependency and Autonomy in Old Age:
An Ethical Framework for Long-Term Care.
Cambridge, Cambridge University Press, 2003.

119. Dresser R. Dworkin on dementia: Elegant theory,
questionable policy. Hastings Cent Rep. 1995; 25
(6): 32–8.

Societal and Ethical Views on End-of-Life Decisions in Dementia

248
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


120. Goering S.What makes suffering ‘unbearable and
hopeless’? Advance directives, dementia and
disability. Am J Bioeth. 2007; 7(4): 62–3.

121. Moody H. Ethics in an Aging Society. Baltimore,
MD, Johns Hopkins University Press, 1992.

122. Gómez-Virseda C, DeMaeseneer Y, Gastmans C.
Relational autonomy: What does it mean and

how is it used in end-of-life care? A systematic
review of argument-based ethics literature. BMC
Med Ethics 2019; 20(1): 76.

123. Tulsky J. Beyond advance directives: Importance
of communication skills at the end of life. JAMA
2005; 294: 359–65.

4 Decisions around Terminating Life

249
https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


https://doi.org/10.1017/9781108918954.013 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.013


Chapter

13
Driving and Dementia
Catarina Lundberg and Dorota Religa

1 Introduction
In the general population, driving is appreciated as
an important condition of independent mobility. In
middle- and high-income societies, it is common
for young people to look forward to obtaining their
driver’s licence, not only for practical reasons but
also because it is a symbol of freedom and adult-
hood. During the lifespan, driving and choice of car
may be an expression of social status and lifestyle
preferences. An inclination towards speed and exci-
tement, family orientation, an interest in advanced
technology, environmental concerns, a preference
for a particular brand or a perceived interest in
supporting the industry of one’s own country will
all lead to different choices. Driving thus becomes
strongly associated with personal identity.

Although driving for professional reasons is
less frequent among older adults than in younger
age groups, older drivers use their cars to visit
relatives and friends, grocery shop, transport
heavy items and travel for pleasure and recreation.
Private cars are viewed as a necessity when public
transportation is unavailable or insufficient, as in
some suburbs or in rural areas. Frequently, at least
one other older person depends on an individual
older driver for transportation. This is the case not
only in couples where the wife does not drive but
also in groups of older adults where the majority
have never driven or have given up driving.

In our clinical experience, one older driver
may drive several friends or acquaintances for
recreational trips or to social or religious events.
Older drivers may also help their adult children
with business-related errands and grandparents
are often called upon to pick up their grandchil-
dren at school or drive them to different activities.
Furthermore, the ongoing COVID-19 pandemic
underscores the importance for vulnerable groups
of having access to means of transportation that
enable physical distancing.

People with diagnoses of mild dementia generally
lead independent lives and only gradually relin-
quish professional activities or political/societal
functions. In this respect, their transportation
needs do not differ from those of their peers in
the general population. Hence a substantial pro-
portion of people with early-stage dementia con-
tinue driving after diagnosis (e.g. [1]). In addition,
specific community programmes for people living
with dementia and their carers may improve their
social inclusion. However, participation in many
of these programmes requires transportation and
people who are eligible benefit more when they
are still able to travel by car to the proposed
activities.

Placement in a long-term care facility is con-
sidered when a person is no longer able to live
independently. However, this represents a heavy
financial burden on society, individuals and
families. It is therefore of great value if this mea-
sure can be delayed for as long as possible and the
possibility to drive a car may be vital to attaining
this goal. Furthermore, being able to live at home
is extremely important for a person’s well-being
and quality of life. Continuing to live in familiar
surroundings and maintaining routines and pur-
suing accustomed activities may also contribute to
a slower rate of cognitive and functional
deterioration.

Older drivers in general are often perceived as
a particularly vulnerable group in traffic, not least
because of their increasing representation in the
driving population [2], and media as well as the
general public express concern about the per-
ceived risk they pose [3]. Very frequently, when
an older driver is involved in a traffic incident,
media indicate his or her age in a prominent way.
This then gives rise to a usually short-lived debate
or to comments in the press about the necessity to
adopt measures for better control or monitoring
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of older drivers. For example, letters or emails
from newspaper readers will state that the pro-
blem is their slowness or insufficient eyesight and
call for different examinations or compulsory
renewed driving tests. However, with an ageing
population in large parts of the world, older dri-
vers are gaining visibility in traffic; other road
users are becoming more used to interacting
with them and sometimes can adapt to their driv-
ing style. In the same way that female drivers, in
the past decades, make up an increasing propor-
tion of the driving population and are generally
no longer viewed as less skilled and potentially
risky exceptions, it is likely older drivers will be
considered legitimate road users.

In the 1990s, discussions about older drivers in
several countries shifted from a focus on age to
a dichotomy between ‘sick older drivers’ and
‘healthy older drivers’, with dementia as
a prominent example of the former [4]. ‘People
with dementia experience the double jeopardy of
being old and having a cognitive impairment’ [5]
and are today often automatically considered
unfit to drive. This might reflect the fact that
knowledge about dementia, especially about dif-
ferent stages of dementia, is not properly commu-
nicated in society. Although drivers with
dementia are not apparent in the traffic environ-
ment in the same way as women and people over
a certain age, it is hoped they will be viewed in
a more nuanced way in the future.

The present chapter focusses on the impact of
dementia on driving behaviour and its conse-
quences for traffic safety. At the same time, it is
necessary to recognize that all drivers living with
dementia are not affected in the same way and that
they do not, as a group, represent a threat to other
road users or themselves. Regulatory approaches
to medically impaired drivers in different coun-
tries are described, as well as assessment methods
to determine fitness to drive and communication
strategies when driving is no longer advisable.

The issue of driving in dementia can be con-
sidered in differing ways, depending on the
adopted perspective. The individual’s right to
autonomous mobility may be opposed to the
rights of other road users not to be exposed to
the behaviour of an unfit driver. Also, for health-
care professionals, focus may be on reducing the
individual patient’s risk of injury in traffic.
However, for the individual, giving up driving
leads to very real personal consequences, while

the reduction in risk of removing a possibly unfit
driver from the road is difficult to evaluate and
may be very small. Indeed, in view of the risk
posed by drivers under the influence of alcohol
or other drugs, the increased crash risk of drivers
with dementia can hardly be viewed as a public
health problem.

2 Driving Behaviour in Dementia
The driving task can be described as a continuous
cycle of acquisition and processing of informa-
tion, decision-making and action. The cognitive
impairments associated with dementia (notably
impaired eye–hand coordination, memory
impairment and poor decision-making and
problem-solving skills [6]) are all likely to
impact each step in this process.

The topic of driving in dementia emerged as
an issue in its own right in the end of the 1980s.
Investigations from different memory clinics [7]
revealed an awareness that many patients were
still driving despite cognitive impairments and
difficulties managing activities of daily life, and
that they appeared to be over-involved in acci-
dents. Subsequent studies, sometimes with larger
groups and with more robust study designs, have
elaborated on this issue and addressed topics such
as driving behaviour in dementia, involvement in
motor vehicle crashes (MVCs) relative to healthy
older people and the assessment of fitness to drive.

Comparisons between driving ability in
healthy people and those with dementia show
the latter, as a group, are more likely to fail an on-
road assessment. Specific problem areas are safety
behaviours, landmark or sign identification, lane
observance and orientation [6]. Structured driv-
ing tests conducted in our centre show many
drivers with dementia have difficulty dealing
with complex situations that require them to
simultaneously attend to several features in the
environment. Typical examples are complex
intersections or motorway entrances, involving
interaction with other road users and timely
adjustment of vehicle speed.

Drivers with dementia are also less able to
flexibly adapt to more unfamiliar circumstances –
for example, driving on the pavement when the
road surface is being repaired. The traffic envir-
onment often provides cues that help the driver to
follow an appropriate sequence of behaviours.
Our patients sometimes say it is not necessary to
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recognize or understand the meaning of road
signs because they follow the example of other
road users. However, when memory impairment
becomes more pronounced, the driver may
become less receptive to such cues. In some
cases, the driver might perceive an acceleration
lane or a parking lot as an ordinary road or street.

Most studies of driving behaviour in dementia
have focussed on Alzheimer’s disease (AD), the
most common cause of dementia. It is reasonable
to assume dementias affecting other regions of the
brain or that have a different rate of progression
may have a different impact on driving.
Frontotemporal lobar degeneration (FTLD) in
particular, which involves more personality and
behavioural changes with a more pronounced
effect on insight and judgement, is associated
with norm-breaking behaviour in general [8].
Compared to patients with AD, those with FTLD
show more dangerous driving behaviours [9].

Trajectories in vascular dementia are often
characterized by a more stepwise deterioration
than in AD and therefore the affected person
might maintain a relatively satisfactory level of
functioning for a long period of time before
being considered unfit to drive. Characteristic
features of Lewy body dementia, such as impair-
ments of attention and alertness, of visuospatial
functioning and judgement, in combination with
visual hallucinations and movement disorders,
suggest the affected patient is unfit for driving at
an early stage of the disease.

3 Cognitive Impairment
or Dementia and the Risk of Motor
Vehicle Crashes
It is unclear whether the signs of impaired driving
fitness described previously lead to an increased risk
of MVCs. Motor vehicle crashes are rare occur-
rences determined by multiple circumstances and
are therefore not an ideal outcome variable to use in
statistical analyses. Furthermore, it is not unreason-
able to assume at-fault crashes are not the only
outcome of interest when studying crash involve-
ment of drivers with dementia. Near misses, where
the other party acts appropriately to avoid the crash,
are difficult to identify and quantify, but neverthe-
less represent an aspect of the risk in traffic.
Conversely, some crashes are not caused by the
driver with dementia, but by the other party, who
might be guilty of speeding or rule-breaking. In

these cases, the driver with dementia, due to diffi-
culties in anticipating the hazard, might not be able
to avoid the crash and will be seriously injured or
killed. Thus, the argument that drivers with demen-
tia should be identified because they might put
other road users at risk should be taken seriously
but should be completed by the argument that their
safety is sometimes compromised by the behaviour
of others.

An overview of studies published before
the year 2000 concluded the overall crash risk in
dementia is moderately high, in the same order as
alcohol abuse and dependence [10]. However,
these studies were often based on small groups
and had other methodological limitations. For
example, information on crashes based on reports
by informants generally shows higher risks than
state reports and is therefore less reliable. Even
among more recently published studies of crash
risk in dementia [6] few meet sufficiently high
scientific standards [2]. Findings are conflicting,
with some studies showing a high relative risk of
crashes in drivers with dementia and others show-
ing no increased risk at all. There is some indica-
tion that people with dementia have an increased
MVC risk compared to healthy controls (four
times and almost two times higher, respectively)
in the three years prior to their diagnosis, but not
in the subsequent three years [11, 12].

Thus the period preceding diagnosis might be
critical: the driving fitness of the person with
incipient dementia might already be affected,
although the driver, not yet identified as cogni-
tively impaired or suffering from dementia, has
not been assessed by the healthcare system and
may not yet have taken any self-restriction mea-
sures such as reducing the amount of driving or
avoiding more challenging situations.

Some support for this view comes from
a large-scale study carried out among older dri-
vers seeking to renew their licences. Results on
tests of psychomotor speed, mental flexibility,
processing of visual information and attention
predicted involvement in crashes during the fol-
lowing three-year period [13].Moreover, the tran-
sition from healthy ageing to dementia is
characterized not only by changes in cognition
but also by changes in mood states and the pre-
sence of neuropsychiatric symptoms [14].

In a group of cognitively normal individuals,
such changes (notably irritability, appetite,
depression and agitation) interacted with
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biomarkers of AD to impact driving performance
[15]. From a different perspective, a post-mortem
investigation of older drivers killed in MVCs (but
who were not identified as suffering from demen-
tia) showed one third had neuropathological signs
in their brain tissue that make a diagnosis of AD
histologically certain. For another 20%, these
signs suggested the presence of AD [16].

The type of crash considered typical of older
drivers can indicate the nature of the cognitive
impairment that played a part in its causation.
Crashes in intersections, particularly when an
older driver is struck by a vehicle coming from
the left, often lead to fatal injuries. As described
previously, intersections pose simultaneous
demands on visual attention, working memory,
speed perception and decision-making. When
driving through an intersection, one must perform
several actions in parallel and under time pressure,
and this may be a task exceeding the capabilities of
a person with cognitive deficits.

In conclusion, in older adults, the bound-
aries between normal functioning, cognitive
impairment and dementia are not clear-cut and
a diagnosis of dementia does not automatically
make a person unfit to drive. Many patients can
pass a driving test in the early stage of the dis-
order and there is no clear-cut evidence that, as
a group, they represent a threat to traffic safety.
At the same time, drivers with an incipient or
non-detected dementia may be involved in traf-
fic incidents because they find themselves
in situations where demands exceed their cogni-
tive capacities.

4 Regulations
In most developed countries, legislators recog-
nize motor vehicle drivers must fulfil certain
requirements regarding physical fitness and
usually a person applying for a licence must
therefore show stipulated medical conditions
(as a minimum, sufficient visual acuity) are met.
The applicant must also have a satisfactory level
of knowledge and skill (typically having passed
a theoretical examination and a driving test). An
overview of regulations for drivers with demen-
tia in the United States, Canada, Australia, the
UK, Germany, France, Italy, Japan, China and
South Korea states all countries except China and
South Korea have more specific medical guide-
lines [17]. In Japan and China, dementia at any

stage precludes licence holding, whereas only
advanced dementia leads to licence revocation
in all the other countries. In Canada and some
states of the United States, there is mandatory
reporting by physicians, and in all other coun-
tries except Germany the driver has the duty to
report his or her condition to the relevant
authorities.

Annex III of the European (EU) directive
2006/126/EC on driving licences lays downmini-
mum standards of physical and mental fitness in
areas such as vision, locomotor impairments,
medical conditions that might lead to a sudden
incapacitation or neurological diseases.
Dementia is not mentioned explicitly but is cov-
ered by conditions such as ‘severe mental distur-
bance, whether congenital or due to disease,
trauma or neurosurgical operations’ and ‘severe
behavioural problems due to ageing’ (Annex III,
13.1). The Directive states such conditions are
obstacles to licence holding unless ‘their applica-
tion is supported by authorized medical opinion
and, if necessary, subject to regular medical
check-ups’.

European Union member states are free to
stipulate more stringent requirements than the
Directive minimum. National regulations on
licence holding and renewal may vary concern-
ing the frequency of licence renewal for drivers
with different medical conditions and may also
demand licences be renewed more frequently,
in combination with some type of screening or
medical check-up, once a licence holder
reaches a certain age (the Directive mentions
50 years).

Many countries worldwide have implemented
age-related controls of medical fitness to drive.
Such controls usually do not aim at identifying
dementing processes in particular and may be
carried out in many different manners. Some
countries rely on the general healthcare system
to perform these controls; others have specialized
multidisciplinary organizations that issue medical
certificates for drivers.When the cost of the exam-
inations is not subsidized by national or private
health insurance, there is a potential risk older
drivers with insufficient financial means will give
up their licence rather than bear the cost related to
renewal.

National legislation regarding medical con-
fidentiality also leads to variation in regulations
concerning the responsibility of medical
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practitioners to report unfit drivers. In some
countries, there is strict confidentiality and the
only option for the physician might be to
advise the patient to report himself or herself
to the licencing authority. Other countries have
mandatory reporting, sometimes with the
option (as in Sweden) of refraining from
doing so if it is possible to make an agreement
with the patient to stop driving. Once a driver
has caused a crash or displayed aberrant beha-
viour in traffic, the licencing authority or
insurance company might suspect a medical
or cognitive impairment and initiate an oppor-
tunistic medical examination.

Age-related screening of the general older
population of licence holders is generally not con-
sidered to have an effect on traffic safety in terms
of lower crash rates. Indeed, it has been argued
that such check-ups could be counterproductive.
On one hand, they might be too cursory to iden-
tify real problems and could therefore encourage
overconfidence in the driver and less willingness
to take self-restriction measures to increase safety.
On the other hand, some drivers could perceive
that screening is a signal that society considers
them undesirable road users, leading them to
give up driving and opting for modes of trans-
portation that provide less protection (e.g.
mopeds or bicycles). In recognition of the pos-
sible increased risk in traffic of people with
cognitive impairment or incipient dementia,
a more targeted screening procedure has been
introduced in Denmark. However, it has not
proved to have a safety effect [18].

5 Assessment of Driving Fitness
in Dementia
From the early studies on driving in dementia
and onwards, one of the topics of interest has
been how to determine whether a patient poses
too great a risk to himself or herself and other
road users. Ideally, a study design would be pro-
spective, examining a patient group and then
following them over time to determine whether
there are associations between the results of the
clinical examinations and an outcome such as
crash involvement. In a retrospective investiga-
tion, the researchers attempt to relate present
cognitive performance to previous adverse traffic
events. This is not appropriate in cases of pro-
gressively deteriorating conditions. However,

prospective studies are difficult to carry out.
One reason is that crashes, as mentioned pre-
viously, are rare.

Furthermore, many individuals in the study
group will voluntarily limit their driving during
the course of the study period, thus reducing their
exposure in traffic, until they stop driving alto-
gether. Other studies have used surrogate mea-
sures of safe driving such as performance on an
in-traffic driving test, in simulators or driving
status. It is quite possible that small study groups
and methodological limitations contribute to the
conclusion of a Cochrane review on dementia and
driving [19] that the available literature (pub-
lished until 2012) fails to demonstrate the benefit
of driver assessment for either preserving trans-
port mobility or reducing MVCs.

Older persons with possible dementia are
often encouraged by family, healthcare providers
and the community to seek a cognitive assessment
and they do so in good faith. However, many are
not properly informed about the disadvantages
associated with the outcome of the assessment
[20], among these the risk that they might lose
their driver’s licence after diagnosis. To give them
a fair description of the post-assessment situation,
one suggestion would be to implement pre-
assessment counselling [21].

A structured driving assessment generally
consists of off-road psychometric tests, sometimes
complemented by an on-road evaluation. Inmany
countries, this is not covered by health insurance.
Carr and co-authors [22] indicate only patients
who are qualified for vocational rehabilitation can
benefit from insurance and that others must bear
the cost of USD $300–500, a sum that can be
prohibitive for many, especially if the assessment
must be repeated (often more than once) during
the course of the dementing illness.

5.1 Global Cognitive Measures
and Neuropsychological Tests
To test for the presence of cognitive impairment
or to grade dementia, global cognitive measures
such as rating scales, short screening batteries or
single screening tests (e.g. clock drawing) are
used in primary care and memory clinics.
However, such measures have not been shown
to be sufficiently associated with on-road test
performance, involvement in MVCs or other
measures of driving fitness [23] and there is no
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consensus on formal cut-off scores to determine
whether a patient is unfit to drive [24].
Neuropsychological tests have the advantage of
examining selected cognitive domains in more
depth and yield fine-graded results that can take
into account demographic aspects such as age
and sometimes level of educational attainment.

Published studies have used a great variety of
neuropsychological tests and there is as yet no
consensus on what cognitive areas or particular
tests are the most predictive of driving impair-
ment. According to one review [25], visuospatial
ability is the most relevant domain. This appears
reasonable given the importance of being able to
correctly interpret visual information – for
example, when positioning the vehicle, at inter-
sections or in roundabouts, or when navigating
according to road signs. However, a more recent
review [26] has concluded no single cognitive
domain is more reliable than others to determine
driving fitness.

Frequently, the tests used are the same that are
available for ordinary diagnostic purposes. It is
interesting to note that patients describe the neu-
ropsychological testing as the most challenging
component of the memory workup [20] and they
do not perceive them as relevant to the assessment
of driving fitness, even when different studies
show they are associated with the outcome of
a driving test.

There is some agreement that a combination
of tests should be preferred to single tests due
to the multidimensionality of the driving task.
This is also reasonable from a clinical point of
view, not least because a stand-alone test is
vulnerable to errors related to administration
and to patient-related factors such as nervous-
ness or resistive behaviour. Using several dif-
ferent tests can improve patient–examiner
rapport and put a single low score into perspec-
tive. Simple timed paper-and-pencil tests tap-
ping eye–hand coordination, speed and visual
scanning and search have been shown to pre-
dict driving performance [27]. In everyday clin-
ical practice, office-based paper-and-pencil
tests, sometimes in combination with compu-
terized testing, are frequently used to assign
a patient to one of three categories: (a) those
who presently fulfil cognitive requirements for
licence holding, (b) those who are clearly unfit
and (c) borderline cases who need further
assessment, usually an on-road test.

Another category of tests or test batteries than
those used for standard clinical diagnostic pur-
poses are those that are explicitly designed to
examine cognitive fitness to drive (e.g. the Useful
Field of View Test [28] or the Stroke Drivers
Screening Assessment [29]). Although they are
not always necessarily designed with patients
with dementia in mind, they have some advantage
regarding face validity (visual content may
include vehicles, traffic signs or traffic situations
and can be perceived by patients as more relevant
to driving than more general tests). In addition,
most of them have been validated against mea-
sures of safe driving (most frequently perfor-
mance on an on-road test, but also future crash
involvement) [13].

As mentioned previously, there is no perfect
association between the results of cognitive
testing and outcome measures reflecting safe
driving. This is true also for the driving-
related tests described earlier. Some patients
will be categorized as unfit because they obtain
low test results, although they pass an on-road
test. Conversely, other patients will pass the
clinical tests but fail the driving test. Clinical
experience gives some insight into factors that
might disadvantage a patient who undergoes
cognitive testing. A low level of formal educa-
tion is in itself a risk factor associated with
dementia [30] and this, sometimes in combina-
tion with low intelligence, leads to difficulties
with tests that are perceived as too theoretical,
difficulties that are compounded by the
patient’s anxiety or scepticism.

In our centre, it is not unusual for patients to
comment that they are ‘too stupid’ to understand
how to deal with the test. In addition, present-day
clinical populations include a non-negligible pro-
portion of people who have grown up outside
Western countries and who often have
a different educational background than the
majority population. They may also not be suffi-
ciently fluent in the language of their country of
residence and, due to the dementing process, they
may have lost their command of this second lan-
guage. All of these circumstances lead to the risk
that they might wrongly be classified as unfit to
continue driving.

There are also protective factors that can delay
the point in time when a driver with dementia will
be considered unsafe. The most important is
probably extensive experience. Often this
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experience is associated with andmay compensate
for a low level of educational attainment. The
typical patient in this case has left school after
the minimum number of years and has then
gone on to driving a lorry, bus or taxi profession-
ally or to hold a job that requires driving (e.g. in
the delivery or maintenance sector).

For experienced drivers, the driving task is an
overlearned activity. They have gained expertise
thanks to exposure to a multitude of situations
and have a broad behavioural repertoire that does
not require conscious decision-making to be acti-
vated. Behavioural automatisms and the perfor-
mance of tasks in parallel rather than serially (e.g.
simultaneously checking the environment, signal-
ling shifting gears and adjusting speed when
crossing an intersection, rather than performing
these actions one at a time) require less of amental
load than for drivers with a lower level of driving
expertise. Hence the expert driver needs less cog-
nitive reserve than the less experienced one. In
fact, driving errors, mainly due to inattention,
that the latter make during a driving test are
largely of the same type that can be observed in
novice drivers.

Personality factors such as premorbid low
impulsivity may also be protective. If the patient
has insight and awareness that he or she is not
functioning in the same way as before, it should be
possible (although this is not certain) to make
strategic decisions to refrain from driving under
more demanding circumstances (rush hour, bad
weather etc.) or to make tactical decisions when
driving (e.g. keeping a greater distance from the
vehicle in front). In a group of AD patients,
a clinical interview related to orientation and jud-
gement as well as the patients’ own assessment of
driving fitness proved to be important compo-
nents in predicting the outcome of an on-road
test [31].

5.2 The Role of Informants
To determine whether there is a change from
a previous level of functioning, clinical assess-
ments rely heavily on information from the
patient’s family (spouse, partner and/or adult
children). Family members can also provide valu-
able information about the driving capabilities of
a driver with dementia. In our clinical experience,
however, negative opinions should be taken more
seriously than positive ones. The informant may

detect a deterioration in driving performance,
even if no incidents occur – for instance when
other road users react by signalling.

Also, the partner may have been active in
encouraging the patient to seek a memory assess-
ment but will then be reluctant to elaborate on
cognitive deficits at the driving fitness assess-
ment, either due to the patient’s reactions or to
the fact that she is dependent on the patient for
transportation. Sometimes, the partner may
value the patient’s continued driving because
this is the only domain in which the patient can
still function normally: ‘He is no longer able to
set the table or choose what clothes to wear, but
when he is driving I recognize my husband as he
used to be.’

Adult children do not always appear reli-
able either. They may not have an updated
knowledge of their parents’ driving habits and
capabilities, or they may fear the consequences
for themselves if the patient can no longer
drive. Negative opinions, often formulated as
a partner no longer daring to be driven by the
patient or an unwillingness on the part of adult
children to let the patient drive grandchildren,
are very important indicators of a deteriorated
capacity.

5.3 On-Road Tests
A practical in-traffic driving test is often viewed as
the golden standard against which to evaluate the
predictive ability of clinical examinations in scien-
tific studies. In clinical practice, it can be used to
determine whether patients with borderline test
results still show sufficient skill and appropriate
behaviour in traffic. Many clinical facilities have
developed their own road tests with
a standardized route and scoring of behaviours.
Conducting a driving test for patients with
dementia in exactly the samemanner as for novice
drivers is not advisable. Novice drivers are often at
the peak of their physical and other abilities,
although they lack experience and sometimes
risk consciousness. They have a higher risk of
crashes than middle-aged drivers per distance
driven, despite having passed required licencing
tests. Therefore, driving tests with older adults in
general should, in some respects, be evaluated
more liberally.

One driving examiner has expressed that he
would accept some flaws in older drivers but not
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in novices (e.g. rolling stops) because the foresee-
able driving career of the novice driver is much
longer than that of the older person. Therefore, it
is important to send a message to the young
driver that rules of the road must be followed
strictly. For a driver with dementia, who may
have to give up driving within a few years, other
aspects such as vehicle positioning, anticipation
and interaction with other road users are worthy
of interest. On the other hand, driving examiners
and instructors are not always accustomed to the
driving style of older people and may therefore
be too lenient in their evaluations. Instead, beha-
viour during the road test should preferably be
observed and scored in a standardized way by
a healthcare professional (such as an occupa-
tional therapist) who can relate observations of
aberrant traffic behaviour to manifestations of
the patient’s disease.

Driving tests, which mostly take place under
routine conditions, obviously have the limitation
of not being able to capture an inability to deal
with unexpected situations. Another limitation is
the effect on the driver of being observed and
being on his or her best behaviour, a behaviour
that does not reflect the ordinary driving style.
This constitutes an argument against driving
tests for people with types of dementia that
impact impulse control and judgement.
Conversely, some drivers perform much worse
during a driving test due to nervousness. It might
be also argued that some aspects of the driving
test (driving in an unfamiliar vehicle with dual
controls, in an unfamiliar and sometimes more
complex environment and perhaps during
a longer time) are too challenging for a driver
who has already reduced his or her driving to
short local trips.

Finally, financial considerations should be
taken into account. Costs related to driving tests,
mainly the use of a dual-control car and the parti-
cipation of a driving instructor, are usually not
covered by health insurance or included in
national healthcare systems. If the individual
patient must pay the corresponding fee (amount-
ing to about 100 euros in our centre), this might
deter those with insufficient means from taking
the test and appear discriminatory.

When taking a final decision on driving
after clinical examinations and an on-road
test, it is important to consider all relevant
aspects of the clinical picture, such as

comorbidities (e.g. sleep disorders, cardiac dis-
eases or physical limitations), use of medica-
tion with the potential to affect attention and
vision. If the outcome of the on-road test is
uncertain, the conclusion might be that the
patient cannot show in a convincing way that
he or she can compensate for the effects of the
dementing disease by showing driving skill and
safe behaviour in traffic.

6 Driving Cessation
The issue of driving should be raised early in the
disease process, when there is still a good chance
the patient will cleared for driving. As many types
of dementia are progressive, although rates can
differ between individuals, reassessments of the
patient must be performed periodically.
A suggested interval is one year or more fre-
quently if warranted by the rate of progression.
Much can be gained if patient and family at an
early stage become aware that the patient must
one day give up driving and that the question is
notwhether butwhen this will happen. In this way,
they may be able to take timely measures to
become less dependent on the patient’s driving –
for example, by finding alternative modes of
transportation or moving to a location closer to
public transportation.

There is considerable variation in the number
of remaining driver years after a diagnosis of
dementia. Many patients have already given up
driving at the time of diagnosis, even when the
dementia is of the early-onset type [32]. Other
patients reduce their driving gradually until they
stop altogether. Still others continue driving to
the same extent as before diagnosis. A three-year
follow-up study of AD patients showed the med-
ian time until the patients stopped driving was
605 days for patients with very mild dementia at
baseline and 324 days for patients with mild
dementia.

Reasons to stop driving were failing an on-
road test, an at-fault MVC or dementia progres-
sion [11]. In another study over a three-year
period, the reported mean time to driving cessa-
tion was similar: one year from baseline [1]. In
our clinical experience, however, many patients
with dementia can continue driving considerably
longer. This might reflect that diagnosis is made
earlier in the disease process in some national or
clinical contexts.
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Predictors of driving cessation are more severe
dementia with lower cognitive and functional
abilities as well as demographic variables (age
and sex). Interestingly, there is some evidence
that the degree of cognitive impairment and the
presence of AD biomarkers predict a shorter time
to driving cessation in a study population of older
drivers, including a subgroup of individuals with
preclinical AD [33]. Women have been shown to
have twice the risk of stopping driving compared
to men [1]. Social norms and conceptions of gen-
der roles (driving being more strongly linked to
the perception of masculinity) thus play a part in
decisions about continued driving. A negative
bias in the healthcare system is probably not the
main cause; rather the cause is the patients’ own
views, possibly economic factors (as a group,
retired women have lower pensions than do
men) and the influence of their social network.
In fact, as shown in a Swedish registry study [34],
male dementia patients were more likely than
females to be reported as unfit by physicians.

In the general older population, there is
a relationship between driving cessation and
adverse outcomes such as depressive symptoms,
a compromised relationship between the doctor
and the patient [35] and decreased out-of-home
activities. People with dementia and their carers
describe a shrinking social world following the
onset of the disease and restricted opportunities
for social participation [5], and services such as
volunteer chauffeurs in the community or subsi-
dized taxi trips seldom fully compensate for the
loss of autonomous mobility. It is therefore
understandable that many patients with dementia
react strongly when informed they can no longer
drive.

It is clear mobility issues, although important,
are not always the main concern. Often driving
represents not only a means of transportation but
also relaxation, an experience of mastery and
a source of self-esteem. The perspective of being
able to pursue this valued activity may be the chief
motive for going through a stressful and time-
consuming fitness-to-drive examination. In our
centre, patients may express that life is no longer
worth living and that they contemplate suicide.
The loss of a licence is definitive and changes the
status of the patient from an individual with
autonomous mobility to the potentially stigmatiz-
ing one of a person in more need of help to get
around.

It is also important to note people with
dementia are more likely to be socially disadvan-
taged from the outset because risk factors asso-
ciated with dementia (e.g. lower levels of
education, cardiovascular disease, obesity, lack of
physical activity and lower levels of social partici-
pation) cluster in lower socio-economic groups
[5]. Therefore, there might be a cumulative effect
of social class and dementia, leading to a higher
risk of social exclusion.

Common reactions are anger, frustration,
sadness and lack of initiative, although it is
difficult to disentangle them from the broader
decline associated with the illness [36]. When
the spouse of the patient has initiated the mem-
ory assessment, the patient may accuse him or,
more often, her of this negative consequence.
Indeed, in the period following the licence
revocation, the situation of the family may
become very challenging, with aggression on
the part of the person with dementia and diffi-
culties in preventing him or her from using the
car. It is therefore not uncommon that medical
professionals advise the caregiver to disable the
car (usually by removing or loosening some
component) in order to avoid conflict.

Moreover, if the spouse is a less experienced
driver, having the partner with dementia as
a passenger in the car may represent a source of
distraction and a potential risk in traffic. In our
experience, the strongest reactions are often seen
among patients with the most pronounced cogni-
tive impairments, who are sensitive to this per-
ceived threat to their identity. Moreover, the grief
of the patient may concern the anticipated loss
related to the foreseeable trajectory of the disease.
The loss of the licence thus becomes a symbol of
a more general deterioration [36].

When planning a meeting to inform a patient
of a negative result after a driving evaluation, the
patient should be encouraged to bring a family
member or a friend to the clinic. The responsible
healthcare provider should devote enough time
to explain and discuss the reasons for the deci-
sion and to give the patient the opportunity to
express feelings and to ask questions. Alternative
modes of transportation should be discussed,
involving family members if appropriate, in
order to allow the patient to pursue valued prac-
tical and social activities. It is important from
a quality-of-life perspective to enable the person
with dementia to take social and recreational
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trips and not limit transportation to essential
purposes such as shopping or healthcare
appointments. Frequently, people with dementia
who have always driven themselves may be too
limited by impairments of memory, orientation
and attention to be able to use public transporta-
tion and this may lead to an increased burden on
family members. To ensure the patient’s contin-
ued well-being, follow-upmeetings can be sched-
uled or the patient can be referred to other
healthcare providers.

7 Future Perspectives
Technological development in automobile design
has led to great advances and many features are
now part of standard equipment in new cars.
A patient who is aware of his or her memory
impairment may feel less of a cognitive load
when using the adaptive cruise control or the
lane assistance devices, because he or she no
longer needs to constantly monitor the speed or
position of the car and is less worried about inad-
vertent speeding.

However, given the effect of dementia on the
ability to process information and learn new skills,
it is far from evident that drivers with dementia
will be able to fully benefit from all devices. The
GPS system, for example, could be a great help to
compensate for the orientation difficulties that are
a prominent symptom in Alzheimer’s disease, but
entering the correct destinationmight often prove
too difficult and using it could be too distracting.

Autonomous cars have the potential to enable
people with physical or cognitive limitations or
both to travel independently. However, develop-
ment is still ongoing. There is yet no car that is
sufficiently autonomous to never require action on
the part of the driver in certain situations.
Furthermore, it is likely that the introduction of
‘driverless’ cars on the roads will take place gradu-
ally, and that traffic will be made up of a mix of
more or less autonomous and conventional cars for
many years. This could be particularly challenging
for drivers with dementia, since it might be espe-
cially difficult for them to tell the difference and
adapt their own driving behaviour accordingly.

8 Concluding Remarks
The issue of driving in people with questionable
medical fitness can be viewed from several

perspectives. Among these the ethical and poli-
tical perspectives are particularly important.
Medical practitioners confronted with decisions
about their driving patients are generally sensi-
tive to the conflicting interests of the individual
and society at large. They feel a duty not to
unduly limit the autonomy of the patients, and
this may be particularly important in cases of
dementia, since untimely limitations can contri-
bute to a swifter progression of symptoms. On
the other hand, they have an awareness of the
obvious interests of the public not to be harmed
by unfit drivers. In this respect, the issue is not
unlike that of weapons possession, although on
a different scale.

Many factors hinder a dispassionate discus-
sion. Patient representatives may legitimately
invoke the fact that the increased risk in traffic
posed by drivers with dementia is hard to
quantify in a precise way (and, in any case, is
probably lower than that of drivers under the
influence of alcohol or street drugs or that
caused by reckless driving). The level of
increased risk (whether twofold, higher or
lower) that can be accepted is a political or
public policy decision, not a scientific or ethi-
cal one. As for the question of fitness to pos-
sess and use weapons, societies that value
personal freedom and a minimal level of state
interference in private lives will be more toler-
ant and less controlling than societies that are
more oriented towards public safety.

As in many other areas, in the absence of
definite answers (based on scientific evidence)
to the question of who may be allowed to drive,
societal or political discussions are heavily
influenced by events colourfully relayed by
media – for example, of instances where
a cyclist or pedestrian has been hit by a driver
suspected of having a cognitive illness. This
leads to a polarization of the debate and sim-
plified arguments on the part of both parties
who call for less or more control measures.
There may also sometimes be an element of
opportunism in the choice of political decision
makers to either adopt such measures or to
reject or postpone them.

In discussions on the individual level, argu-
ments can also be variously rational.
Understandably, a person with dementia may be
unwilling to face the certainty of driving cessation,
with all its practical and psychological
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consequences, to avoid a crash that remains
a mere possibility. Indeed, our calculations,
based on Swedish data from 1992 to 1995, show
people between 65 and 74 years of age in the
general older driving population have an esti-
mated risk of being killed or injured in a crash of
about 0.26 per million person-kilometres. For the
age group of 75 to 84 years, the corresponding
figure is 0.48. If a driver with cognitive impair-
ment has a twofold increased risk, this means the
corresponding estimates would be 0.53 and
0.97 per million person-kilometres, respectively.
An at-risk driver 65 to 74 years of age would need
to drive about 1,900,000 kilometres and a driver
between 75 and 84 years 1,030,000 kilometres to
have one single severe or fatal crash.

This is obviously a distance that by far exceeds
the projected distance driven during the remainder
of the person’s driving career. These calculations do
not refer to crashes caused by older drivers who are
not themselves injured or killed, but it is reasonable
to assume results would be similar since crashes are
infrequent events in countries with good infrastruc-
ture and vehicles in good condition.

Given the frailty associated with ageing, with
weaker bones andmuscle mass, and less resistance
to trauma of large blood vessels, the risk of being
severely injured or killed in a crash is far higher
for older than for younger road users. This is an
important consideration for medical profes-
sionals because of their responsibility to protect
their patients’ health.

It is also important to note that, although the
debate about (cognitively impaired) older drivers
often focusses on their risk to other road users, it is
not unlikely that they themselves are at a higher risk
of becoming the victims of other drivers. Limitations
in attention and anticipation make it more difficult
for an older driver with cognitive impairment or
dementia to foresee that other road users will engage
in rule-breaking behaviour (e.g. speeding or not
respecting right of way). In turn, this lack of antici-
pation will prevent the older driver to take appro-
priate defensive measures. However, if the older
driver were asked if he or she is willing to give up
driving in order not to be injured by another car, the
answer would probably be that this is far too high
a price to pay to avoid a very unlikely event.

When family members seek to convince an
older at-risk driver to give up driving, they often
appeal to their sense of responsibility and to their
imagination, depicting the terrible consequences

of killing a child in the neighbourhood. Other
arguments can be financial, weighing the cost of
using a car against the equivalent in taxi trips or
other alternative transportation. In our experi-
ence, the efficacy of such arguments partly
depends on the personality of the older driver
and on family dynamics.

However, this type of reasoning is not likely to
resonate with even older drivers in general, because
amajority perceives driving as a ‘“right”whichwe all
deserve’ and older frequent drivers, more than
younger, state they are reluctant to give up driving
because of the loss of something they enjoy [37]. It is
reasonable to assume cognitively impaired drivers
will express the same views, but perhaps more for-
cefully. A continued cognitive deteriorationmakes it
more difficult to notice and remember signs of
diminished capacity as a driver and the person will
dwell on past experience and expertise rather than
trying to compensate for more recent cognitive
challenges.

In conclusion, the long-standing issue of driving
in dementia remains controversial, with strong opi-
nions, not always supported by scientific evidence,
both on the part of more liberally inclined stake-
holders and those supporting increased restrictions.
The debate is likely to continue for many years to
come, despite technical development of vehicles and
improvements in the traffic environment.
Harmonization of regulations and legislation
between different countries is a desirable aim.

Furthermore, it is important to further
a general awareness of the fact that dementia is
not a uniform and static condition, but one with
different and sometimes individual manifesta-
tions that evolve over time. This has implications
for driving because a person with cognitive
impairment (pre-dementia) or mild dementia
cannot be considered in the same way as
a person with moderate or severe dementia.

The following case description illustrates
a situation where an older driver is apprehended
because of aberrant behaviour in traffic. The per-
son might have been identified by the healthcare
system and social services as needing support
because of health problems and failing cognition,
but the question of driving has not been raised. It
also shows the older driver has difficulties in
understanding and accepting the verdict that driv-
ing is no longer permissible and that several con-
versations are sometimes necessary before
reaching closure.
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The patient’s story
Mr B is a 90-year old man who lives alone. He has
a university degree and retired at 62 after a distinguished
career as an engineer. His wife died 10 years ago and he
misses her very much. They had no children, but
a nephew helps himwith some practical matters and has
arranged for bills to be paid automatically by the bank.
Meals are delivered to his home; a care assistant comes
twice a day and the district nurse visits him once a week
to help him with medication.
Mr B says he feels his age and is aware he is not in as
good shape as he used to be. Since a stroke, he has
difficulties moving about and is afraid of falling. He
has always enjoyed driving and takes pride in his car,
a vintage Italian model. He feels completely safe and
in charge when driving and likes going for
recreational trips in the countryside one to two hours
from home.
One late November afternoon, he takes a taxi to fetch his
car from the garage where it had been serviced. On his
way home, he notices a police car behind him. Its rooftop
lights are flashing, and Mr B thinks it is chasing a criminal,
so he veers to the right and slows down to let the car
pass. He does not understand why the police car makes
him stop. Two policemen, who Mr B thinks are
ridiculously young, explain they have been alerted by
other drivers and they need to check if he is drunk. Mr
B says he drinks very little and he would never dream of
driving after having had a drink. He nevertheless submits
to the breathalyser test and is satisfied when it is
negative. He is persuaded the matter is closed and is
flabbergasted when one of the policemen takes his
licence and declares he is going to drive him home in his
own car.
After a week Mr B receives a registered letter
informing him his licence has been permanently
revoked. Mr B is first taken by surprise, then
indignant. He immediately applies for a new licence
and receives notification from the licencing authority
that he needs a medical certificate to show he fulfils
medical requirements. To obtain this, he visits his
family physician.
Mr B reluctantly comes to the Traffic Medicine Centre,
situated inconveniently far from his home. The staff is
agreeable enough, but he is surprised by having to
take a test in front of three computer screens that
involves steering and pushing buttons according to
instructions from a nurse. Mr B is a bit confused and
is reminded of the games his nephew’s children have
shown him. He tells the nurse this is nothing like
driving a car. He then meets the doctor, who not
only performs the usual medical examination but also
asks him to draw a clock and a cube and repeat
some words. Mr B waits for a chance to go outside
with someone from the staff to show his practical
driving ability, but this does not seem to be part of
the procedure. Mr B tries to make the doctor
understand what happened with the policemen was
a misunderstanding, but the doctor is completely
unsympathetic.
At the end of the examination, Mr B is completely
surprised when the physician informs him he will not be
receiving the certificate he needs to apply for a new
licence. He is asked if he accepts a referral to his family
doctor for a memory assessment. Mr B, believing this
might increase his chances of obtaining the certificate,
accepts.

The outsider’s view
The patient is known to his family doctor. His medical history
includes a variety of conditions such as a previous myocardial
infarction, prostate cancer and a cerebral infarction seven years
ago. He needs daily assistance and all caregivers have noticed
he has become increasingly forgetful, but he still seems to
manage quite well at home.
The police are patrolling a suburban expressway on a late
November afternoon. The light and weather conditions are not
very good. The police are alerted that a car has been observed
swaying from side to side on the road. The police car soon
identifies the car and follows it. The police notice the speed of
the car is very variable and that its lane keeping is bad. They
have difficulty in stopping the car but succeed by braking in
front of it. The driver of the car turns out to be an elderly man,
who seems shocked. He has difficulties finding his driver’s
licence and following instructions for the breathalyser test. The
policemen quickly conclude the driver might have medical
conditions that make him unfit for driving and one of them
drives him home. His licence is provisionally confiscated and he
is reported to the driving licence authority. The authority
decides that, in view of his traffic behaviour, the driver no
longer fulfils medical requirements for holding a licence.
The family doctor is surprised when the patient, who is usually
very calm, insists he needs a certificate of medical fitness to
drive. The patient does not explain why he needs this certificate
and the doctor is at a loss, feeling very uncertain regarding the
patient’s physical and mental fitness. They agree a referral to
a specialized medical unit is the best solution.
The medical driving evaluation includes a simple test of
simulated driving (essentially testing psychomotor
coordination, reaction speed and divided attention). Here the
patient remains quite passive and seems to have great
difficulties in understanding the task and remembering what to
do. His steering is sometimes very unstable and his reaction
times are close to twice the normal levels when he is required
to divide his attention between two simultaneous tasks. The
patient fails to react to many signals (missed signals are
deemed unacceptable) and presses the wrong button onmore
than half of the trials.
The examining physician notes the patient moves slowly and
uses a walking aid but is very unsteady and close to falling
several times. He speaks slowly, is calm and amenable and
follows instructions but gives a clear impression of cognitive
impairment. His insight appears to be limited and he constantly
returns to his preoccupation that the authorities are
persecuting him and that his licence has been wrongfully
revoked.
The doctor performs some cursory tests of memory and
visuospatial ability. The patient has impaired memory and
cannot copy a three-dimensional cube. He cannot write today’s
date correctly and is unable to draw a clock face and set the
hands to show the correct time. Even with his own glasses, his
visual acuity is barely above the minimum limit.
The conclusion is that the patient does not fulfil cognitive
requirements for licensure. Due to signs of cognitive
impairment, a referral is made (with the patient’s consent) for
a memory assessment in a primary care setting. A medical
certificate is sent to the licencing authority (with a copy to the
patient), stating the medical requirements for licence holding
are not fulfilled.
The patient calls the physician four days later, telling him the
police report that led to his licence revocation contained
outright lies and has questions about how the medical
assessment was performed. The physician explains the
conclusion of unfitness was based on the results of the clinical
tests, not on the observations of the police.
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Chapter

14
Social and Private Costs of Dementia
Patrick Cloos, Martin Knapp, Jeroen Luyten, Erik Schokkaert
and Cheng Shi

1 Introduction
Themain focus of this book is on the quality of life
and social integration of persons with dementia.
Good-quality dementia care can be effective in
slowing down and alleviating the symptoms asso-
ciated with dementia and providing support to
families. Yet dementia also has large social and
economic impacts because many resources are
invested in caring for patients (including money,
time, labour and social capital). This economic
impact or cost can be translated into well-being
terms: resources have to be used for care rather
than for other purposes such as private consump-
tion, environmental policy or social housing.

In this chapter, we provide an overview of
these economic aspects. We discuss actual
expenses incurred (e.g. for treatment) and costs
that are incurred but hard to quantify (e.g. asso-
ciated with caregiving), but we also look at the
costs of the efforts invested to counter or mitigate
the health consequences of the disease (e.g.
through research and development (R&D) to
find a cure for dementia or to improve care ser-
vices) or to protect ourselves against the financial
impact of dementia (through insurance).

In Section 2, we give an overview of the overall
economic burden of dementia and how that is
usually estimated in cost-of-illness studies.
Special attention is devoted to the importance of
unpaid (sometimes called informal) care and to
difficulties in quantifying its value. Moreover, we
argue traditional cost measures are culture-
dependent and reflect the choices made in differ-
ent societies.

Given the huge and increasing loss of well-
being as a consequence of dementia, it would be
great if we could find a medical (pharmacological)
cure or identify actions that could be taken earlier
in life to prevent it. A private firm that would be

the first to discover a really effective product
would certainly expect to make large profits. Yet,
despite this strong incentive, it turns out to be
very difficult to find such a cure. The roots of
this difficulty are discussed in Section 3. It is
very likely that government support is needed in
the search for a treatment, but such support is less
evident in a period of high and increasing pres-
sure on government budgets.

Without cure, care becomes evenmore impor-
tant for the quality of life of persons with demen-
tia. Yet care is costly, including for the individuals
involved. Moreover, more attention should also
go to prevention – that is, to changing the modifi-
able risk for dementia. As shown in Section 4,
there is a social gradient in the prevalence of
dementia and in the use of care. Therefore, dis-
tributional issues cannot be neglected when we
move from the analysis of the overall impact
from and on society to the analysis of the chal-
lenges for individuals living with dementia.

In Section 5, we look at the private costs of
dementia for a household which includes someone
with dementia. Again, these ‘economic’ costs should
be interpreted in the rightway: if households have to
bear a large financial burden, this has immediate
implications for their health and well-being.

If personal costs can be huge and they are
distributed unequally, the question arises as to
how to protect households with a person with
dementia, with special attention to poorer popu-
lation subgroups. Private insurance markets for
dementia care are largely missing and, even if they
existed, they would be inadequate for lower-
income groups. There is a need for government
intervention, from both efficiency and equity
points of view. Yet, at the moment, government
financing is also insufficient to fully protect
people with dementia and their households.
This is discussed in Section 6.
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Government intervention should not be
restricted to financial support. There is also
a need for a strong public healthcare system that
focusses not only on curative care and hospitals
but also on disease prevention and health promo-
tion and on programmes like home care and
social support. These issues are discussed in
great detail in other chapters of this book.

2 The Global Economic Cost
of Dementia

2.1 Cost-of-Illness Estimates
The demand for medical and social care by indi-
viduals with dementia has specific features caused
by the combination of high levels of dependence,
complex care needs and increasing morbidity as
the disease progresses. Therefore, in addition to
the potential social suffering associated with
dementia, the impact on the economy is substan-
tial. On a worldwide scale, the cost of dementia
was estimated at about US $1 trillion in 2018,
a number expected to double by 2030 [1]. Yearly
costs per person have been estimated at about
£30,000 in the United Kingdom and $50,000 in
the United States [2].

Cost-of-illness studies typically categorize
dementia costs into three groups: medical costs,
social care costs and unpaid care costs. Medical
costs are all healthcare costs directly related to
diagnosing and treating dementia, including neu-
roimaging, diagnostic tests, anti-dementia drugs,
cognitive stimulation therapy, hospital stays and
doctor visits. In terms of medical costs, dementia
generates less than 1% of total healthcare expen-
diture [3]. For healthcare payers, dementia is
therefore, considering its high prevalence,
a relatively ‘affordable’ disease.

For comparison, in the European Union, the
direct medical costs of cancer care are estimated at
6% of total healthcare expenditure [4]. However, on
top of these medical expenditures, dementia mobi-
lizes other resources such as professional home care
or residential and nursing home care, costs often
borne by other budgets such as social care agencies,
or by individuals and families themselves.

Both medical and social care costs are real
expenditures. But costs can also be incurred with-
out actual expenditure. A third and often high
cost is associated with unpaid or informal

caregiving by family members or friends (so-
called carers or caregivers). These costs are not
real monetary expenditures (in the sense that
nobody has to pay for these services). They are
nonetheless costs to be attributed to dementia.
Caregiving is a usually unpaid, time-costly activity
that can often imply a substantial well-being bur-
den on people.

From an economic perspective, it is therefore
important to count these as costs and it may be
useful to (try to) put a monetary value on these
time losses. Two main methods are used to do
this. The first one is to value hours of informal
care by the (average) wage lost because of being
less available for the labour market (the forgone
wage approach). The second method is to impute
the cost of hiring a professional (the replacement
cost approach). A third method has been used
much less often, which is the well-being approach
that asks carers directly about their willingness to
provide care, and then estimates the income
necessary to maintain the same level of well-
being for the carer. On a global level, unpaid
informal care costs are estimated at between 60%
and 80% of total dementia costs [5]. We come
back to the costs of unpaid care later in the
chapter.

Obviously, the scale of care costs is highly
context-dependent. The higher the average
income across countries, the larger the share of
the social care component in the total cost esti-
mate will be. In high-income countries, the share
of medical costs therefore tends to be lower,
whereas care costs tend to be higher. An interest-
ing evolution is that an increasing number of
people with dementia are accommodated in care
homes in middle-income countries, often because
families no longer can afford the (opportunity)
costs of support in community settings. Some of
these countries, such as Thailand, are promoting
themselves as international hubs for dementia
care.

2.2 Caveats
Cost-of-illness estimates clearly demonstrate
dementia has a large economic impact on our
societies. However, for at least three reasons
it is not always clear what these cost estimates
imply exactly, or how they need to be interpreted
by policymakers or others in charge of resource
allocation decisions.
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First, costing is not an exact science and any
estimates are dependent upon the resources that
are considered relevant and the methods used to
value them. This caveat is most relevant regarding
the value of unpaid care costs and whether (and
how) to include them. In one study, the cost per
person with dementia was 35% higher when
unpaid care costs were estimated through
a ‘replacement cost’ method instead of a ‘forgone
wage’ approach [2].

Also as unpaid care costs are not ‘real’
expenses, these total cost estimates cannot easily
be compared to other costs that do not include
similar ‘indirect’ costs. For instance, the total glo-
bal cost of dementia ($1 trillion per year) is some-
times compared to the GDP of a country like the
Netherlands or Indonesia, or the combined mar-
ket value of companies like Apple or Google,
mainly to highlight the magnitude of the demen-
tia challenge. However, such comparisons do not
compare like with like, as time costs are not
included in GDP calculations or business valua-
tions. As such, cost-of-illness estimates might
produce artificially high estimates of the eco-
nomic impact of dementia, at least when com-
pared to metrics of economic impact of other
social issues.

Second, some important social cost categories
are excluded in cost-of-illness studies. One cost
that is ignored is the broader set of spillover and
interaction effects dementia can have on the econ-
omy. As larger shares of the labour force become
affected by dementia (through developing the
condition or through the need to provide care
for others), it will begin to have structural macro-
economic effects that go beyond what is quanti-
fied in a micro-costing study. Unpaid care implies
lower participation in the labour market, earlier
retirement or participation of lower quality/inten-
sity, with lower family income as a result, but also
lower tax contributions and reduced production
of economic goods and services. Studies tenta-
tively show the scale of these indirect costs can
be large enough to create significant macroeco-
nomic effects [6].

Another ignored ‘cost’ is the ‘intangible cost’
of the health impact of dementia itself as a value
lost to society (in addition to all of the resources
used to mitigate the impact of this loss). A prime
example is the cost of lost ‘human capital’ due to
the cognitive decline of dementia. Elsewhere
a measure of ‘cognitive footprint’ has been

suggested, aiming to capture the impact a disease
such as dementia (but also other exposures such
as air pollution or alcohol) has on cognitive func-
tioning of individuals and the value that is there-
fore lost to society [7].

A third caveat in interpreting cost estimates of
dementia is that these figures are not only less
precise than is being suggested, but that it is not
clear what exactly policymakers should learn from
them. The total costs incurred merely reflect our
default ways of responding to the dementia chal-
lenge, but from such estimates we cannot infer
whether this way of responding is appropriate,
particularly whether incurred levels of costs are
warranted by provision of adequate, cost-effective
care. In this sense, costs incurred reflect how
much priority society is willing to allocate to
address dementia: how quickly it is being diag-
nosed, how families respond to a diagnosis, what
types and levels of care are provided by healthcare
systems and so on.

For instance, when stigma is involved and
people tend to postpone seeking a dementia diag-
nosis, then cost-of-illness studies reflect these atti-
tudes, but it is likely that there would be a different
pattern of care in a scenario where societal atti-
tudes were less discriminatory. This does not
mean costs would be lower (they might even be
higher), but the care received for the money (and
its translation to quality of life) might be higher. It
therefore makes sense to distinguish between
‘good’ costs and ‘bad’ costs. The former stem
from appropriate use of resources in a way that
maximizes benefits to patients and society, while
the latter stem from inappropriate care or overly
late diagnoses that necessitate more expensive and
less effective care.

Cost estimates also hide what might be wide
regional differences in the cost of dementia. On
a global level, cost differences between countries
are closely associated with differences in GDP per
capita. The relative contribution of unpaid care is
greatest in the African regions and lowest in
North America, Western Europe and some
South American regions, while the reverse is true
for social-sector costs [1].

2.3 Future Cost Projections
What can be expected for the future in terms of
dementia costs? Global costs are likely to grow
because life expectancy will rise due to reductions
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in mortality from other causes and, as age is the
main risk factor for developing dementia, global
incidence and prevalence of dementia may
increase – although this latter point is disputed
(see Chapter 8). Also, the cost of any given service
or item of care (usually) inflates over time. As
developing economies grow, the cost of care
might increase more rapidly than the average
price level. So the cost of dementia care, due to
its high dependence on labour, might rise faster
than inflation in these regions, even without any
increase in prevalence.

It is possible that economic growth may also
result in increased awareness, help-seeking and
medical diagnosis (leading to increases in direct
medical care costs) and a shift from unpaid infor-
mal care to direct costs from the social-care sector.
Some studies suggest the proportion of people
with dementia living in residential care has
begun to decline in high-income countries, con-
sistent with policy initiatives to provide care at
home where possible. However, such a strategy
may not be associated with reduced costs when all
of the costs of home care, including unpaid care,
are properly accounted for.

A UK study mapped out the economic con-
sequences of dementia under different scenarios
about the availability of evidence-based treatment
and care [8]. The estimated total cost of dementia
at the time of that study was £21 billion a year, or
about £30,000 per patient. A first scenario exam-
ined the situation in which no dementia diagnoses
were made at all and the disease was left to take its
natural course in the entire population. It was
therefore assumed no use was made whatsoever
of the currently available insights regarding effec-
tive symptom-alleviating medication or adapted,
adequate care. This would lead to an additional
cost of £350 million due to extra care, in addition
to the obvious loss of quality of life for people with
dementia. Carrying out a diagnosis, without sub-
sequently offering appropriate care, would add up
to £500 million annually.

A second scenario consisted of making better
use of the available scientific insights – that is,
providing more adequate care to patients in
accordance with the current state of knowledge
of what works and what does not: effective med-
ication that reduces symptoms, cognitive stimula-
tion therapy, case management and a coping
intervention for family carers. The most impor-
tant effects are in the area of the substantial

improvement of the quality of life of people with
dementia.

In terms of cost impact, these scenarios of
‘improved care’ have their own costs and some-
times have a cost-reducing and sometimes a cost-
increasing effect. Even in the latter case, when
a sufficiently broad horizon is considered in
which all relevant effects are included, the addi-
tional costs come with health improvements and
quality of life gains that make the whole scenario
cost-effective according to conventional standards.

The conclusion of this study is that even in the
most positive (but realistic) scenarios, dementia
will continue to represent a large, non-negligible
social cost. However, great gains can be made in
the area of quality of life of people with the con-
dition and their carers, through effective preven-
tion and adequate organization of social support
programmes.

This UK study also investigated a number of
hypothetical scenarios in which an effective treat-
ment for dementia was discovered.What emerged
from this study is that a treatment is not a ‘magic
bullet’, as the economic benefits will largely
depend on when during the course of dementia
this hypothetical treatment would influence dis-
ease progression (degree of delay of disease onset)
and how the process would be affected (delay of
disease progression and/or prolongation of life
expectancy).

A more recent exercise by the same team
explored their economic effects in a situation
where a likely maximum price for a hypothetical
new treatment would be set in order for it to
satisfy the cost-effectiveness requirements asso-
ciated with the National Institute of Health and
Care Excellence (NICE). There could be major
economic as well as quality of life benefits from
deferring the onset of Alzheimer’s disease, redu-
cing the transition rate from prodromal to full
dementia or reducing the transition rate to more
severe stages of the condition [9, 10].

In this respect it is important to see there is
also a strong economic case for prevention, as is
shown in the cost-effectiveness analysis by
Mukadam et al. of four midlife interventions to
reduce the later-life risk of dementia [68]. In this
chapter, we do not go deeper into the costs and
benefits of prevention. More about this can be
found in Chapter 8.

Although a treatment is not a ‘magic bullet’
from the economic point of view, there certainly is
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a large consensus in society that the optimal way
to tackle the dementia challenge would be to find
an effective cure. One would therefore expect that
the prospect of such a large market attracts many
pharmaceutical companies to invest into R&D for
a dementia treatment, as such a treatment should
surely be a ‘blockbuster’. However, the reality is
that investment in dementia research is low com-
pared to other diseases, and some companies are
even pulling out of dementia research. In the next
section, we first look at the possible explanations
for this seeming paradox. From Section 4
onwards, we focus on the costs of care.

3 The Social Costs of ‘Cure’:
Research on Medicines
for Dementia
In January 2018, Pfizer, the world’s biggest phar-
maceutical company in terms of yearly revenue,
announced it would stop conducting Alzheimer’s
research. Other big pharma companies such as
Novartis, Janssen, Biogen and Eli Lilly pledged to
keep active in research, and large public or non-
governmental organization (NGO) funders such as
England’s National Institute for Health Research
(NIHR) and Alzheimer’s Research UK and the
National Institutes of Health (NIH) in the United
States also keep funding research. But it is widely
acknowledged that dementia is a difficult market
for the private sector. Why? If expected profits of
an effective medicine are huge and quasi-certain,
the only explanation can be that R&D must be too
costly and that, in the end, return on investment is
not as attractive as it is for other diseases.

Although the pharmaceutical industry is
a highly profitable sector, drug development in
general is expensive and risky. Studies that have
investigated how much it costs to discover and
develop a safe and effective medicine have pro-
duced estimates of up to $2.6 billion [11], although
that number remains controversial. A more recent
estimate based on publicly available data estimates
the average cost rather at $1.3 billion [12].
However, experts estimate the costs of an
Alzheimer’s disease drug development programme
at $5.6 billion (CI: 3.7–9.3 billion) [13].

Research and development costs have four
components, each contributing to making
dementia R&D more expensive. There are the
direct research costs: (1) costs of basic and pre-
clinical research leading to an ‘investigational new

drug’ (IND) and (2) costs of executing phase 1–3
trials of an IND, testing safety, efficacy and effec-
tiveness. On top of these costs we have to add (3)
a ‘cost of failure’. For every drug that is successful,
many other drug candidates are not. On average,
across therapeutic areas, about 1 in 10 INDs ends
up receiving market approval by bodies such as
the Food and Drug Administration (FDA) in the
United States, but there are differences between
therapeutic areas. These costs have to be recouped
by those products that become successful.

Finally, there is (4) the cost of capital: the
compensation investors need to be paid in order
to be willing to invest financial resources into drug
development. This consists of compensation for
the opportunity cost (if money were invested else-
where e.g. government bonds, profits would be
received for certain) and a risk premium (there
is a chance the project fails). A standardized way
to express this cost is by means of the ‘weighted
average cost of capital’ (WACC): a combination of
private funding, loans, equity and so forth, and
how much that costs on average. In the drug
industry, the WACC can go up to 11% per year
of resources invested.

Why are these costs of drug R&D higher for
dementia? First, our basic biomedical knowledge
about dementia as a disease is limited compared
to our knowledge of other diseases such as cancer.
For decades, the cause of Alzheimer’s, the most
common form of dementia, was thought to be
located in the build-up of abnormal proteins
called amyloid and Tau in the brain. But the
causal effects of this mechanism are still unpro-
ven. Today, there are also alternative theories
rooting dementia in completely different biologi-
cal mechanisms such as inflammation, metabolic
disorders and numerous environmental toxins, or
viral, bacterial and fungal infections.

Even beyond our understanding of the disease
process itself, there is a lack of accurate diagnostic
tools to indicate who has dementia. A key require-
ment for the development of therapies is an accu-
rate diagnostic to identify who has and does not
have the disease. The heterogeneous nature of
dementia makes diagnosis difficult. In living
patients, diseases like vascular dementia and
Lewy body dementia can be indistinguishable
from Alzheimer’s. Similar dementia symptoms
may have completely different underlying disease
mechanisms and may in fact point at entirely
different diseases (with similar symptoms).
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A significant fraction of dementia has multiple
causes and some cases cannot be clearly categor-
ized even in an autopsy. This indicates that the
preclinical research phase, in which potentially
effective drug pathways are explored based on
the state of the art in basic science and under-
standing of dementia, is more difficult, less devel-
oped and therefore more costly than is the case in
other diseases.

On top of that, finding promising drug candi-
dates to treat dementia is especially difficult
because the brain is more inaccessible and harder
to test and deliver compounds to compared to
other human organs. For instance, the brain is
protected behind the ‘blood-brain barrier’, which
regulates the interaction between blood vessels
and brain tissue, and which provides a defence
against disease-causing pathogens and toxins that
may be present in our blood. Even if one has
a potentially effective compound, it may not
reach its target.

Second, as a consequence, the risk of failure is
higher in dementia drug R&D. A study that
looked at the Alzheimer’s disease drug develop-
ment pipeline between 2002 and 2012 identified
413 trials investigating 244 different compounds
[14]. Only one of these investigated compounds
(memantine, a symptomatic cognitive enhancer)
eventually received FDA approval for marketing.
The researchers report that this gives Alzheimer’s
disease drug candidates one of the lowest success
rates of any disease area: 0.4%.

Third, when a promising drug candidate
emerges from preclinical research, phase 1–3
trials are needed. These are more expensive for
dementia because they take longer and require
more participants than average. It is important
that interventions occur early in the dementia
disease process. However, a disease-modifying
treatment would need to show slowing in the
rate of cognitive decline and there is often a long
time interval between disease onset and emer-
gence of symptoms.

In patients with early stages of dementia this
requires a very long follow-up period. In patients
with advanced dementia, follow-up periods would
be shorter, but treatments may be less effective as
the disease has progressed further and there are
fewer opportunities for drugs to become disease-
modifying. It may even be required for disease-
modifying medicines that they are tested in
patients before any symptoms occur. Symptoms

occur a decade later, however, so trials take a very
long time and are therefore relatively expensive.

Moreover, trials are not only longer but also
need larger numbers of participants. As there are
many possible underlying dementia mechanisms,
participants recruited into a trial may have widely
diverging forms of dementia. This heterogeneity
is important to understand in order to judge
whether drugs are effective (and, if so, for which
types of dementia patients in particular). It is
important that trials have large numbers of parti-
cipants so subgroup analysis, in which a particular
drug may have greater effect, can be distinguished
at statistically significant levels.

Fourth, and partly as a consequence of the
previous three points, the cost of capital of drug
R&D in the field of dementia is likely to be higher
than elsewhere. Given the longer trial duration,
the costs of capital, which can be up to 11%
per year, increase exponentially. Moreover, given
the risky nature of dementia trials, even higher
capital costs can be expected for companies
investing in dementia research compared to simi-
lar companies investing in other drug R&D. In
fact, the extremely low chance of success of
a dementia trial changes the very nature of the
risks involved.

Economists sometimes distinguish between
‘risk’ for which the probability of success is
known and where the risks can to some extent be
hedged through mechanisms of risk diversification,
and more radical (or ‘Knightian’) ‘uncertainty’,
where probabilities of success are unknown and
where compensation strategies are absent. Making
such an investment comes closer to taking
a ‘gamble’ than to taking a ‘calculated risk’.

On top of these extra expensive R&D costs,
additional problemsmay hinder themarket devel-
opment of dementia drugs. For instance, there is
a risk of inadequate patent protection. To receive
market approval, a drug needs to show efficacy in
concrete outcomes such as cognition or activities
of daily living (ADL). These end points are not
quick to measure in the case of dementia. A patent
on a molecule can expire before trials have suffi-
ciently demonstrated its safety and effectiveness.

Without adequate patent protection, R&D
investment, just as any other form of publicly
accessible knowledge, suffers from the ‘free-rider
problem’. Knowledge is a public good and without
government protection those who have invested
in creating it will not be able to exclude others
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from using it for their own advantage. In
a competitive market other companies would
have a large incentive to ‘free-ride’ on the efforts
of the originator firm.

In terms of budget sizes, there is a mismatch
between the immense social costs of dementia and
the resources society dedicates to research on it.
For instance, costs for the United States have been
estimated at more than $216 billion annually,
whereas the main funding body, the NIH, has
a budget of $1.8 billion [15]. It will be necessary
to increase the scale of funding in order to make
the dementia R&D pipeline productive, especially
regarding the development of new compounds in
the preclinical research stage.

A major concerted effort is needed from
a wide variety of sources: pharmaceutical compa-
nies, national science funders, advocacy organiza-
tions, philanthropy and others. Currently, more
than 70% of all trials for dementia are funded by
the pharmaceutical industry [16], but there are
many public institutions funding dementia
research, including the NIH, the Veterans Affairs
and the Centers for Medicare and Medicaid
Services in the United States and the Medical
Research Council and the NIHR in the UK.

Besides increased funding, there is also a need
for a different research infrastructure. A complex
financial ecosystem is needed to pool the neces-
sary resources for dementia drug development,
including public-private partnerships, so econo-
mies of scope can be maximized and individual
research teams can be encouraged to build on the
work of others rather than lose continuity or,
worse, redo the same studies.

Trial platforms must be established that can
investigate biomarker and drug combinations
across companies. One major leap of progress
would be development of (surrogate) biomarkers
with sufficient sensitivity and specificity. Being
able to identify patients with specific types of
dementia (diagnostics) and being able to indicate
in the short run what will happen to patients in
the long run (through surrogate biomarkers)
could enable large cost savings in the R&D pro-
cess. It would be a major contribution to selecting
the right patients in trials but also towards provid-
ing an early indication that a drug is having an
effect that will ultimately lead to improvements in
cognition. Without such information, ineffective
drug candidates (that are nonetheless promising
and safe) can advance to phase 3 trials (provided

they are safe and tolerable), which is the longest
and most expensive trial phase.

Additional government financing is important
if the search for a cure for dementia is to be sped
up. This puts additional pressure on government
budgets and hence further increases competition
for scarce government resources. This raises the
issue of whether research funds should primarily
go to the search for a cure or to the investigation
of the effectiveness of different forms of care. We
do not discuss this issue in depth, but we strongly
feel the two should not be seen as competitors and
a two-pronged research effort to improving the
well-being of persons with dementia is needed
(see [67]).

In any case, since an effective cure is not within
reach in the short term, the financing of high-
quality care for persons with dementia becomes
a crucial challenge. We discuss the challenge of
the public financing of such care in Section 6.
Before turning to that question, we argue that
distributional issues are an essential part of the
overall picture (Section 4) and describe the impor-
tance of the personal costs for persons with
dementia and their households (Section 5).

4 The Socio-economic Gradient
of Dementia
In Section 2, the cost of dementia was described at
the global level. We now turn to the costs for the
persons with dementia themselves. To get a clear
perspective on the distribution of that burden
over society, one has to take into account the
existence of a social gradient in dementia. This
section explores issues of inequalities related to
ageing, dementia and dementia care. We start
from a general picture of the social determinants
of health and illness and then go into the specific
case of dementia.

4.1 The Social Determinants of Health
and Illnesses
It is well known that social factors are powerful
determinants of health and that groups and indi-
viduals with lower socio-economic status have
worse health than those with better socio-
economic status. The circumstances in which peo-
ple grow, live, work and age are shaped by political,
economic and social forces, and these factors are ‘at
the root of much of health inequalities’ [17].
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Structural factors (social protection–related poli-
cies and social position – socio-economic status,
gender, racism, migration status), social capital
(social support, social network), working and living
conditions, healthcare organization, cultural and
psychosocial factors (e.g. control over life) interact
with each other and with genetic components to
determine biological and physiological processes
that shape morbidity, mortality and quality of life.

Social inequalities in health persist across the
life course and in older ages. A substantial part of
these years is lived with disabilities, and both life
expectancy and disability-free life expectancy
relate to socio-economic status [18]. Education
level is a strong determinant of life expectancy:
people with the highest education level can expect
to live longer than persons with the lowest level.
Lower educational level is associated with poorer
health, chronic diseases and disability among
older persons.

Inequalities in health in old age are the result
of accumulated disadvantage related to gender
and socio-economic status, ageism and inade-
quate laws and policies [18]. Elderly persons
from ethnic minorities experience even more
strongly multiple disadvantages (ageism, racism,
gender disparities, class issues, lack of access to
health and welfare resources) that have potential
negative health impacts [19]. Ageism is of special
concern as it has deleterious consequences for the
health and well-being of older people: stereotypes
refer to elders and disabled people as high in
warmth and low in competence [20]. As discussed
in detail in Chapter 2, stereotyping is particularly
strong and damaging in the case of dementia.

4.2 Dementia: The Interaction between
Environmental, Biological and Medical
Factors
The general picture of a socio-economic gradient
in health also applies to the specific case of demen-
tia. Socio-economic status (education level and
wealth) has been shown to have influence on
dementia risk and on the decline in cognitive
function with age. Different risk factors for
dementia have been described in detail in
Chapter 8, and many of them are directly related
to socio-economic status.

Vascular risk factors are particularly impor-
tant. As argued elsewhere in this book, the most

common types of dementia described in the lit-
erature are Alzheimer’s disease and vascular
dementia (see Chapter 1). Their frequency
increases with age in the presence of vascular
risk factors [21]. Vascular risk factors (e.g. hyper-
tension, smoking, diabetes, general atherosclero-
sis, physical inactivity and obesity) are common to
cardiovascular (coronary heart disease, angina or
heart attack) and cerebrovascular disease (e.g.
stroke), both diseases being viewed as mutual
risk factors and as risk factors for dementia.
Some authors are specifying that midlife vascular
risk factors (hypertension and obesity) accelerate
cognitive decline later in life [22] and increase the
likelihood of both Alzheimer’s disease and vascu-
lar dementia [23]. The link with socio-economic
background is clear, as socio-economic disadvan-
tage increases the likelihood of cerebrovascular
and cardiovascular disease.

The evidence of a link between socio-
economic status and dementia depends on the
level of analysis (individual, neighbourhood).
Dementia incidence increases with lower indivi-
dual wealth (e.g. property, possessions, housing,
investments), deprivation and social isolation
[23]. The effect of area deprivation on dementia
is less clear. Cadar et al. [24] suggest the individual
socio-economic characteristics rather than the
features of the area explain the deleterious effect
of deprivation on cognitive decline. According to
these authors, possible explanations could be that
wealth improves cognitive reserve and the possi-
bility for individuals to be involved in digital
literacy, social networks and cultural activities.
Indeed, less social interaction is associated with
the development of dementia and greater social
relations seem to increase the cognitive reserve
and, subsequently, be a protective factor against
dementia. High social engagement is associated
with a lower risk of dementia. Possible explana-
tions could be that a stimulating environment and
social relations could contribute to reducing
stress, which in turn could reduce the risk of
dementia [25].

Some studies suggest a relation between air
pollution exposure and dementia. Causal path-
ways are unclear, but air pollutants are known to
increase cardio and cerebrovascular diseases that
are in turn known to be associated with an
increased risk of dementia [26]. Air pollution
exposure on its turn also shows a social gradient.
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4.3 Social and Cultural Context
of Ageing and Dementia Care
Not only is there a social gradient in the preva-
lence of dementia, there is also a social gradient in
the implementation of services, treatments and
care for people with dementia and their carers.
The social and cultural context (policies, norms,
socio-economic group, social capital) shape
experience of and attitudes towards dementia
and access to diagnosis, care and treatment. The
lack of social network (a family or friend carer)
represents a barrier for people with dementia to
access care [27].

Poor neighbourhoods provide limited
resources to assist older people with disabilities
[18]. Limited mobility, poor transportation and
long distances to healthcare centres can prevent
access to healthcare. Ageism and stigmatization
are other factors that impede access to quality care
for older people and those with dementia, and can
also be a source of mistreatment within long-term
care institutions [28].

People with dementia, especially women liv-
ing alone without a carer, receive less primary
and preventive healthcare compared to people
without dementia [27]. Migrant populations
represent a social category with particular diffi-
culties. Some authors are suggesting ethnic dis-
parities in dementia due to various social,
economic and cultural factors [29, 30]. Ageing
migrants are often overlooked by authorities,
social care services and society. It has been sug-
gested there are biases among studies on demen-
tia involving minority groups in countries like
the UK (lack of valid diagnostic and screening
instruments, amalgamation of ethnicities, mis-
communication). Difficulties for minority
groups may relate to diagnostics (racism and
prejudice of clinicians, stigma of mental illnesses
and lack of awareness in certain communities),
to pathways to dementia care (lack of awareness
of services, inadequate or inaccessible services)
or to more difficult access to primary and sec-
ondary healthcare (that can influence the diag-
nosis and management of dementia) [19].

All these findings lead to the strong conclusion
that social inequalities should not be neglected
when thinking about the personal and social
costs of dementia. The financial cost of care will
weigh more heavily on households with a lower
income. This implies they will have to spend less

on consumption goods or refrain from spending
on care. A concern for access and affordability for
all should influence the design of protective gov-
ernment measures. We discuss in more detail in
Section 6 how the amount and the structure of
public funding – for example the availability of
financial support of informal carers or the supply
of subsidized formal care – can counteract (or
not) socio-economic inequalities in the care for
persons with dementia. The large variation in the
degree of public financing between different
countries will therefore be reflected directly in
international variation in the distribution of the
financial burden of care over different social
groups. We now give a general overview of the
private costs of dementia.

5 The Private Costs of Dementia
for Households
Dementia has potentially considerable financial
(and hence well-being) impacts on people liv-
ing with the condition and their households,
families and communities. Those impacts will
vary between individuals and some are pat-
terned by, for example, severity of dementia
symptoms, the presence of other health pro-
blems, socio-economic group and personal
preference. In turn, those factors are influ-
enced by the context set by availability of,
and access to healthcare and social care provi-
sion, how funding arrangements balance col-
lective and individual responsibilities and
societal attitudes to dementia.

5.1 Out-of-Pocket Payments
Private costs vary: some are more direct than
others and some are more tangible than others.
Most obviously, they include out-of-pocket pay-
ments (or self-funding) for services that are not
funded by ‘collective’ risk-pooled healthcare and
social care systems – that is, not covered by uni-
versal healthcare, social or private insurance.
(These different modes of funding are discussed
in the next section.) There are, for example, var-
ious forms of co-payment in insurance-based
systems (e.g. where the service user pays the
first €500 or 10% of total cost) and user fees for
public services that operate means-testing
regimes (e.g. where fees are payable by people
with wealth holdings above a specified
threshold).
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There might also be payments for supplemen-
tary services such as low-level or more intensive
psychological therapies or complementary and
alternative therapies not available through ‘main-
stream’ healthcare and social care structures.
Individuals or their families might purchase assis-
tive technologies (handrails, bathing adaptations
and so on). Increasingly, if slowly, families are
purchasing technology-based devices: safety inter-
ventions such as smoke detectors and panic but-
tons, interventions to enhance memory such as
global positioning system devices and voice
prompts and technology-aided reminiscence or
therapeutic care for people with dementia and
their carers [31]. Individuals may also hire help
with ‘everyday’ functions they struggle to do
because of increasing frailty, such as domestic
cleaning, gardening and dog walking. Other pri-
vate expenditures linked to dementia could
include travel costs to attend hospital appoint-
ments or day care.

Even in countries with high coverage of col-
lective healthcare and care services, out-of-pocket
expenses on medical and non-medical services
can impose quite significant burdens on house-
holds, with these economic impacts often largely
invisible from administrative or other data sys-
tems. These payments may also arise because
individuals with dementia or their families want
to shorten the waiting time for services that are
covered collectively, or to pay for services that are
more personalized or of higher quality than those
offered within the public system.

Private costs for people living with dementia
and their families arise in many countries because
the condition is not covered financially in the
same way as most other health issues. This is
partly because of the separation of long-term
care from healthcare services, with the former
often not included within healthcare financing
arrangements. For example, in the United States,
out-of-pocket expenditures for people living with
dementia (including nursing home services, med-
ications and other care) were estimated to be three
times greater than for people with ‘intact cogni-
tion’ [32].

Another study looked back five years from
time of death, finding that average cost per dece-
dent with dementia was significantly greater than
for people who died of heart disease, cancer or
other causes; average out-of-pocket spending was
81% higher than for non-dementia patients [33].

A third US study gives some indication of both the
scale of private costs in a private insurance system
and of somemarked variations: ‘Dementia is asso-
ciated with a loss of 97% of wealth among black
Americans, compared with 42% among nonblack
Americans, while wealth loss among black and
non-black Americans without dementia did not
differ substantially (15% versus 19%)’ [34].

In England, many of the costs of support-
ing someone with dementia are considered
social care rather than healthcare. Under cur-
rent financing arrangements, these services
are means-tested, so individuals with wealth
holdings above a relatively modest amount
have to pay for at least part of their care:
currently about half of all people receiving
adult social care make such a contribution
[35]. For many older people, this means sell-
ing their home to pay for their care. To make
matters worse, prices of social care are usually
negotiated individually by self-funders and
tend to be higher than prices paid by local
authorities (which have the purchasing power
to negotiate prices down): self-funders are
generally cross-subsidizing publicly funded
service users [36].

In Hong Kong, there are almost no user fees
for publicly funded social care if an individual is
eligible on the grounds of need for support, but
waiting times are long for both community and
residential care, so many people use private ser-
vices or hire live-in foreign domestic helpers [37].
In contrast, in Germany, the compulsory long-
term care insurance system fully covers cognitive
and psychological impairments as well as physical
care needs.

Out-of-pocket costs can impose large finan-
cial burdens on families that have to pay them.
There is another, equally worrying side to the
medal: out-of-pocket costs can also threaten
access to care if families avoid them by reducing
the use of healthcare facilities. In fact, this raises
the issue of whether family members are willing
to bear the costs of care for a person with demen-
tia. They may weigh the care cost against their
future inheritance. Also for people with demen-
tia themselves, spending their money for care
rather than passing their savings to their children
can cause psychological distress. Therefore,
a complete picture should include, in addition
to a measure of out-of-pocket costs, an indicator
of ‘unmet need’.
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5.2 Unpaid Care
As we noted earlier, there is considerable reliance
on unpaid care inputs from spouses and family
members of people with dementia across the
world. Unpaid or informal care was defined by
the World Health Organization (WHO) in 2015
as support by individuals who have low or no
‘diverse training, expertise, status and remunera-
tion level’ [38]. For people with dementia, such
care is often intensive and typically provided at
home. Carers (or ‘caregivers’) are spouses, part-
ners, family members, friends or neighbours of
recipients providing care and support; the major-
ity are women. Without their inputs, support
would have to be provided and/or paid for by
the state, third-sector organizations or care reci-
pients themselves.

Some family members and friends spend con-
siderable amounts of time taking responsibility
for daily care and supervision. This is usually
unpaid, as suggested by the label we are using,
but some carers might be remunerated in cash
or kind (and personal budgets complicate the
picture somewhat: see later in this chapter). It is
important to re-emphasize, however, that unpaid
care does not mean free care: time devoted to care
could be spent in other ways, such as paid employ-
ment and leisure activities, and so represents an
opportunity cost over and above any out-of-
pocket expenditure on services.

There can also be impacts upon the health
and well-being of carers themselves. This is
why policymakers should not neglect the well-
being and costs of caring or they may make
over-optimistic assumptions about the longer-
term availability of family and other unpaid
support. If the costs borne by carers (directly
or indirectly, out of pocket or in kind) are
sufficiently high to compromise their ability
or willingness to continue to provide care,
then dementia support structures would be
severely stretched.

Putting amonetary value on the cost of unpaid
care is not straightforward. One reason is that it is
hard to define exactly what constitutes such care
and so to quantify the number of hours provided.
For example, are cooking, cleaning and shopping
by a spouse or other co-resident family member
simply regular household tasks or do they consti-
tute ‘care’? What counts as ‘supervision’ rather
than just sharing the same home, particularly

where joint activities such as watching television
are concerned?

Second, and as we noted earlier in the chapter,
there is more than one way to then attach a unit
cost to each hour of unpaid care: the opportunity
cost method values the wages forgone and other
time lost by being a carer, the replacement method
calculates what it would cost to bring in substitute
paid support (such as a home care worker or
community nurse) and the well-being method
tries to estimate what income compensation
a carer would need to continue to provide care.

Replacement cost methods are most fre-
quently used, and well-being methods are rarely
used. Some studies use more than one method,
either to check how sensitive the overall study
conclusions are to the different approaches, or to
attach different monetary values to different care
tasks. For example, in a recent English study, carer
time spent on supporting ADL tasks was valued as
the cost of replacement of home care, while time
supporting instrumental activities of daily living
(IADL) tasks and supervision was valued using
two different opportunity cost assumptions for
carers who had or had not formally retired from
paid employment [39].

Not surprisingly, different methods will gen-
erate different total and component costs.
Differences are also generated by context: the
Right Time Place Care study investigated patterns
of transition from home care to institutional
dementia care for people with dementia in eight
European countries (Estonia, Finland, France,
Germany, Netherlands, Spain, Sweden, UK).
Using identical methods across countries, unpaid
care (supporting ADLs, IADLs and supervision)
was found to contribute an average of 52% of total
cost, but varied from 28% in the Netherlands to
75% in Estonia [40].

The well-being method could, in principle, cap-
ture the non-pecuniary impacts of being a dementia
carer. Not only are carers giving up the opportunity
to enjoy their lives as they choose (leisure, enough
sleep and so on) but they are also risking burnout,
leading to worse health, particularly mental health.
Some co-resident dementia carers might see their
responsibilities as extending to 24 hours per day:

It should be noted that being a carer for someone
with dementia may affect the carer’s physical and
mental health and well-being and social relation-
ships. Health systems must consider both the
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substantial need of people with dementia for help
from others and its significant impact on carers
and families, including economic impact. Carers
should have access to support and services tai-
lored to their needs in order effectively to
respond to and manage the physical, mental
and social demands of their caring role.

(World Health Organization 2017, [41])

In response, governments often introduce policies
to encourage and support family and other carers
(see Chapter 7). Effective support mechanisms
include partial ‘replacement’ care (i.e. ‘paid’ com-
munity health and social care services), flexible
working conditions for those carers still in
employment, support groups and interventions
based on psychological therapy, training and rais-
ing awareness.

In the latter category, one of the most success-
ful approaches in the UK is the multifaceted
START (STrAtegies for RelaTives) intervention:
it provided family carers of people with dementia
with information on where to get emotional sup-
port and taught personalized techniques to under-
stand and manage behaviours, change unhelpful
thoughts, promote acceptance, improve commu-
nication, plan for the future and relax and engage
in meaningful enjoyable activities. START signif-
icantly improved the mental health and well-
being of family carers and was cost-effective both
in the short-term and even after six years [42].

5.3 Other Private Costs
A further private cost of dementia is the value of
productivity loss of people living with dementia,
whether from disruption to labour market parti-
cipation, social activities or family roles and
responsibilities. Worsening symptoms will even-
tually make it impossible for people with demen-
tia to continue to work, contribute to their
communities, act as grandparents, help with
household tasks and so on. It is not uncommon
for an older person who is a carer for their spouse
to develop dementia and themselves become the
cared-for person: the opportunity costs are com-
plex and potentially large.

Some services are delivered by volunteers – that
is, unpaid workers who have not necessarily had
previous connections to the people they support –
whereas carers will generally have had such links
through kinship or friendship. The help volunteers
provide can be variable, and the personal, complex

and developmental nature of some of the symp-
toms and needs associated with dementia might
mean family carers or paid care workers are more
suitable. For an individual whose cognition is
deteriorating, leaving them confused, an unfami-
liar volunteer might be less suitable [43].

The costs associated with volunteering are, in
some respects, similar to the costs associated with
unpaid care. Volunteers may not be paid a wage,
but they are generally not necessarily ‘free’
because of the opportunities forgone by volun-
teering. In attaching costs in evaluative studies,
similar methods have been used as when costing
unpaid care. A difference between the two groups,
however, is that some volunteers are undertaking
these activities as a stepping stone into (or back
into) paid employment, and so volunteering may,
in some respects, also represent a personal invest-
ment in human capital.

There might also be costs associated with
stigma and public attitudes towards dementia
(see Chapter 7). Attitudes vary considerably
across the world, but are generally negative.
Often these attitudes are shaped by the view that
dementia is just a ‘normal’ part of ageing rather
than a condition that can to some extent be pre-
vented and certainly for which some symptoms
can be delayed or ameliorated, even if progression
of the underlying disease cannot be halted.
Research in the wider mental health field has
shown sizeable economic impacts flowing from
stigma [44].

One consequence is that access to services
may be more difficult for people living with
dementia and their family carers, with cogni-
tive needs given lower priority than physical
health needs or disabilities. The built environ-
ment may be unsympathetically designed for
people experiencing visual hallucinations or
other impairments as a result of their cognitive
decline (more details in Chapter 8). Carers may
feel ostracized because of a lack of understanding
about what dementia is and the stresses it can
generate for them. People with dementia and
their carers may choose to avoid interpersonal
contact because of self-stigma. The effect will
almost certainly be diminished quality of life.
Anti-stigma initiatives have been shown to
work in relation to some mental health pro-
blems, but dementia-focussed efforts remain
relatively unexplored. Reducing dementia stigma
is a key aim in WHO’s recommendations [45].
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5.4 Personal Budgets
A final form of private cost, growing in importance,
even though relatively modest as yet, is self-directed
support. Governments in some high-income coun-
tries have introduced mechanisms to devolve some
control of public funds to individuals with long-
term care needs. In England, these are called direct
payments and personal budgets. These transfers
therefore represent public or collective expenditure
(funded from taxes or social insurance contribu-
tions) controlled by private individuals or house-
holds. In some countries, these devolved funds can
be used to pay family or other carers for the support
they provide. These self-directed budgets are usually
subject to some degree of oversight by social work-
ers or other authorized persons. By enhancing con-
trol over care, these approaches expand the choice
options for individuals with long-term care needs
(including people with dementia).

Evidence from evaluations suggests quality of
life is improved as a result of these transfers of
financial responsibility. For younger adults, the
evidence also suggests there is access to more
appropriate support, improved mental health
and well-being, social participation and relation-
ships and confidence and skills [46]. Although this
form of self-directed support is perhaps less pop-
ular with older persons than with younger adults
with disabilities [47], the flexibility and opportu-
nities offered by direct payments or similar
mechanisms open up newmodels of care, increase
well-being and improve health and care system
efficiency.

5.5 Inequalities
Of course, as discussed in Section 4, there are
marked variations across the population in many
respects, with lower socio-economic categories at
higher risk of dementia [48], linked in part to
higher exposure to risk factors such as lower edu-
cation [49]. There is then the double jeopardy that
population subgroups facing higher risks of
dementia are also less able to afford treatment
and care, or (in universal healthcare systems)
less able to pay for supplementary services.

There are other variations, linked to place of
residence, whether someone with dementia has
a carer (given that some countries give more sup-
port to individuals without carers), quantity and
quality of participation in local communities and
so on. One of the purposes of risk-pooled

healthcare and social care financing systems is to
redistribute benefits (well-being) from the less
sick to the more sick; many of those systems are
also redistributive in relation to socio-economic
status. We now consider the public financing of
dementia care.

6 The Social Cost of Care:
Willingness-to-Pay and the
Financing of Dementia Care
We have seen in Section 3 that, at present, there is
no effective disease-modifying pharmacological
treatment of dementia, and that it does not look as
if onewill become available in the near future. There
is strong evidence that donepezil, galantamine and
rivastigmine (which are all cholinesterase-inhibitor
medications) andmemantine (which has a different
mechanism of action) are cost-effective in the
treatment of people with mild-to-moderate
Alzheimer’s disease [50]. Indeed, these medications
are now off-patent in many countries, and so their
prices will have dropped through competition,
making the economic case even stronger today.

For people with moderate-to-severe
Alzheimer’s disease, the best evidence comes from
the DOMINO trial which found that donepezil
was both effective and cost-effective compared to
placebo over a one-year period [51], and also
appeared to reduce the risk of nursing home
placement over a four-year period [52].1 This
would support the case for these medications
being reimbursed through health insurance or
taken up in the coverage of healthcare systems –
as, for example, they are in England – but cer-
tainly care for persons with dementia will remain
necessary in the future.

In the present state of affairs, the care of
people with dementia already has a huge impact
on society, as we outlined earlier in this chap-
ter. Moreover, in many chapters of this book,
proposals are made to improve care for people
with dementia or to provide better support for
family and other unpaid carers. Implementing
these proposals is likely to increase further the
economic costs of care. As documented in the
previous section, this may also lead to substan-
tial personal costs for the households involved.
In this section, we discuss how collective

1 More information on the DOMINO trial can be
found in Chapter 5.
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government-organized systems can protect peo-
ple with dementia and their households against
these huge private costs. What could be the role
of government in alleviating this financial bur-
den? In answering this question, special atten-
tion should go to weaker socio-economic
groups.

We focus on the distribution of the burden
and not on its size. We also consider that distribu-
tion from a broader welfare point of view. Let us
illustrate these two points by means of the exam-
ple of unpaid care. As we have seen in the previous
sections and in other chapters of this book, the
cost of unpaid care can be large, both in economic
terms (income losses) and in well-being terms
(the health effects on carers). This raises two ques-
tions. First, is the overall cost of unpaid care larger
or smaller than the cost of congregate care? This
question about the size of the care burden for
society is highly relevant but is not tackled in
this section. Second, who has to bear that burden?
Unpaid care costs are not borne by the govern-
ment (at least not directly) and, if formal or con-
gregate care is financed by the government, a shift
from formal to informal (unpaid) care softens the
pressure on government budgets. Yet the ‘govern-
ment’ is not ‘society’.

From the point of view of society, unpaid care
costs are true economic costs also when they are
borne by the individuals themselves. A shift to
unpaid care can then increase or decrease the
total burden (that is the first question), but it is
in the first place a shift of the burden from society
(the average taxpayer) to people with dementia
and their social environment. It is this distribu-
tional perspective that we take in this section.

The optimal way to protect individuals
against the financial burden of any disease
(including dementia) is a system of insurance.
Saving can never be optimal in a situation of
uncertainty, when future costs are unknown,
because individuals will save too much (if they
are lucky) or too little (if they are hit severely).
Pooling of risks through insurance is the best
solution to this problem and purchasing insur-
ance against care costs is the optimal solution for
rational individuals. It is then somewhat surprising
that private care insurance markets are missing or
underdeveloped, even in high-income countries.
Economists have even coined the term the ‘care
insurance puzzle’ to refer to this issue that private
insurance markets for long-term care are missing

[53, 54]. We first summarize briefly the potential
explanations for this puzzle and show they also
help to explain the specific challenges of govern-
ment financing of dementia care. We then discuss
willingness-to-pay for dementia care in society and
conclude with some prospects for the future.

6.1 Why Are Private Insurance Markets
Underdeveloped?
The fact that private long-term care insurance
markets are underdeveloped is a general issue,
but most of the explanations put forward for it
are also highly relevant in the specific case of
dementia care. Note first that private insurance
in principle is meant to cover formal care in con-
gregate settings or otherwise. To some extent it
can be seen as a substitute for unpaid care. This
has effects that may play in two directions

On one hand, if one strongly prefers to be
cared for by one’s partner or children, this will
have a negative effect on the willingness to take
private insurance, as this would strongly lower the
threshold to be relegated to formal care. On the
other hand, if parents are altruistic, they may opt
to take private insurance just to avoid putting too
large a burden on their children (in terms of direct
costs or lost inheritance). Empirical evidence for
the latter effect is found in SHARE data for France
[55]. The two effects go in opposite directions and
the net effect is unknown: it depends on culture
and on family norms in a given society.

There are technical explanations for the lack of
private care insurance markets. Long-term care in
general and dementia care in particular are to
some extent collective risks. Costs have been
strongly increasing over time, both because the
prevalence of dementia has been increasing and
because the potential for unpaid care is decreasing
because of smaller family sizes and increasing
labour force participation by women, who have
historically been the main providers of family care.

On a private market, where there is no com-
pulsory contribution at a younger age, people will
(rationally) wait as long as possible before they
start contributing to the insurance. This makes it
very difficult to diversify the risk of care over the
population. Private insurers, who cannot organize
intergenerational redistribution, have difficulties
insuring such collective risks and, in any case, will
have to raise high premiums. Moreover, private
markets have difficulties coping with adverse
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selection – that is, the fact that insurance is more
attractive for people with a higher risk, and that
individuals themselves can form a better estimate
of their risk than the insurers (see e.g. [56]).

This leads to the phenomenon that the pool of
patients is ‘selected’ and consists mainly of
‘expensive’ persons. In turn, this leads to an
increase in private market premiums, so that the
resulting policies are no longer attractive for the
better risks (or the population at large). All of
these factors together could lead to premiums
that are too high even for high-income house-
holds and that certainly are prohibitive for low-
income households.

Even more important for long-term care is the
issue of moral hazard – that is, the phenomenon
that insured people will change their behaviour
when they do not have to bear the costs. In the
case of dementia, one should not think in the first
place that this would encourage people to lessen
their prevention efforts, as it seems unrealistic to
assume people will become less concerned about
developing dementia when they are insured.

However, moral hazard may play a role when
circumscribing the need for care when one has
dementia. It is, for example, likely that people
with dementia (or their families) would opt for
more expensive nursing home care or expensive
formal home care if they were fully insured for the
costs. It is even more difficult to define the ‘need’
for unpaid care. For private insurers it is necessary
to control these forms of moral hazard, but this is
difficult as the definition of needs in this setting
has a strong subjective component. As
a consequence, policies offered by private insur-
ance companies often contain caps on the amount
that can be reimbursed, or offer only fixed (and
rather low) lump sum benefits. Caps and lump
sum benefits restrict the possibility of moral
hazard, but also make insurance policies much
less attractive for the clients.

In addition to these technical factors, recent
fascinating insights from behavioural economics
contribute to the explanation from the demand
side. Many individuals underestimate the prob-
ability they will need care in the future. As an
example, Finkelstein and McGarry [56] report
that more than 50% of older people in the
United States (the average age of the sample is
79) estimate they have a 0% chance of being
admitted to a nursing home in the coming five
years.

This biased evaluation of personal risk can be
due to two factors. It may be linked to a lack of
information. In that case, it may seem rather easy
to solve the problem: just try to inform individuals
better about their true risk. More difficult, how-
ever, is to tackle the psychological phenomenon
that people want to deny the fact that they will
become dependent: they know, but they refuse to
accept, because they cannot live with the prospect
of ending up in a nursing home. Even large infor-
mation campaigns will not solve that problem.
Given the widespread negative perception of
dementia in society, it is likely that this phenom-
enon of denial plays an important role in the
present context.

The same is true for another behavioural
phenomenon. An insurance contract implies
one pays a premium when healthy in order to
be compensated when sick. In a certain sense it
boils down to a ‘transfer’ from healthy to sick
states which is welfare-improving if needs are
larger when sick. However, if there is
a widespread feeling in society that one will no
longer be conscious or aware of one’s circum-
stances when experiencing dementia, or that one
will anyway not be capable of really enjoying the
care one gets, such a transfer might be seen as
just a waste of money. Why pay a premium (and
lower present consumption) when healthy, if
having a larger income in the state of dementia
is perceived not to add to quality of life in that
state?

Finally, the lack of private insurance markets
can also be explained by the fact that there is some
public care provision. This argument is mainly
put forward for the United States, where the avail-
ability of means-tested Medicaid as a support of
last resort is assumed to crowd out the motivation
to take private insurance [54].

6.2 The Challenge of Public Financing
of Dementia Care
Confronted with underdeveloped private insur-
ance markets, the only way to help people with
dementia and their families is to install public
insurance. Without insurance, they would have
to pay the full cost of care out of their own
pocket, and this would be prohibitive for many.
Note that when we talk about public ‘insur-
ance’, this is not meant to refer only to
Bismarckian collective insurance systems but
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also includes tax-based public care systems.
There are obvious and important differences
between the two, but for the purposes of this
chapter the relevant criterion is that the costs
are to some extent borne or the care services
are to some extent provided by a collective,
non-market system.

It is well known that public insurance can
in principle take care of collective risks
(because it can set up intergenerational trans-
fers) and of adverse selection (by making pre-
miums compulsory). Like the private market, it
will nevertheless also have difficulties with
moral hazard, but public authorities usually
have more coercive power than private firms.
In general, it is less imperative for public
insurance to define and accurately predict
risks, just because there is always the outlet
(the ‘safety net’) of compulsory taxation.

Not only can public insurance offer an answer
to some of the technical issues that hamper the
development of private markets, it can go further
than private insurers in coping with socio-
economic inequalities. The government can make
premiums independent of risk and of income. It
can also link benefits to individuals’ economic
situation. This is very important for a situation
like dementia where, as we have seen in Section 4,
there is a clear social gradient in prevalence. Public
insurance is not only efficient, it can also lead to
a more equitable distribution of the burden.

Yet, and this is then another puzzle, public
long-term care insurance is also underdeveloped,
even in rich countries. Indeed, the recent experi-
ence of the COVID-19 pandemic has convin-
cingly uncovered many weaknesses in our
systems of care for older people, in all countries.
Some evidence on the financial consequences of
long-term care is summarized in Figures 14.1 and
14.2 [57].

Figure 14.1 shows out-of-pocket costs – that is,
what remains to be paid by people with dementia
themselves after government intervention, for
someone with median income. For home care,
a distinction is made between different levels of
needs: low, moderate and severe needs corre-
spond respectively to 6.5, 22.5 and 41.25 hours
of professional home care per week. The costs are
compared to an affordability threshold: for home
care this is defined as the maximum threshold of
out-of-pocket expenditures, beyond which indivi-
duals would end up in poverty.

For congregate care (called ‘institutionalized
care’ in the Organisation for Economic Co-
operation and Development (OECD) report,
although this would be a misrepresentation of
what is usually provided), it is assumed indivi-
duals can afford to spend their whole income on
care, as living costs are covered by the nursing
home. This is a very tough measure, as it implies
the person with dementia would not have any
income left for other personal expenditures.
While there is a lot of international variation, the
top panel shows formal home care is in most
countries not affordable for people with severe
needs. In fact, panel B suggests congregate (‘insti-
tutional’) care can act as a substitute solution for
these persons, but with the consequence that they
have to spend a large fraction of their income to
cover the costs.

Figure 14.1 focusses on people with median
income. Figure 14.2 considers the financial situation
of people with moderate needs (22.5 hours of care
perweek) with either a ‘low’ income (20th percentile
of the distribution of disposable income of the
population aged 65+) or a ‘high’ income (80th per-
centile of that same income distribution). Although
most public systems take into account the income
position of the individuals concerned (or have strict
means-testing), panel A shows that in many coun-
tries home care is far from affordable for people
with low incomes. Even for those with high
incomes, the financial burden is substantial (panel
B).

The results in Figure 14.1 and 14.2 should be
evaluated by comparison with what would be
optimal insurance. It is well known in economic
theory that in a hypothetical situation without
moral hazard or administrative costs, full insur-
ance is socially optimal – that is, individuals
should have the same income whether or not
they need care (and have to pay the premium).
With moral hazard, full insurance is no longer
optimal, but the observed out-of-pocket costs are
certainly much too large from an optimal insur-
ance perspective. In fact, Drèze et al. [58] argue an
optimal scheme should offer full insurance above
a deductible.

If we want to improve the public financing of
dementia care, it is important first to understand
why it is deficient right now. Why is there appar-
ently insufficient political support for increasing
the care budget (and less support than for increas-
ing the health budget)? Of course, government

Social and Private Costs of Dementia

282
https://doi.org/10.1017/9781108918954.015 Published online by Cambridge University Press

https://doi.org/10.1017/9781108918954.015


budgets have been under pressure everywhere.
Many critics do not distinguish between different
parts of that budget, and care expenditures then
suffer from this general feeling of distrust of gov-
ernment. Indeed, public financing of care is not
fully transparent for citizens and is therefore not
perceived as an insurance system, which ulti-
mately is welfare-improving for everybody.

At a deeper level, the behavioural economic
factors described in the context of private insurance
also play a role in the political decision-making

process as they have an impact on the willingness
to contribute. Citizens who underestimate the prob-
ability that they will need care (either because of
a lack of information, or because they do not want
to accept the negative message), or who have the
feeling that care for persons with dementia is largely
useless because they cannot enjoy it anyway, will not
be inclined to pay higher contributions for dementia
care. If dementia care has to compete with other
uses of the money within a fixed budget for health
and care, treatments which aim to cure the sick
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Figure 14.1 Out-of-pocket costs and affordability for people with median income and low assets [57]
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(even if very expensive, e.g. immunotherapy for
cancer treatment) will be more popular than care
that is perceived to have a negligible effect on quality
of life.

To some extent, this may create a kind of
vicious circle. Decisions related to the

organization of care will, on one hand, reflect the
(limited) willingness to contribute, and on the
other hand also influence it. If nursing homes
are not attractive and citizens have the impression
they cannot bemademore attractive, this will have
an impact on their willingness to finance nursing
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Panel B: home care for moderate needs (22½ hours), high income
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Figure 14.2 Out-of-pocket costs by income for someone with low assets and moderate needs [57]
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homes. As a result, the lack of financial means
makes it difficult to make nursing homes more
attractive. If the impression is created that family
and other unpaid care is better for people with
dementia than nursing home care (this may in
some cases be true), and that it is not necessary
that carers are financially supported by the gov-
ernment (which is highly debatable), this may be
used as an easy excuse not to increase the care
budget.

In other chapters of this book it has been
argued that the gloomy assumptions underlying
this negative attitude are not realistic. Care for
people with dementia can improve their quality
of life and is in many cases cost-effective. It can
therefore be argued that increasing the public
care budget would improve welfare. However,
increasing the public care budget means increas-
ing the contributions to be paid by citizens.
Ultimately this boils down to a choice between
private consumption and more and better care.
Are individuals willing to give up some private
consumption and accept an increase in contribu-
tions? How much are they willing to pay for
dementia care?

6.3 Willingness-to-Pay for Dementia
Care
It is mainly economists who have explicitly
studied the ‘willingness-to-pay’ (WTP) for
dementia care. Some take the position that
WTP is the best criterion to ethically evaluate
government intervention in a democratic
society as it is a measure of the preferences of
citizens. Critics of this position argue the ethi-
cal desirability of care for the weakest in society
cannot be determined by this kind of indivi-
dualistic calculation, and, moreover, individual
willingness-to-pay can be based on wrong or
incomplete information. We have given exam-
ples of such biases in the previous sections.
This is not the place to go into this ethical
debate, but we do not interpret WTP as offering
the basic ethical foundation for the analysis of
government policy. We just see it as an approx-
imation of the willingness of citizens to contri-
bute to the system, and hence as a measure of
the support in the population for more demen-
tia care. If WTP is low, it is still possible to
defend public intervention in dementia care on

ethical grounds, but it will be more difficult to
foster sufficient political support for it.

Most studies on the WTP for dementia care
use some questionnaire technique, either contin-
gent valuation or discrete choice. The results
obtained in different studies and with different
techniques are not always consistent, but the
broad picture is nevertheless rather robust. We
only sketch that broad picture here.

In line with what we hinted at in Section 3,
WTP for a cure is high (see e.g. [59]). There
certainly is a large potential market here. It also
seems individuals attach value to information: in
a study with American citizens, more than 70%
would take a predictive test, if it were available,
even if taking the test does not have any implica-
tions for treatment [60]. The mean WTP for such
a test is between $400 and $500. This result is less
robust, however: 40% of a Swiss sample of the
general population did not want to pay for the
inclusion of early detection of dementia in public
health programmes [61].

The same Swiss sample is willing to pay
a substantial amount for more generous support
given to family and other unpaid carers [61]. This
result is also found in the Netherlands [62], with
a strong emphasis on supporting social contact
and social activities, and in Spain [63],
where day centres are especially valued. Not sur-
prisingly, studies with carers themselves also
reveal a large WTP for more and better support
([64] for France; [65] for Switzerland). The latter
study shows people providing unpaid care for
people with mild-to-moderate dementia symp-
toms would be willing to give up 23% of their
total wealth for a stabilization of the situation of
the people they support.

Some studies have tried to measure the WTP
to remain living in the community rather than to
move into a nursing home. Costa-Font [66] calls
this ‘institutionalization aversion’ and it turns out
to be substantial. His Spanish respondents were
asked the following question. ‘In the event of
suffering some form of mild impairment, would
you be willing to pay ##monthly to avoid entering
a nursing home if you would receive instead
equivalent care without being institutionalized?’
They were willing to pay on average 16% of their
income to avoid the nursing home. Nieboer et al.
[62] found similarly strong feelings against being
admitted to a nursing home in the Netherlands.
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Of course, this small set of results immediately
raises the question: if WTP in these hypothetical
studies is substantial, why is this not reflected in
actual policies and care budgets? An easy, but too
easy, answer is that the results in these studies are
not reliable. It is indeed true the answers to these
hypothetical questions cannot be used immediately
to predict behaviour, either on the market or in the
voting booth. Yet the answers are certainly not ran-
dom, and the overall picture is surprisingly coher-
ent. Even if we interpret the numbers cautiously, we
still face the question of why this apparent WTP for
better care does not get translated into government
action.

6.4 Room for Optimism?
One possible explanation for this apparent paradox
is that the population is not informed, or is insuffi-
ciently aware of the underfinancing of care for older
people in general, and for people with dementia in
particular. Of course, here also the effect can be due
both to a real lack of information or to a denial of
what one knows. The recent COVID-19 experience
seems to have brought this paradox to the fore.
Without generalizing too easily, it can still be stated
that in almost all countries there has been evidence
of low quality of care, insufficient preparation and
an unnecessarily high number of deaths in nursing
homes. Home care was also severely hit and not able
to respond adequately. A large part of the popula-
tionwas shocked, andmany see the COVID crisis as
a wake-up call and hope it may lead to increases in
government budgets for care in the future.

In a certain sense, the COVID experience
shows the way that should be followed to foster
political support for the public financing of
dementia care. Citizens should be better
informed about the real risks associated with
dementia. Even more important is to inform
them about the possibility to improve quality
of life with adequate care, to fight the stigma
associated with dementia, to organize demen-
tia-friendly communities. The potential for
insurance and public policies to improve the
well-being of everybody should be explained,
as should be their potential to mitigate socio-
economic inequalities.

All of this is related to the other chapters in
this book. There are important interactions
between ideologies, social policies, quality of
care, information about quality of care and the

willingness of the population to pay for it. Many
of the proposals in this book to improve care can
only be realized with better public financing, and
support for public financing can only grow if (the
perception of) dementia care improves.

7 Conclusion
Dementia leads to huge and increasing economic
costs. Informal and unpaid care is an important
component of these costs, both from a personal
and from a societal point of view. Yet society
should keep the ambition to provide affordable
and high-quality care to all persons with
dementia.

Public intervention is needed to reach an opti-
mal solution. First, although an effective pharma-
ceutical cure for dementia would undoubtedly be
a blockbuster drug for private companies, economic
features of the production process of dementiamed-
icines explain the relative underinvestment in pri-
vate research. Second, there are no well-functioning
private insurancemarkets for long-term care expen-
ditures. Public intervention is needed to stimulate
research, to finance care, to reduce inequalities in
health and well-being and to address barriers to
access to effective treatment and supportive care.
This is even more important because of the clear
socio-economic gradient in care needs: only public
insurance can implement the necessary mechan-
isms to make care affordable and accessible for the
poorer socio-economic groups.

While the need is clear, we see that long-term
care in general and dementia care in particular are
underfinanced in all countries. This can be at least
partly explained by the psychological mechanism
through which citizens deny the fact that they are
likely to need care when they grow old, and by the
dominating conviction among a large share of the
population that care for persons with dementia
does not yield substantial improvements in their
quality of life. One of the main messages of this
book is that this conviction is wrong. High-quality
care does improve the quality of life of persons
with dementia and is in many cases cost-effective.

Given that curative possibilities against oldest
age and irreversible dementia will remain limited
in the coming years, preventive strategies should
be the priority, along with improved dementia
care and social support. But for this to happen,
public health institutions, social policies and prac-
tices should be a funding priority. There may be
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a virtuous circle here: better public financing may
lead to fewer social inequalities and better quality
care, and support for public financing could grow
if better care is indeed provided and perceived as
such by the population.
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