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Introduction

We are delighted to gather a range of experts who have shared their experiences of 
using arts-based research approaches in their work. This new resource provides a 
wealth of examples that touch on a range of healthcare and other settings, whilst 
others focus on a specific healthcare issue such as sexual violence.

As editors, working in this field for the past decade, we were delighted to see an 
emergent and buoyant interest in the use of arts within traditional paradigms of 
research, not only within a UK context but also in much broader contexts. We see 
arts becoming used within a wide range of contexts such as in care home settings 
[1]; mental health, mental distress and arts interventions [2]; and prison settings [3]. 
It was our absolute pleasure to gather like-minded individuals who have a passion 
for their research, which encompasses some aspects of arts, and were willing to 
share their tips and challenges. We therefore invite you to use this resource either as 
a stand-alone text with many examples or to dip into specific chapters of interest and 
see how these can ignite your interest to use aspects within your own research 
portfolio.

The use of arts and its application in conducting healthcare research are growing 
in popularity. This has often stemmed from a desire and recognition from research-
ers working in the field that for some topics of exploration, the traditional research 
paradigms of qualitative or quantitative aspects are not always appropriate for the 
topic of interest or indeed appropriate when dealing with sensitive topic areas often 
within a healthcare context.

It is also increasingly recognised that the traditional approaches to research are 
not always accessible to participants or do not capture the experiences. For example, 
storytelling predates the written word and remains a powerful method of communi-
cation for those who tell their stories and for those who are able to listen. It has been 
said that telling our stories makes what matters meaningful.

Whilst there is undoubtedly a place for traditional research approaches, the use 
of different arts-based research (ABR) paradigms provides an opportunity to extend 
our research and data collection tools. The use of ABR arguably also enables all 
participants in the research endeavour to experience a different and enjoyable 
approach to enquiry.

The use of arts as a medium to improve health and well-being is also well docu-
mented. In this book, we want to explore how ‘art’, in a variety of forms, can be 
used by those working directly in healthcare settings but also by researchers who 
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are involved in a research capacity building across any health or social care settings 
to explore this as a potential option for their research approaches.

In this edited collection, we have brought together a diverse range of ABR 
approaches as well as theoretical perspectives and provided some practical ‘know- 
how’ guides for those who may wish to pursue ABR or consider different ABR 
approaches to those with which they are familiar.

Whilst the chapter authors within this edited collection may have approached 
ABR from a range of perspectives, a core thread running throughout is perhaps most 
notably the way in which ABR provides ‘visibility’, ‘accessibility’ and ‘sensitivity’ 
across a breath of health-related topics. As noted in Chap. 1, ‘arts can give shape 
and voice to those experiences and lives that have been silenced and hidden by 
structural practices of prejudice and discrimination’ (Jamie Bird, Chap. 1).

In Chap. 2, Dr. Nicole Brown draws on her research into the lived experience of 
chronic illnesses and disabilities to highlight how two kinds of arts-based work have 
led to different forms and results in data and furthermore. The author explores how 
arts-based data generation lends itself to an arts-based analytical process. In Chap. 
3, Professor Julie McGarry describes her (and colleagues’) work with older women 
who have experienced domestic abuse and as such illustrates the ways in which 
ABR can be utilised within often hidden and sensitive contexts.

In Chap. 4, Professor Parveen Ali and Dr. Rogers talk about how the use of pen 
portraits or personas and narrative approaches can help in the exploration of sensi-
tive topics such as domestic abuse, experiences of inequalities, experiences of ill-
ness and seeking services. The authors explain how these strategies can be used to 
combine creative thinking, imagination and storytelling to share experiences in a 
non-threatening and supportive environment.

In Chap. 5, Dr. Lucian Milasan focuses on the photo-elicitation techniques and 
the rationale for applying them to various areas of health research. Practical steps to 
effectively embed elements of photography in research design are presented, along 
with highlighting the benefits of photo-elicitation techniques for both researchers 
and research participants.

In Chap. 6, Dr. Heike Bartel explores how arts-based approaches can advance 
healthcare training, therapy and research in the field of eating disorders—bringing 
to the forefront the under-researched and under-represented topic of eating disor-
ders in men and boys. Introducing three different sets of material, it proposes to use 
personal narratives of lived experience by men to consider that males get this per-
ceived ‘female’ illness too and to reflect more generally upon questions of gender 
and illness in healthcare.

In Chap. 7, Dr. Emily Cousins explores how the arts and dementia evidence base 
has been strengthened by blending methodological approaches from the humanities 
and sciences to demonstrate how arts interventions can benefit people with demen-
tia. This chapter addresses such questions as in what ways can researchers identify, 
‘measure’ and communicate the impact, effectiveness and outcomes of arts inter-
ventions for people with dementia. How can researchers reconcile scientific rigour 
with creative understandings and person-centred insights?

Introduction
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In Chap. 8, Dr. Julia Reeve draws on her experiences in creative research and 
academic development, placing the use of hand-drawn infographics into the wider 
context of her work using various arts-based, multisensory approaches in teaching. 
Outlining the origin of her infographics practice, Dr. Reeve provides an overview of 
the importance of visual communication for researchers and explains the theoretical 
approaches underpinning her practice.

In Chap. 9, Dr. Kathryn Hinsliff-Smith and colleagues share the experiences of 
letter writing used when working with survivors of sexual violence, a topic that is 
not easily spoken about by survivors who are often women and girls, and explore 
this in relation to different cultures and traditions, in this case South Africa.

In Chap. 10, Dr. Kimberly D. Fraser and Janelle Ostby explore the use of collage 
as an arts-based intervention to elicit, reflect on and express stories. The authors 
highlight how collage is an effective strategy to attract a wide range of individuals, 
because it does not require any prior knowledge of art making. The chapter authors 
describe the process used in a specific arts-based research study using collage and 
follow-up interviews with family caregivers, the majority of whom were older 
adults. The chapter concludes with an overview of three different innovative knowl-
edge translation activities and events that the authors used with clinicians (world 
café), decision makers (conference art show) and the general public (display in a 
public art gallery with a public talk).

In our concluding chapter, the editors (Hinsliff-Smith, McGarry and Ali) reflect 
on the preceding chapters. Uniquely, this resource provides an opportunity for 
reflection and engagement throughout and within each chapter. This provides the 
opportunity for readers, regardless of experiences, to conduct some deeper under-
standing of the use within their own context or future endeavours in research, be it 
directly within a clinical setting, research focused only or with their patients. Arts is 
multidimensional in that it allows the reader (and their patients or participants) to 
take ownership of the art form and make it as broad or far-reaching as required. The 
possibilities are boundless, and we apologise that this book only provides limited 
examples; there are many others that could be included, for example digital focused 
interventions and the more recent trend towards social prescribing, which often 
includes an arts-based approach (see https://www.england.nhs.uk/personalisedcare/
social- prescribing/), case studies (https://www.england.nhs.uk/personalisedcare/
evidence- and- case- studies/social- prescribing- linked- me- to- art- which- saved- my- 
life/), links to professional bodies like the Royal College of Nursing (https://www.
rcn.org.uk/clinical- topics/public- health/self- care/social- prescribing/social- 
prescribing- in- action) or published peer-reviewed work in this area [4–8].
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1.1  Introduction

The argument that I present in this chapter is that arts-based research is a methodol-
ogy that has a radical nature that makes it suitable for understanding health and 
healthcare in a contemporary context. It provides ways to work with, and for, those 
groups that are ‘easy to ignore’ and ‘hard to reach’ [1].1 It provides a way of work-
ing with those topics that are easy to turn away from and remain ignorant about, 
because they are complex. It is this feature of arts-based research that makes it valu-
able to the understanding and development of healthcare practices. In addition to 
drawing upon textbooks outlining the theory of arts-based research, this chapter will 
draw upon research, published between 2000 and 2020, which seeks to document 
and measure in different ways the efficacy of arts-based research within a healthcare 
context. The examples presented are used to support the argument that the arts offer 
a radical approach to healthcare research, and that this radical element is vital at 
times of crisis and transition, such as the one ‘we’2 are currently occupying in which 
a global pandemic reveals weakness that global warming will exacerbate so much 
further. These weaknesses are magnified by pre-existing social inequalities and 
injustices, such as sexism and racism, and a compelling argument can be made that 
ecological and social injustices are related through a shared heritage of capitalism 
and modernity, where the value and rights of certain humans are placed above God, 
nature and other humans [2–4]. Furthermore, this chapter is written in the wake of 
the murder of George Floyd and the resulting reassessment of how racism, colonial-
ism and whiteness shape societies. For all these reasons, crisis is an appropriate 
label. Transition is an apt partner to the idea of crisis, because it hints not at an 
absolute solution to crisis, but rather at identifying ways of understanding and living 
with crisis in creative and inventive ways. It suggests that a reassessment is required, 
and this includes considering how different epistemologies can be used to address 
the problems encountered.

It can be claimed that crisis is a perpetual human state, but the particular crisis, 
during this particular time, has a distinctive quality. It is totalising and out of our 
control, in which climate change brought about by global warming, and a pandemic, 
has coalesced to create feelings of doubt and anxiety that challenge ideas of health 
and progress. It requires rethinking the relationship between the human and the 
nonhuman, and a reimagining of our relationship to history and progress [5, 6]. For 
the purpose of this chapter, it requires a rethinking of what healthcare means, and of 
how it is performed. Within the medical humanities, ethnography and sociology 
more generally, there is a long-standing interest in reaching a fuller understanding 
of what it means to be healthy and unwell and to engage with healthcare services 
and practitioners. Iain Wilkinson goes as far as claiming that all sociological work 

1 I am grateful to Andrew Langley, doctoral student, Nottingham Trent University, for bringing my 
attention to the phrase ‘easy to ignore’, a phrase that challenges the idea that it is groups and indi-
viduals who make themselves unavailable.
2 The parenthesis draws attention to how responsibility for the creation of this crisis, and its impact, 
is manifested and is not evenly distributed within and across nations.
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is in some way concerned with the causes and consequences of suffering, even if it 
does not always adequately confront the lived reality and physicality of suffering 
[7]. Wilkinson argues that ethnography, as a practice, ought to have an overt aim of 
bringing to light suffering and injustice, in order to become a reflexive endeavour 
that brings researchers, participants and audiences closer to one another. This inti-
macy aids civic compassion and human rights, features that Wilkinson views as 
fundamental, though neglected, objectives of modernity. Modernity values rational-
ity above all other forms of knowledge, but if it is to stay relevant in a world of 
multiple crises (ecological, social, economic), whilst also meeting the objective of 
widening rights (for the human and the non-human), it needs to gather other sorts of 
knowledge. As an example, Stuart Wood [8], in using music to understand the post- 
verbal world of dementia, makes direct reference to how ethnography and medical 
humanities are leaning more upon creative methods to access and interpret those 
experiences that are not easily accessible to words and rationality. Wood makes the 
counter observation that ‘[t]he move from the unspeakable to the attempt to name is 
not a simple epistemological line’ (p. 75). A fundamental element of the arts is their 
ineffable quality. Arts-based research makes an attempt to use that quality to help 
interpret and translate those ineffable elements of health and illness. That it always 
fails to do this in a way that forecloses any alternative analysis of the data is not a 
weakness.

Whilst this chapter primarily considers arts-based approaches to the research of 
healthcare, it also pays some attention to the connectedness between arts-based 
research and use of the arts as a healthcare intervention in their own right. The rea-
son for this dual approach? My own experience of using art in research, and in a 
healing context as an art therapist, alerts me to how both uses enable the emergence 
and consideration of aspects of being that are harder to access by more orthodox 
approaches to healthcare. The epistemology that underpins arts-based research is 
one that favours intuition and imagination as much as it values analysis and rational-
ity, and that gives space for the ambiguous and the awkward. The arts are comfort-
able with the ineffable, and being in a state of uncertainty. These are features that 
support an argument for the value of the arts within healing [9]. The historical roots 
of art within healing are deep. Indigenous and ancestral knowledge of the arts within 
healing remains stronger within some traditions and societies than others,3 although 
it is necessary to be careful not to over-interpret ancient and traditional practices of 
art and healing, through a modern or Western lens [10]. In a contemporary context, 
there is a good body of empirical and phenomenological evidence to support the 
principle of using the arts as an intervention to aid health and recovery. Within a UK 
context, the All-Party Parliamentary Group on Arts, Health and Wellbeing [11], 
having reviewed all available evidence, recommended the case for an expansion of 
the arts in health. The steady growth of the Arts on Prescription initiative in the UK 
is a practical example of one of those recommendations put into practice. Arts on 
Prescription enables primary care practitioners to prescribe access to arts-based 
interventions to their patients. It illustrates the potential for the arts being used to 

3 https://www.kcl.ac.uk/cultural/resources/documents/art-of-healing-gallery-guide.pdf
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address social and psychological pain, within the context of contemporary health-
care delivered by the state.

In the cases presented in this chapter, arts-based research methods are shown to 
bring something of value to understanding not only how healthcare works, but what 
the very definition, essence and experience of health, illness and healthcare are. 
Arts-based research is therefore shown to be helpful in better understanding the 
experiences of working within healthcare settings, and in trying to identify and 
clarify the complexity of healthcare organisations. In each of these contexts, an arts- 
based methodology allows the emergence, and physical embodiment, of the word-
less, the emotional, the imaginative and the intuitive, to take its place alongside the 
cognitive and the rational. In needing to find creative ways of understanding, 
addressing and adapting to the various crises faced at this time, this element encap-
sulates the important and radical essence of arts-based research. To expand upon 
these arguments the greater part of this chapter presents examples of systematic 
reviews and individual research studies that highlight particular areas of arts-based 
enquiry within healthcare. Areas of inquiry include experiences of living with ill-
ness and accessing healthcare, practitioner identities and systemic change within 
healthcare. The chosen examples help to clarify those elements I believe that con-
tribute to the radical essence of arts-based research. Those elements are addressing 
marginalisation; moving beyond words to access other epistemologies, and related 
to this, the valuing of emotional, intuitive, imaginative and embodied responses to 
questions, alongside rational and cognitive responses; the role of art in the co- 
production of knowledge; the merging of research and interventions; and the poten-
tial therapeutic benefits of research participation.

1.2  Systematic Reviews

Starting with an overview of the current state of arts-based healthcare interventions, 
reference can be made to existing literature, including systematic reviews, pub-
lished between 2000 and 2020. This includes the attention on arts therapies and 
childhood trauma [12]; arts therapies and domestic violence; and creativity and neu-
rological disorders [13]. A common feature identified in these systematic reviews is 
that there is a wide range of methodologies used to gather evidence for the efficacy 
of the arts in healthcare. The majority of research cases are small scale and qualita-
tive in nature. There are less cases which seek to gather quantitative data, and even 
less that use experimental designs. This is reflective of the wide variety of treatment 
objectives, especially where the intervention is framed as an evolving relational 
process, rather than as a set of fixed treatment features that are applied sequentially. 
This suggests that there are weaknesses within the evidence about arts-based inter-
ventions from an empirical perspective. The various professional bodies that repre-
sent the arts therapies are very aware of this shortcoming, implementing strategies 
to better acquaint neophyte and established therapists with the skills and knowledge 
needed to increase their confidence in the use of deductive, quantitative and empiri-
cal methods. The challenge is as much about overcoming an aversion to those 
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methods. The very nature of the arts predisposes arts therapists towards favouring 
an inductive, qualitative and phenomenological approach to conducting research.

Turning to contemporary systematic reviews relating to arts-based methodolo-
gies as research within healthcare, at present, there are only a handful of published 
systematic reviews that focus on arts-based research within healthcare. One system-
atic review of the use of digital storytelling within health professional education 
[14] identified 16 eligible papers for review, concluding that whilst the use of story-
telling can enhance learning, it is unclear if this leads to a change in practice. 
Methods that were most effective were those that entailed students co-creating sto-
ries with patients. The authors suggest more research be conducted to identify 
change in practice. Published protocols reveal that a further two systematic reviews 
relating to digital storytelling within health are in the process of being conducted 
[15, 16], but any findings from those reviews have not been published at this time. 
A systematic review of arts-based health-related research with children identified 
116 relevant papers published between 1995 and 2010 [17]. The authors are primar-
ily interested in the role of arts-based research within US-based nursing practice, 
and given that the majority of identified papers are not US-based or not reporting on 
healthcare interventions, instead being focused on broader experiences of health 
and illness, they argue that US-based nurses would benefit from using the arts to 
better understand children’s experience of actual healthcare interventions. 
Driessnack and Furukawa [17] argue that ‘[a]rt-based techniques and visual meth-
ods are child-sensitive approaches that uniquely elicit from children information 
that affords researchers new insights and understandings that have been difficult to 
access using existing approaches developed for adults’ (p.  7). This reference to 
‘difficult-to-access’ insights and understanding is one that can be applied more 
broadly to how arts-based research methods have relevance to other experiences and 
other groups that might not be considered easily accessible or allusive. As alluded 
to earlier, this point of view can be turned around and re-framed as arts-based 
research being a methodology that those people who are easily ignored, or not nor-
mally invited into research, can engage with.

1.3  Single Case Research

Whilst systematic reviews are few in numbers, there is a greater number of studies 
that address individual instances of arts-based research in action. These are pre-
sented here in a way that groups them together into contexts, for example exploring 
experiences of palliative, or attempting to understand the workings of healthcare 
systems, but what I am interested in is drawing attention to the aspects of these 
examples that give shape to the idea of arts-based research as a radical method of 
enquiry. Those aspects are valuing other epistemologies, addressing marginalisa-
tion, co-production of knowledge and therapeutic benefits of research 
participation.

Graham-Pole and Lander used an arts-based research methodology to explore 
issues of loss and transition amongst African, European and North American 

1 Arts-Based Research as a Radical Methodology Within Healthcare
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caregivers [18]. They used an Appreciative Inquiry approach, whereby participants 
used images, stories and performances to describe their experiences of providing 
palliative care. This paper provides an example of how an arts-based approach to 
research can become indistinguishable from an arts-based intervention within 
healthcare. Graham-Pole and Lander observe that ‘[a]lthough the three domains of 
practice, research and pedagogy are distinguished in healthcare, arts-based activity 
often collapses the three’ (p. 85). The authors also identify how the arts can comple-
ment a biomedical focus on the individual by attending to the relational and collec-
tive, an observation that can be applied as much to research as it can to interventions. 
The authors argue that art should be taken as being a valid source of evidence within 
evidence-based medicine and practice, and suggest that a male-dominated and 
Eurocentric view of medicine limits its acceptance of art as a valid form of 
knowledge.

Parsons and Boydell pay attention to how the arts are used to communicate 
knowledge about health-related issues to audiences beyond healthcare disciplines 
and practitioners [19]. This they refer to as knowledge translation, and is a similar 
process to that of knowledge transfer and public engagement. The authors identify 
art being used within such processes to aid engagement and to bring to the surface 
stories and voices that are not always heard or seen. They suggest that objectives 
such as empowerment and enhanced democracy are made more possible in using 
the arts to disseminate health-related research. What they also identify is that there 
is limited existing evaluation of how effective arts-based dissemination processes 
actually are in terms of reaching audiences and changing those audiences’ attitudes 
or behaviour. Any academic involved in research assessment exercises will know 
how esoteric defining and quantifying impact are in any situation. Introducing the 
subjective and non-verbal element of the arts magnifies that attempt.

In 2011 Ledger and Edwards [20] observed how, whilst the arts within healthcare 
research was growing in acceptance, there were less examples of a focused use of 
arts-based methods to research the profession of music therapy. They also noted 
that, at the time of writing, there was no general consensus as to what defines arts- 
based research and that this should be allowed to evolve organically over time in 
order to avoid the appearance of methodological hierarchies amongst researchers. A 
similar statement can be made in 2020. Ledger and Edwards ask why there is so 
little arts-based research within music therapy literature and suggest that ‘[t]his 
could be due in part to a desire to ensure that music therapy research is accepted as 
scientific and scholarly within the dominant traditions of healthcare research’ 
(2011, p. 314). Very recent systematic reviews of research of arts-based interven-
tions to address domestic abuse and neurological diseases support this observation 
[13]. In both cases, quantitative methods were more likely to appear within the 
study of music-based interventions, including music therapy. This might be 
explained through noting that music is an art form that has a closer affinity to math-
ematics than other art forms do, and that this makes the use of numerical data as a 
form of evidence less of a barrier to musicians than to other types of artists.

A good example of arts-based methods being used to critically examine medical 
and humanistic models of health and illness, and to bring forth silenced voices, is 

J. Bird



7

that which describes the use of multimedia storytelling to enable women and trans-
people to explore their experience of living with illness [21]. The authors build upon 
feminist and post-structuralist theories that critique the humanistic and enlighten-
ment concepts of restoration, human perfection and bodily control. They frame the 
arts as being especially suited to communicating the lived embodied experience of 
illness. They aim to ‘innovate the concept of “living dis/artfully” to meld the artful-
ness of living with illness/disability with a non-reductive, non-essentialist approach 
to the materiality of bodies’ (p. 399). For the authors, an artistic response to ques-
tions about experiences of illness allows for the corporal reality of that experience 
to emerge and be documented in ways that allow for disruption, contradiction and 
ambiguity. Viscardis et  al. [22] use multimedia storytelling in a similar way to 
explore how disability arts can be used to critique and disrupt notions of invulner-
ability within liberal humanist healthcare and to create new representations of the 
body-mind. Drawing upon critical and reflexive practice within arts-based research 
the authors argue that ‘self-reflexive videos made by health care providers in our 
disability arts-informed research project offer rich representations of the complex 
inter- and intra-relational experiences that provoke providers’ shifting orientations 
toward body-mind difference’ (p. 1289). This points to arts-based research offering 
an alternative perspective on healthcare issues, in this case that of diverse physicali-
ties. It also confirms the observation made earlier about the collapse of practice, 
pedagogy and research within arts-based methods [18].

Gameiro et al. [23] describe the use of drawing within an arts-based methodol-
ogy with individuals from diverse communities experiencing sensitive and taboo 
health issues. Within a project called DrawingOut self-portraits, metaphor and free 
drawing are employed as activities for participants to engage with. Here, the arts are 
presented as useful ways to overcome linguistic barriers that might be presented 
when working with diverse groups in a research context, thus contributing to an 
objective of engaging marginalised and vulnerable groups within research. The 
authors draw upon a psychological and linguistic explanation of how the arts can aid 
access to knowledge and experience which might be harder to access verbally, 
whether through being too painful or too complex to express verbally in one’s own 
or second language. The observation is also made by the authors that the dissemina-
tion of knowledge, particularly related to sensitive health issues, can be greatly 
aided using an arts-based process such as drawing. In evaluating DrawingOut it was 
found that participation also had therapeutic and supportive features for the partici-
pants. Participation helped to normalise experiences of sensitive health issues, pro-
vided a sense of connectedness and provided the use of educational material to 
participants. It appears that the co-productive nature of the project, in which partici-
pants and researchers form a collaborative relationship, may in part be contributing 
to the appearance of these therapeutic features within a research context. It can be 
speculated that it is the formation of this sort of relationship that gives such research 
the appearance of a therapeutic intervention.

Following on from these observations about the therapeutic potential of research 
participation, two papers reporting on the use of arts-based research methods to bet-
ter understand women’s experiences of domestic abuse make reference to how 
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participation is of benefit to those taking part in the research process [24, 25]. It also 
appears that for the researchers themselves, participation was of value beyond just 
academic curiosity. As the author of one of those papers [25], I can add to this by 
stating that whilst initially the realisation that the women I was working with were 
gaining therapeutically from their participation, it challenged my expectations of 
research and researcher neutrality. I eventually came to recognise that this was an 
inescapable feature of a method that drew upon a feminist standpoint concept of 
who creates knowledge [26] and that I had explicitly framed as participatory, eman-
cipatory and reflexive.

The use of portraiture within healthcare research appears twice, where it is com-
bined with interviews and a narrative approach to the interpretation of those inter-
views [27, 28]. Cope, Jones and Hendricks (2015) employ portraiture to explore 
nurse’s perceptions of their own identity, with a particular focus on the feelings of 
resilience and the positive components of nursing. The concept of portraiture here 
is not a literal one. Rather it is used in a metaphorical way to reflect the way in 
which the researcher and the participant use verbal interviews and reflections upon 
observations to ‘paint’ a narrative portrait of the research subject. The method of 
portraiture presented by Cope, Jones and Hendricks draws upon the language and 
principles of arts-based research methods. Thus they claim that ‘[p]ortraiture is 
creative in intent and encourages portraitists to use their own educational and life 
experiences as starting points for narrating participants’ stories’ (p. 7). Here, the 
researcher’s explicit use of their own creativity and reflexivity is the bridge between 
this particular method and the wider field of arts-based research methodologies. 
Reference to the power of narrative portraits to give voice to that which is often not 
heard is also an indicator of that bridge. If poetry and storytelling are incorporated 
into a definition of what constitutes artistic practice, and creativity is framed as a 
playful exploration of matter and thought, then a method such as that presented by 
Cope, Jones and Hendricks can be considered as an important contribution to the 
development of an arts-based research methodology.

Turning to the use of portraiture in a more literal sense, Gilbert et  al. (2016) 
describe an arts-based process within which art is made by an artist, with some 
contribution by the research participants, the participants in this case being people 
with a cancer diagnosis. The resulting images, field notes and interviews with par-
ticipants conducted by the artist are then analysed by an interdisciplinary team to 
identify key themes. The themes identified by Gilbert et al. included the formation 
of a reflective space and trusting relationship between artist and participants during 
the process of creating the portraits; the value of sharing stories that appear to create 
a feeling of community; a sense of empowerment through being witnessed and lis-
tened; and the embracing of uncertainty and ambiguity that the creative process 
allowed. These are themes that appear frequently within arts-based research. Of 
particular note is how an arts-based method, with its slow non-verbal unfolding, can 
readily encourage reflection. The ability of art to stay with ambiguity is one of its 
strengths and that appears strongly in this study. The empowerment that comes from 
being ‘seen’ is a frequent implicit and explicit objective of arts-based research 
within healthcare. Of note is how the authors observe that their research has 
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relevance to slightly different healthcare context where they suggest that ‘[e]mergent 
themes from this study may be relevant to the interactions between artists and par-
ticipants and also physicians and patients as they face the healing process together’ 
(p. 62). There is support here for the claim made earlier that processes which appear 
important within an arts-based research context are parallel to those that are impor-
tant within arts-based interventions. Along similar lines, Alan Radley argues that 
the arts enable individuals, whether they are artists, patients, audiences or health-
care practitioners, to live with, whilst not necessarily recovering from, illness [29]. 
This perspective argues that the arts have a redemptive quality, through which expe-
riences of illness can be liberated from the common narratives of being brave, a 
survivor or a fighter. This resonates with earlier trends within the sociology of medi-
cine that approach the experience of health and illness through a narrative lens [30, 
31], and with the use of autobiographical photography by Jo Spence to challenge 
those dominant aspects of cancer care that she perceived as atomising and dehu-
manising [32, 33].

This turn towards the use of the arts to better understand encounters with illness 
and healthcare is illustrated in an example of body mapping being used to identify 
and highlight structural barriers to receiving healthcare encountered by people with 
fibromyalgia [34]. In this arts-based methodology, participants create images that 
use outlines of their own bodies as a foundation on which to represent visually their 
responses to the questions and themes proposed by the researcher. In analysing 
those visual responses, Skop adopts an intersectional approach to thinking about the 
roles of class, gender, race and age within the topic under consideration. They iden-
tify that for the people they worked with experiences of fibromyalgia are shaped by 
gender, class, age and race. What does arts-based research bring to that insight that 
a non-arts-based methodology might not? It is access and reference to the embodied 
elements of lived experiences that an arts-based method provides. Highlighting the 
potential for the therapeutic benefits of participation in arts-based research, Skop 
reports that many participants experienced the group-based nature of the research as 
increasing their sense of social connectedness whilst reducing the sense of being 
alone in how they lived with fibromyalgia. Skop also observed that signs of emo-
tional distress expressed by participants lessened during participation. In order to 
work safely and confidently with this feature of body mapping, Skop recommends 
that researchers have some training in group facilitation. I would add to this and 
recommend that such training should be accessed by researchers using any form of 
arts-based methodology within a group context. Skop notes that ‘[a]rt is a reflexive 
process of representing people’s inner and outer worlds’ (p. 29), which points to the 
very real potential for the arts to provide access to those thoughts, feelings and sen-
sations that are internal, non-verbal and opaque. This runs the risk of expressions 
being initially experienced as emotionally overwhelming. Training in group facilita-
tion can help the researcher to moderate and contain those expressions in ways that 
are appropriate to the participants and the context that the research is conducted 
within. This feature of arts-based research presents some problems for researchers, 
in terms of how they frame the therapeutic potential for participants, within applica-
tions for approval to IRBs and ethics committees. Within paradigms that 
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accommodate the idea that research can be emancipatory, this can be justified as an 
expression of the critique of the positivist story of research in which the observed 
and the observer are separate and dispassionate objectivity is highly desirable [35–
37]. Outside of such paradigms and epistemologies, work is required to show that 
the beneficial effects of participation, where those effects are not the direct result of 
a given health intervention but rather a result of a given arts-based research method, 
are valid and that expectations can be managed. The careful framing of the partici-
pant’s journey through the research process can help here. Well-worded participant 
information sheets, clear consent forms and robust debriefing protocols are all 
essential.

Using art to answer questions about healthcare management appears as an inter-
esting addition to arts-based research focused on healthcare interventions, and expe-
riences of health and illness [38, 39]. Addressing the consequences of changes made 
to the UK National Health Service from 2010 onwards, as part of an austerity nar-
rative enacted by the Conservative and Unionist Party, Val Huet [38] observes that 
‘[h]ealth professionals are being asked to use their imagination to find a way to ‘do 
more with less’ to save jobs, yet space for playful, reflective and imaginative think-
ing is becoming rare’ (p. 26). To help create this space, Huet describes how an arts- 
based consultancy approach was adopted, which was based upon the principles of 
art therapy, to enable healthcare managers to reflect upon the emotional conse-
quences of the structural changes they had to work within. Like the research detailed 
earlier that uses portrait narratives to understand professional nursing identities 
[28], the research presented by Huet demonstrates the value of the arts and creativ-
ity within the context of better understanding the experience of being a healthcare 
professional. An innovative approach is employed whereby participants are invited 
to respond creatively to the artworks that are displayed within their place of work 
through the Paintings in Hospital initiative. This is combined with more orthodox 
verbal interviews. As well as reporting upon how participants explored strong feel-
ings of loss as services changed around them, Huet observes how the participants 
were able to reconnect with a sense of creativity that had often been put aside in 
childhood. Observing that contemporary visual art can frequently be experienced as 
remote and alienating, Huet [38] contends that when people are given the opportu-
nity to respond to visual art in a supportive environment it can ‘[enable] partici-
pants to connect with an aspect of creativity many have left behind a long time ago 
and that will be sorely needed in times to come’ (p. 32). The contention is that view-
ing and responding to art in this way tap into innate creativity energies that are 
intrinsically helpful during times of difficulty. Creativity thus appears to aid work-
place resilience for both healthcare managers [38] and nurses [28].

Staying with healthcare management, but expanded outwards to consider whole 
organisations, Shulz, Kawamura and Geithner [39] apply an arts-based research 
approach to the consideration of how sustainable development (economic, social 
and environmental) can be promoted and implemented within a Japanese healthcare 
context. LEGO building blocks are used to aid a playful response to the complex 
and pressing issues faced by healthcare organisations as the population ages. 
Elsewhere LEGO and other techniques of ‘serious play’ are shown to aid 
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explorations of social identity [40]. Shulz, Kawamura and Geithner [39] use it to 
address a specific systemic concern. An arts-based approach brings to this topic of 
seeking organisational change the possibility of creating a space for the emotional 
and intuitive elements of the problem and solution to emerge. This is valuable where 
the issue is complex and has many dimensions, such as the need to identify routes 
to organisational change in order to achieve sustainable development.

1.4  Summary

The research examples provided in this chapter are primarily grounded within the 
dominant paradigm of how truth is judged and presented within orthodox academia. 
There is though, within those presentations, the frequent appearance of different 
ways of thinking about health and healthcare that is not just informed by one epis-
temology, or one version of modernity. Where the intrinsic essences of the arts, 
which include intuition, imagination, ambivalence, ambiguity, chaos and trickery 
even, are evoked, there is likely to be disharmony with the standardised model of 
orthodox healthcare that operates within the existing and dominant versions of 
modernity. These are the capitalist and industrial versions of modernity that favour 
uniformity and mastery over diversity [4], and ‘whiteness’ over the indigenous and 
the traditional [2]. Acknowledging the limitations of modernity within healthcare 
means addressing the consequences of those limitations more broadly, limitations 
that I identify here as leading to the moment and time of global crisis that ‘we’ find 
ourselves located in, namely global heating. Addressing this crisis requires the use 
of epistemologies and ontologies other than those that have led to this crisis. This is 
a radical departure and is one I believe that arts-based research can contribute to in 
a substantial way.

The features I have identified, which define the essence of the radical nature of 
arts-based research within the context of healthcare performed during this time of 
crisis and uncertainty, are addressing the marginalisation of those groups not nor-
mally at the centre; valuing divergent epistemologies and ontologies; the use of art 
as an aid to the co-production of knowledge; the potential for the merging of health-
care research and healthcare interventions; and alongside this, the potential thera-
peutic benefits of participation in research. Whilst the examples provided do not 
class themselves as being radical, or directly address crisis, many do frame arts- 
based methodology as being a useful complementary and parallel method to other 
qualitative, and quantitative, methods of researching healthcare. There is also an 
explicit acknowledgement that complex healthcare issues can be better understood 
via the arts, because of the access to non-rational and non-verbal ways of knowing 
and being the arts provide. The view that arts-based research is a radical and appro-
priate response to crisis has come about through my own use of arts-based methods, 
how this aligns with the principles of art therapy and those features I have identified 
in how others have reported their work.
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1.5  Learning Opportunity

The use of the arts as an approach to healing has a long history that reaches back 
into prehistory. In contrast, arts-based research methods, within the context of mod-
ern orthodox healthcare, are still a relatively novel endeavour. A body of knowledge 
is slowly being formed, whose legitimacy can be judged on its own terms but also 
in terms of how it contributes to, and resonates with, more orthodox methods. 
Whilst there are many opportunities to consider in greater detail how arts-based 
methods can be helpful to the practice and performance of healthcare, there are two 
points of learning to emerge from the examples presented, and from my own prac-
tice, that I think are especially relevant.

The first is the relationship between research, intervention and participant bene-
fits. This presents some pressing problems around safety and risk. IRBs and ethics 
committees need reassurance that this has been considered, with reflexivity and 
supervision being essential to ensure that this is managed fully within the context of 
an appropriate epistemology and methodology. An ‘ethics of care’ approach to arts- 
based methods [41], in which there is an explicit acknowledgment that it works for 
the good of the participating individual and groups, is a helpful way to navigate this 
concern.

The second point of learning concerns the attempt to fit the arts into the prevail-
ing model of healthcare research. There is the risk of ending up frustrated and com-
promised when trying to combine different approaches, to develop mixed methods 
or to bend the methodology of one epistemology to fit the expectations and lan-
guage of another. There can be an attempt to combine different epistemologies so as 
to accommodate a ‘multiple lens’ [42] approach to research, but there is a need to 
be watchful for a hierarchy of legitimacy. A question has to be constantly asked: 
What is the relationship between one epistemology to another? This can be 
approached as an invitation to enter into a constant dialogue of curiosity and 
discovery.

Things to Consider When Using Arts-Based Approaches
• Ask how your research can best work with those who will ultimately ben-

efit from its use, and ask what the arts will contribute to that objective.
• Think carefully about your own position as a researcher. What do you 

bring to the process in terms of your own heritage and biases?
• Consider how an arts-based methodology might be used to challenge the 

status quo and inequalities within the healthcare settings you are 
researching.
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Tips for Using This in Future Research Designs
• Work with institutional review boards/ethical panels early on to establish 

their views on arts-based research or research that is participant led.
• Where a quantitative method is used within arts-based interventions, 

attempt to use forms of measurement that are common within similar con-
texts or interventions. This helps with future meta-analysis of arts-based 
interventions.

• Be prepared to be flexible and to be comfortable with ‘not knowing’.
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2.1  Introduction

The benefits of arts-based approaches are widely reported, even though arts-based 
research may only just start to emerge in some disciplinary contexts [1]. Arts-based 
approaches tend to be employed in social science research because they help gain “new 
insights; describe, explore, discover and problem-solve; forge micro-macro connec-
tions; raise awareness and empathy; unsettle stereotypes; challenge dominant 
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ideologies; and include marginalised voices and perspectives” (adapted from [2], p. 9f) 
and they enable a “remaking of the social world” ([3], p. 27). Arts-based approaches 
have been found to be particularly helpful in research with sensitive or emotive topics 
or in research with participants from different cultural or linguistic backgrounds, par-
ticipants who may be children or who may have cognitive impairments [4]. In short, 
arts-based approaches allow researchers get closer to the participants’ experiences and 
emotions, because they help participants express experiences differently, and because 
they support participants’ processes of reflection and meaning- making. Often, these 
benefits are summarised as enabling richer, deeper data [5].

In my contribution, I draw on my research into the lived experience of chronic 
illnesses and disabilities to highlight how two kinds of arts-based work led to differ-
ent forms and results in data and furthermore how arts-based data generation lends 
itself to an arts-based analytical process. I argue that the data is not necessarily 
richer or deeper, but different, which makes it insightful and exciting. I commence 
my chapter with an introduction to the context of my research with examples of data 
generated by participants: an identity box, a canvas and a LEGO® model. I demon-
strate how these representations in combination with conversations with partici-
pants lead to embodied, visceral responses. I then outline the theory underpinning 
the work with metaphorical representations and object work, which leads into a 
section on how these representations and visceral responses lend themselves to an 
arts-based approach to analysis. I show the benefits for researchers as well as par-
ticipants and the wider society, when it comes to understanding and sharing experi-
ences. I conclude with practical strategies and wider consideration of applicability 
of arts-based stance in data generation and analysis in healthcare research.

2.2  Research Context

For the past 5 years, I have researched the lived experiences of staff and doctoral 
students with chronic illnesses, disabilities and/or neurodivergence in higher educa-
tion. In this chapter, I will refer to my doctoral research “The ‘I’ in fibromyalgia: the 
construction of academic identity under the influence of fibromyalgia” [6–9] and 
my research “Ableism in academia: developing institutional approaches to inclusiv-
ity” [10, 11], which was funded through the Grand Challenges funding scheme at 
the University College London. As full details are available elsewhere, I will only 
provide some basic details to offer an insight into the research contexts in the fol-
lowing to draw out the justifications for using arts-based methods along with the 
benefits and challenges of that work.

2.2.1  The “I” in Fibromyalgia: The Construction of Academic 
Identity Under the Influence of Fibromyalgia

Fibromyalgia is a contested condition [12, 13] that is characterised by persistent, 
widespread pain, fatigue, sleep disturbances, cognitive dysfunctions, increased sen-
sitivity and psychological disorders [14]. The premise of this research was that 
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fibromyalgia in its complexity and contested nature would impact academic iden-
tity, especially because of the cognitive dysfunctions. I was particularly interested 
in how academics with fibromyalgia can reconcile their academic identity and cere-
bral elements of scholarly work with a condition that causes symptoms such as 
memory and word retrieval or sequencing issues that are associated with what is 
described as “brain fog”. The overarching research questions were formulated as 
follows: (1) What is the relationship between fibromyalgia and academic identity? 
(2) Can creative methods help explore changeable phenomena? Data collection 
methods included semi-structured, one-to-one interviews; the generation of time-
lines and identity boxes; the participation in an online Facebook group discussion; 
and the creation and employment of additional and alternative representations.

For the analysis in this chapter, I focus on the identity boxes project, for which 
participants were asked to collect objects in response to questions and to place them 
in their chosen box. The participants were then required to take a photograph of the 
objects in the box and send an email with a brief outline of the objects in the box and 
what they represented. A new question was only released once the previous question 
had been answered. In total, there were five questions to be answered: Who are you? 
What affects you? How do others see you? What role does fibromyalgia play? What 
is life with fibromyalgia like?

Figure 2.1 is an example of an answer to the question, what role does fibromyal-
gia play, as provided by Claire (pseudonym).

2.2.2  Ableism in Academia: Developing Institutional 
Approaches to Inclusivity

This research followed on from and was built on my fibromyalgia work. One of the 
outcomes of the fibromyalgia research was the recognition that academics con-
stantly feel under pressure to perform and to be effective and productive and that 
they consistently compare themselves to the ideal standards of an able-bodied aca-
demic. The overarching research questions for this project therefore were the fol-
lowing: (1) How do students and academic staff experience ableism in academia? 
(2) Which strategies can be employed to alleviate feelings of exclusion? (3) How 
and how far does academia need to change to become more inclusive? Data was 
gathered via a survey with closed- and open-ended questions with 300 respondents; 
semi-structured, one-to-one interviews; and creation of representations in an arts- 
based workshop. My focus in this chapter is on the representations.

Participants were offered a wide range of arts and craft materials, such as paints, 
canvases, collage materials and glue, with which their representations of the experi-
ence of disability, chronic illness and/or neurodivergence would be created. In addi-
tion to traditional arts and craft materials, I also offered LEGO® bricks as a medium 
for creations. Figures 2.2 and 2.3 are representations created in the workshop. The 
LEGO® model in Fig. 2.2 highlights the isolation experienced by those who are 
disabled, chronically ill and/or neurodivergent, whereas the work in progress on the 
canvas in Fig. 2.3 focuses on the career trajectory and its disruptions and interrup-
tions due to disability, chronic illness and/or neurodivergence.
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Fig. 2.2 Being disabled, 
chronically ill and/or 
neurodivergent in 
academia is being isolated

Fig. 2.1 Claire’s response to the question “What role does fibromyalgia play?”
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Fig. 2.3 Work in progress: 
disability, chronic illness 
and/or neurodivergence 
“interrupts” career 
trajectories

2.3  Methodological Choices and Theoretical Underpinnings

As a point of departure for this section, take a moment to reflect on which words you 
would use to describe a headache.

You may use “throbbing, stabbing or pounding”; you may think of “constant, 
intermittent, sharp or dull”; you may have included “nauseating, disruptive and life- 
alternating”. The descriptions will vary depending on the kind of headache you 
were thinking of, as there are radical differences in experiences between headaches 
from migraines to headaches from hangovers or coughs and colds. Ultimately, this 
brief exercise shows how difficult it is to capture certain experiences in words. Now, 
in the case of my researches, the experiences participants dealt with were by far 
more complex than merely trying to describe headaches. On the one hand, there was 
the experience of fibromyalgia with its many associated symptoms and conditions; 
on the other hand, there was the added sense-making process of what it means to 
reconcile a chronic illness or disability with identity. It is this complexity that made 
me investigate designs and philosophies that specifically account for embodiment 
and seek to transcend the Cartesian mind-body dualism. Research is often seen as 
too distanced and remote from the physical bodily experience instead of seeking to 
insert the body into the theoretical understanding [15]. I was specifically looking for 
an embodied approach [15] that would transcend “dualistic legacies of the past” 
([16], p. 3) and that would put “minds back into bodies, bodies back into society and 
society back into the body” ([16], p. 3, 209).

According to recent discourses within research theory and practice, the answer is 
to transcend disciplinary boundaries, to develop multimodal forms of enquiry [17–
19] and to combine sensory and visual ethnography [20, 21] with creative research 
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methods [4]. Despite their disciplinary emphases and individualistic designs, all of 
these sensory, visual and creative approaches are founded on three basic principles 
(see also [7, 8, 22]). The first premise is that human language is limited and limiting, 
especially when individuals try to explain and describe sensations, such as pain, or 
other embodied and bodily experiences [23–25]. Secondly and related to the limita-
tion of language, human understanding and experiences are fundamentally embod-
ied [26]. Babies, toddlers and children experience being lifted, held and hugged, and 
use their whole bodies to explore new objects before they are able to put these 
experiences into words. And thirdly, because of the embodiment of human under-
standing and the arbitrariness of language, humans turn to metaphorical expressions 
and forms of communication in order to compensate [27, 28]. It is the aim of the 
creative, sensory and multimodal methods to overcome these challenges to research 
by drawing on creativity and arts. Existing research into lived experiences includes 
the process of creating representations. These representations may be made as mod-
els using LEGO® [29] or figures and shapes put into sand, especially in the work 
with young children [30]. Some other examples are art workshops [31] or collabora-
tions between artists and research participants [32], where participants, researchers 
and artists co-construct representations of experiences together.

Within the scholarly community, arts-based approaches become more and more 
recognised as powerful tools for and of inquiry. This is because the artistic expres-
sions and creations enable different forms of communication, which are often more 
natural for individuals. This is particularly true in the twenty-first century, which is 
characterised by significant use of smartphones and social media platforms that 
function on the basis of visual communication, either per se or in conjunction with 
textual inputs. Where once photography was a hobby for a few privileged individu-
als, it is now part and parcel of creating memories and constructing or asserting 
identities. Therefore, using creative and arts-based methods enables participants 
communicate more naturally. However, as a researcher, I, too, tap into these natural 
and intuitive forms of communication and expression, as can be seen in the next 
section.

2.4  From Arts-Based Data Collection to Creative Analysis

A major challenge of any arts-based research or creative approach to data collection 
lies in dealing with the resultant data. For many researchers, the visual data and 
representations are used as a way into the interviews and conversations rather than 
as data per se. As a consequence, “the output or creation is not used” ([33], p. 1) 
when it comes to analysis. The conventional approach to data analysis through cod-
ing using iterative, inductive, semantic thematic analysis [34, 35] allows for the 
generation of specific themes. In the two researches presented, these themes related 
to experiences of isolation or disruptions and management of public and private 
selves. However, the conventional analysis process through coding and identifying 
themes is limiting and limited, as it does not account for the arts-based data nor does 
it allow for a good representation of the experiences expressed in those creative ways.
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Before I continue, I need to slightly digress here. When considering what analy-
sis is and means, we often simplify the analytical process as a way of making sense 
of data through coding and identifying themes. However, qualitative data analysis is 
more than merely following specific steps to achieve meaning. Indeed, analysis is a 
craft that requires “reading beyond data” ([36], p. 574) and falling back upon “the 
repertoire of implicit knowledge that researchers themselves possess” ([36], p. 574). 
Therefore, data analysis can never be an objective process of having themes 
“emerge”. It is a very subjective, personal and active process of the researcher mak-
ing sense of data and pulling out specific themes and meanings [37]. The researcher 
is “a trickster, a person who is a jack of all trades, a person who can fix things with 
the materials that are at hand” ([38], p.  36), and thus consciously manipulates, 
assembles and reassembles data [39]. As researchers we let data speak and grab our 
attention, and then follow our “gut feelings” in tending to those “hot spots” [40]. In 
conventional analysis of interview transcripts, we do that by generating themes and 
making meaning. In the case of arts-based and creative approaches, researchers 
attempt to put into words what participants have expressed metaphorically through 
objects, LEGO® models, paintings, poetry or any other art form. To me, this aca-
demisation of what is essentially an intuitive, emotive process feels stilted at times. 
In my view, analysis happens at different levels and with different audiences in 
mind. There is obviously a need for scholarly theorisation of data, especially in view 
of developing recommendations for policies or practices. However, a second layer 
of analysis may be helpful or indeed required, when as researchers we are dissemi-
nating our findings. Bearing in mind the key elements of good research—transpar-
ency, criticality and reflexivity (see [7, 8, 22])—we should therefore combine 
conventional qualitative data analysis with a more creative approach to making 
sense of data.

In my research work, I treat the artefact data like interview data: like there are 
individual differences in interview transcripts, the artefacts are also highly specific 
to individuals. However, like we can generate themes from the interview transcripts, 
so we can find commonalities expressed in the individual photographs and objects. 
In practice, the interview with participants during the data collection stage is key to 
understanding the creative artefacts during the analytical phase [41]. As part of my 
fibromyalgia research, I created an illustrated poem “I need duvet days” (see [22]) 
and the art installation “Peace Treaty” (see [7]) as a creative analysis:

The analytical process that led to the creation of these two representations fol-
lowed the analytical principles of Embodied Inquiry. The main premises of embod-
ied analysis are that the researcher plays an active role in making sense of data and 
what the data represent and that physical experiences cannot be excluded from the 
research process. In everyday life, we often experience symptoms in response to 
environmental and contextual influences: our breathing and heart rate quicken when 
we are scared or angry; we feel headaches coming when we are overwhelmed. 
These automatic, bodily responses also occur during the research process, but are 
often ignored or suppressed. Embodied Inquiry, by contrast, asks the researcher to 
listen and respond to their bodies, and thus to become more consciously aware of 
their bodily responses. For the illustrated poem in Fig. 2.4, I carefully listened to my 
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I need duvet days

 
Shattered. Broken. 

Numb. Empty. 

Physically, and emotionally. 

It’s very invisible. 

I am sick all the time. 

I’m fed up with it, and I’m 
trying to live my life without it. 

But it’s getting worse. 

My brain is working but my body can’t do it. 

It started in one bit of my body and now other bits of my body follow. 

I can be as well as possible and with a full life. 

But I think of myself as a perpetual patient, as disabled. 

It isn’t how I thought my life was going to be. 

     January 2018 

     Nicole Brown 

Fig. 2.4 Illustrated poem “I need duvet days”

bodily responses as I read through the interview transcripts and highlighted the 
phrases or sentences that spoke to me most strongly. From this collection of phrases, 
I then developed the poem. For the installation “Peace Treaty” in Fig. 2.5 I made a 
list of objects and gadgets participants had put into their identity boxes to show how 
they manage their fibromyalgia symptoms. I then gathered similar objects in my 
own house and listened to my bodily responses as I picked up the objects and started 
arranging them. In both cases, I consciously played with what I had learned.

Figure 2.6 is an excerpt of a written conversation between myself, Nicole, and 
Claire, the participant, whose identity box has been presented in Fig. 2.1. Initially, 
Claire and I had scheduled a videoconference call to hold the interview [9], but due 
to issues with the internet connection at Claire’s end, we were forced to abandon the 
conversation and ended up messaging each other. The excerpt relates to the section 
in the written conversation, where Claire and I talk about her having included the 
broken watch and the nail.

After the interview with Claire, I had written the following reflections in my 
journal:

Video conferencing did not work as the speed of the internet was too slow. This meant we 
had to type our interview as a messenging dialogue. The benefit is that I was able to go back 
to questions as they were there written down, but her answers were slower, more stilted.
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Fig. 2.5 Art installation “Peace Treaty”

Also, it was difficult to know whether she was writing and adding more ideas or waiting 
for my input or if she was distracted with something. From our chat I know that she was 
fully focussed on the interview and she had the box with her. But the importance of the 
visual cues really came out. Was she thinking? Did she not get the message?

Also, in the skype interview I can just keep a pause and allow for more thinking time, 
but in the written version this didn’t work because Claire couldn’t see me, so she was miss-
ing the visual, nonverbal clues, too.

The other thing is the emotional content I am reading into the writing.
When I read what Claire was writing, I heard it as spoken in a voice, not my voice, but 

obviously not her voice either. I am not sure whose voice this was. It was a female voice, 
probably younger than Claire is. But this just shows the kind of interpretation that happens 
at that stage already. I heard emphases, that - in hindsight – aren’t actually there.

Through this interview I realised how much the pitch and tone are important, and need 
to be analysed alongside the pictures. Also, I now realise that I actually hear voices a lot. 
Even when reading emails, I hear voices. Some of them may be close to the writers’ actual 
voices but others cannot be because I don’t know the people well enough. But ultimately, 
this must distort the process all the time!!

At the time, in February 2017, I was worried about the “distortions” and “early 
interpretations”. However, being attuned to these processes so overtly and con-
sciously meant that I could tap into my bodily responses for the analytical process. 
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Nicole: Can I ask you about the marijuana prescription you mentioned? 

Claire : Yes, it was because I was in so much pain that I could not see a 
life without pain. And I could not face going into more pain as 
a daily thing. I had seriously considered giving everything up 
and taking my life so that I would not have any more blue, and 
then I tried marijuana. I’m glad I tried it before I did something drastic. 
It was a pretty messed up time in my life. [..] There are 2 family members 
who will no longer associate with me due to my marijuana use. 
My eldest daughter and her husband have gone so far as to 
try and stage an intervention. I use MM (medical marijuana) 
because I can not take OTC (over the counter) pain weds, 
any opioid based medication, and gabapentin or member 
of its drug class, which leaves very little that I can take. 
My Dr here has given me a prescription to use it and it has 
helped with pain, anxiousness, sleep pattern and, 
surprise, surprise, it’s even slowed down the brain fog somewhat. 

Nicole: It must be upsetting to think that this has affected relationships. 
But that aside, how do you feel about taking drugs? 

Claire : I feel like I’m taking my prescription just like any other person. 

Nicole: Would you ever have thought that you would do drugs like that? 

Claire: No. Asa paramedic, I hardly even drank! And now I eat pot brownies! 
Wow, that’s a totally different me. But it works, so I will continue. 

Fig. 2.6 Excerpt of written conversation between Nicole and Claire

The artistic analyses presented in Figs. 2.4 and 2.5 are in practice nothing else than 
representations of where I truly listened to transcripts, not just listened to hear par-
ticipants’ words, but listened viscerally using my body as a tool and gauge. Creating 
the illustrated poem and the art installation therefore was an embodied activity aim-
ing at eliciting a similar embodied response in an audience. In practice, I merely 
collated objects represented within participants’ identity boxes and lines from inter-
view transcripts that spoke to me and I rearranged those in what felt like a meaning-
ful way. I was that “jack of all trades” ([38], p. 36) who consciously manipulated, 
assembled and reassembled data [39]. The result of that process is a conglomeration 
and reinterpretation of participants’ experiences. I would like to reiterate that this 
creative analysis sits alongside the theorisation from traditional coding, as each 
form of analysis plays a different role and has a different purpose. Conventional 
analysis supports cerebral, academic, scholarly understanding and engagement, 
whereas the creative analysis aims at making emotive connections between the par-
ticipants, researchers and audiences.

2.5  Practical Considerations for Using Arts-Based 
Approaches in Research

In the current environment of academia, the role and position of arts-based 
approaches are ambiguous. The use of arts-based approaches, such as photo- 
elicitation [42] or photovoice [43], is becoming more mainstream, as are the 
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discourses around arts-based research frameworks. However, the way that research 
is reported remains somewhat implicit and hidden, in that visual data is often seen 
as an illustration or stimulus rather than as data per se.

A primary concern therefore has to be in relation to how we deal with data. 
Employing the methods that result in non-linear and non-uniform data means that 
data transcend traditional boundaries and therefore work on a literary level, a musi-
cal level or an artistic level. Some participants do not feel comfortable creating 
artistic representations or working with specific media and materials. For some, 
materials such as glue, paints and glitter are uncomfortable to touch, for others they 
are too much of a reminder of a child’s play, while others still worry about the 
beauty or aesthetic perfection of their creation. The use of LEGO® in these contexts 
is advantageous because many people do not associate LEGO® with an artistic form 
of creation that would need to meet the criteria of aesthetic perfection. At the same 
time, the material of the plastic bricks tends to be largely acceptable and tolerable 
even for individuals with sensory processing difficulties, while for example the sand 
of sandboxing approaches is less widely amenable. Linked to this first concern, we 
also have to start asking questions relating to ownership. As the researcher of this 
project I am exploring participants’ experiences. I formulated the research ques-
tions, and I developed the research approach and design using the creative, artistic 
forms of expression in this context. I own the research process; I own the research. 
However, the participants created their personal forms of communication and repre-
sentations of their experiences. They did so in response to my questions, but it is 
after all their work, so they should effectively own the pieces. In practice, during the 
course of research projects participants in a way relinquish their right to the owner-
ship of their outputs. This is not because I am not willing to share their work and 
give them credit, where credit is due. This is because research participants may not 
necessarily have chosen to disclose their conditions and so, their representations 
need to remain anonymous. Interestingly, debates around this kind of ownership 
within research most often occur when artistic outputs or works of arts are pro-
duced. Interview transcripts or survey responses are not considered in this same 
way, although they, too, are forms of expression and communication. There are 
researchers who offer participants the opportunity to go back over statements, which 
are intended for use in publications in order to identify whether the participants 
would be comfortable with that specific section being used. In a way, therefore, 
there is an implicit understanding that the participant owns that transcript. These 
forms of participatory decision-making are, however, rare, and in most social sci-
ences research the power differential between participants and researchers charac-
terises the relationships between the stakeholders. For me, the question of ownership 
is key to the relationship I have built with the participants. I am under no illusion 
that I have been able to fully tear down the power differential between me, as the 
researcher, and my research participants. However, having assumed the role of the 
data traveller [47], having collaborated on the representations and having engaged 
jointly in the meaning-making processes, I do feel that I am more than the objective 
researcher in that relationship. I consider the participants’ original creations as their 
work, but I am taking the liberty to use their work, recreate, modify and mould it to 
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become a representation of the bigger picture. After all, I have been entrusted with 
personal stories and narratives and I feel obliged to act on those.

In addition to managing materials and objects, researchers employing arts-based 
approaches need to be aware of additional levels of intensity that are reached 
through this kind of reflective work. Scholars recognise limitations of existing 
research methods and methodologies and therefore call for more embodied and sen-
sory approaches to research. Within the current research methodology discourse, 
data from creative methods is considered as “richer” and “deeper”, although we do 
not have any means of truly making this judgment. In reality, the data is different; it 
is not better, deeper and richer; it is different because it draws on the arts, which 
function by being evocative and provocative, thus by creating emotional responses. 
Creative methods help research participants reflect through narrowing down their 
experiences to an essence and then subsequently in the conversations elaborate to 
explore the details of these experiences. These embodied, material representations 
of experiences resulted in deeper reflections than the surface reflections commonly 
observed in the reflective practices of diaries and logs [48]. This then leads to deeper 
emotional engagement on the part of participants than an interview on its own 
would lead to. It is therefore particularly important for researchers to be prepared to 
provide the relevant support for their research participants. Although the research 
process may be experienced as cathartic or therapeutic, it is not, cannot and should 
not ever replace therapy.

Like many frameworks and paradigms arts-based research has also evolved over 
the course of time and so cannot be neatly packaged into one category. Depending 
on the focus of the enquiry, the aim of the research and the positionality of the artist- 
practitioner- researcher, there are “arts-inquiring pedagogy, arts-based inquiry, arts- 
informed inquiry, arts-informing inquiry, arts-engaging inquiry and arts-related 
evaluation” ([44], p. 5). In all of these forms of arts-based enquiries, the arts are 
used to “raise significant questions and engender conversations; to capture mean-
ings; to diversify the pantry of methods that researchers can use to address the prob-
lems they care about; and to contribute to human understanding” ([3], p. 164–172). 
Within the context of seeking understanding of pain experiences, but also to repre-
sent those experiences and thereby to create outputs that would challenge existing 
social structures, “turning to the arts and literature is often recommended as a strat-
egy” ([16, 45], p. 64). More specifically, according to Leavy [49], employing arts-
based research helps

to provide new insights and learning; to describe, explore, discover, problem-solve; to forge 
micro-macro connections; to engage holistically; to be evocative and provocative; to raise 
awareness and empathy; to unsettle stereotypes, challenge dominant ideologies, and include 
marginalized voices and perspectives; and to open up avenues for public scholarship, use-
fulness and social justice ([49], p. 21–27).

Mills [50], Bochner and Ellis [46] and Denzin [38] all talk about sociological 
research needing to connect the personal with the historical and the social. In the 

N. Brown



27

case of autoethnographies, the personal relates to the personal of the researcher, and 
thus the researcher’s own experiences. Arts-based researchers suggest that such 
connections are possible and more easily achievable through the use of arts, as the 
arts express and foster emotions and emotional responses. Through personally 
touching audiences it is possible to draw in individuals, thus to raise awareness of 
wider social and societal issues, and to cause action.

2.6  Chapter Summary

This chapter:

• Outlined the theoretical frameworks underpinning the use of arts-based 
approaches to research

• Highlighted how arts-based approaches to research reflect the metaphorical and 
embodied nature of human understanding

• Offered an insight into two research contexts that employed arts-based approaches
• Presented how data from arts-based approaches may be analysed
• Discussed practical considerations relating to the use of arts-based approaches in 

research

2.7  Learning Opportunity

Experiment with alternative forms of expression yourself, before you ask your par-
ticipants to engage with such activities. As a learning opportunity and reflective 
activity, consider your experience of headaches, and then experiment with different 
media to express that experience:

 1. Find three objects that represent your experience of a headache.
 2. Paint and draw the pain of a headache.
 3. Create a poetic form of expression about the experience of a headache.

Things to Consider When Using This Arts-Based Approach
• Not all participants will be equally confident and comfortable using arts- 

based approaches.
• The researcher needs to be prepared for emotive responses amongst par-

ticipants, as creative methods tend to lead to deeper reflections.
• Practicalities of materials are important, as not everyone will be equally 

comfortable with all media, purely for their texture.

2 “It Is …, It Stands for …, It Shows …”: Arts-Based Representations in Data…



28

References

1. Fraser KD, Al Sayah F. Arts-based methods in health research: a systematic review of the 
literature. Arts Health. 2011;3(2):110–45.

2. Leavy P, editor. Handbook of arts-based research. Guilford Publications; 2018.
3. Barone T, Eisner EW. Arts based research. Sage; 2011.
4. Kara H. Creative research methods in the social sciences: a practical guide. Policy Press; 2015.
5. Horgan D.  Child participatory research methods: attempts to go ‘deeper’. Childhood. 

2017;24(2):245–59.
6. Brown N. Exploring the lived experience of fibromyalgia using creative data collection meth-

ods. Cogent Soc Sci. 2018a;4(1):1447759.
7. Brown N. Identity boxes: using materials and metaphors to elicit experiences. Int J Soc Res 

Methodol. 2019a;22(5):487–501.
8. Brown N. The ‘I’ in fibromyalgia: the construction of academic identity under the influence 

of fibromyalgia. Unpublished doctoral dissertation, University of Kent, Canterbury, Kent, 
UK; 2020.

9. Brown N. Video-conference interviews: ethical and methodological concerns in the context of 
health research. SAGE Research Methods. 2018b.

10. Brown N, Leigh J.  Concluding thoughts: moving forward. In: Brown N, Leigh J, editors. 
Ableism in academia: theorising experiences of disabilities and chronic illnesses in higher 
education. UCL Press; 2020.

11. Brown N. Introduction: being “different” in academia. In: Brown N, editor. Lived experiences 
of ableism in academia: strategies for inclusion in higher education. Bristol: Policy Press; 2021.

12. Ehrlich GE. Fibromyalgia is not a diagnosis: comment on the editorial by Crofford and Clauw. 
Arthritis Rheum. 2003;48(1):276.

13. Wolfe F. Fibromyalgia wars. J Rheumatol. 2009;36(4):671–8.
14. White KP, Harth M. Classification, epidemiology, and natural history of fibromyalgia. Curr 

Pain Headache Rep. 2001;5(4):320–9.
15. Ellingson LL. Embodiment in qualitative research. Taylor & Francis; 2017.
16. Williams SJ, Bendelow G.  The lived body: sociological themes, embodied issues. 

Routledge; 1998.
17. Dicks B. Action, experience, communication: three methodological paradigms for researching 

multimodal and multisensory settings. Qual Res. 2014;14(6):656–74.
18. Hurdley R, Dicks B. In-between practice: working in the ‘third space’ of sensory and multi-

modal methodology. Qual Res. 2011;11(3):277–92.
19. Jewitt C, Bezemer J, O’Halloran K. Introducing multimodality. Routledge; 2016.
20. Pink S. Doing visual ethnography. Sage; 2013.
21. Pink S. Doing sensory ethnography. Sage; 2015.
22. Leigh J, Brown N. Embodied inquiry: research methods. Bloomsbury; 2021.

Tips for Using This in Future Research Designs
• Develop a plan for when individuals shy away from specific kinds of 

expressive modes so that you have alternatives in place.
• Schedule sufficient time within the research design to enable creative 

forms of communication to develop over longer periods of times.
• Do not rely solely on the creative media, but also do not rely solely on 

interview data. The conversation and other modes of expression belong 
together and provide a unique data set in their combined form.

N. Brown



29

23. Eccleston C. Embodied: the psychology of physical sensation. Oxford University Press; 2016.
24. Scarry E.  The body in pain: the making and unmaking of the world. Oxford University 

Press; 1985.
25. Sontag S. Regarding the pain of others. Penguin Books; 2003.
26. Finlay L. Sensing and making sense: embodying metaphor in relational-centered psychother-

apy. Humanist Psychol. 2015;43(4):338–53.
27. Lakoff G, Johnson M. Metaphors we live by. University of Chicago press; 2003.
28. McKiernan AL. Do Metaphors Matter? Fibromyalgia and Women’s Embodiment. Int J Fem 

Approaches Bioeth. 2018;11(2):112–34.
29. Gauntlett D. Creative explorations: new approaches to identities and audiences. Routledge; 2007.
30. Mannay D, Edwards V. It’s written in the sand: employing sandboxing to explore the experi-

ences of non-traditional, mature students in higher education. Presented at society for research 
into higher education (SRHE) annual research conference 2013, Celtic Manor, Newport, 
Wales, UK, 11–13 December 2013. http://orca.cf.ac.uk/id/eprint/57931.

31. Tarr J, Gonzalez-Polledo E, Cornish F. On liveness: using arts workshops as a research method. 
Qual Res. 2018;18(1):36–52.

32. Bartlett R. Visualising dementia activism: using the arts to communicate research findings. 
Qual Res. 2015;15(6):755–68.

33. Brown N. Emerging researcher perspectives: finding your people: my challenge of developing 
a creative research methods network. Int J Qual Methods. 2019b;18:1–3.

34. Braun V, Clarke V. Reflecting on reflexive thematic analysis. Qual Res Sport Exerc Health. 
2019;11(4):589–97.

35. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77–101.
36. James A. Seeking the analytic imagination: reflections on the process of interpreting qualita-

tive data. Qual Res. 2013;13(5):562–77.
37. Morgan DL. Themes, theories, and models. Qual Health Res. 2018;28(3):339–45.
38. Denzin NK. The qualitative manifesto: a call to arms. Routledge; 2016.
39. Deleuze G, Guattari F. A thousand plateaus. Bloomsbury Publishing; 2016.
40. MacLure M. Qualitative inquiry: where are the ruins? Qual Inq. 2011;17(10):997–1005.
41. Brown N, Collins J. Systematic visuo-textual analysis: a framework for analysing visual and 

textual data. Qual Rep. 2021;26(4):1275–90.
42. Orr N, Phoenix C.  Photographing physical activity: using visual methods to ‘grasp at’ the 

sensual experiences of the ageing body. Qual Res. 2015;15(4):454–72.
43. Guell C, Ogilvie D.  Picturing commuting: photovoice and seeking well-being in everyday 

travel. Qual Res. 2015;15(2):201–18.
44. Baden MS, Wimpenny K. A practical guide to arts-related research. Springer; 2014.
45. Bendelow G. Pain and gender. Prentice Hall; 2000.
46. Bochner A, Ellis C.  Evocative autoethnography: writing lives and telling stories. 

Routledge; 2016.
47. Brinkmann S, Kvale S.  Interviews: learning the craft of qualitative research interviewing. 

Sage; 2015.
48. Fook J, White S, Gardner F. Critical reflection: a review of contemporary literature and under-

standings. In: White S, Fook J, Gardner F, editors. Critical reflection in health and social care. 
McGraw-Hill Education (UK); 2006.

49. Leavy P. Method meets art: arts-based research practice. Guilford Publications; 2015.
50. Mills CW. The sociological imagination. Oxford University Press; 2000.

2 “It Is …, It Stands for …, It Shows …”: Arts-Based Representations in Data…

http://orca.cf.ac.uk/id/eprint/57931


31

3Proximity, Accessibility, Sensitivity, 
Voice: The Possibilities for Arts-Based 
Approaches in Healthcare

Julie McGarry

J. McGarry (*) 
Health Sciences School, University of Sheffield, Sheffield, South Yorkshire, UK
e-mail: j.h.mcgarry@sheffield.ac.uk

Workshop artefact

3.1  Traditional Research Paradigms

As a starting point, traditionally within the world of research two main research 
paradigms have largely prevailed. These have been broadly described as positivism 
(quantitative methodologies) and interpretivism (qualitative methodologies). As 
well as describing a particular approach to research methods, for example, 
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semi- structured interviews in a qualitative study or a randomised control trial in a 
quantitative study, research paradigms have also been used to describe or define the 
epistemological and ontological positioning of a researcher. In essence, this means 
the particular stance of the researcher in relation to the nature of knowledge and 
how that knowledge may become known. These positions have also often been con-
ceptualised as occupying divergent paradigms, for example, positivism versus natu-
ralism, realist versus relativist and qualitative versus quantitative [1].

However, while individual beliefs regarding the nature of knowledge and how 
knowledge can be uncovered undoubtedly shape the way the researcher views the 
world, it has been asserted [2] that the preoccupation with notions of incommensu-
rable research paradigms [3] may jeopardise the quality of research, in terms of 
stifling dialogue regarding issues relating to the appropriateness of the chosen 
method for the field of enquiry. It may be suggested therefore that more recently, in 
research terms, the choice of research approach is for the most part informed by the 
particular research question.

3.2  Possible Limitations of Traditional Approaches

Increasingly however, the traditional qualitative approaches which arguably sought 
to explore, understand and explain the particular perspective of an individual or 
group have themselves attracted a degree of criticism in terms of their capacity to 
fully appreciate the multiple layers and complexities of social life. As such, a grow-
ing number of researchers have sought alternative ways to meaningfully engage 
with people and the social world—and this has been included through the medium 
of arts-based approaches.

Arts-based research is a hugely broad term and as Nicole Brown highlights in her 
chapter in this book:

Arts-based approaches are employed because they allow researchers get closer to the par-
ticipants’ experiences and emotions, because they help participants express experiences 
differently, and because they support participants’ processes of reflection and meaning- 
making. The benefits of arts-based approaches are therefore undisputed and often sum-
marised as enabling richer, deeper data.

These sentiments have also been echoed within the wider literature with Foster 
(2007) [4] describing her rationale for using an arts-based research approach as tak-
ing ‘into account a host of standpoints as well as capturing the complexities and not 
least, the beauty of life ….the research process is every bit as key as the resultant 
findings’ (p. 363). Leavy (2015) [5] further supports this approach in describing the 
‘synergies between artistic and qualitative practices’ (p. 18): for example, high-
lighting that both seek to provide sensitive accounts of people, their situations and 
their lives in order to challenge dominant discourses and expose bias.
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3.3  The Voice of the Individual

Importantly, arts-based approaches offer a media through which participants may 
feel empowered to share their experiences through their own accounts rather than 
that of the researcher. This is arguably of central importance within the sphere of 
research that may be deemed ‘sensitive’, for example in hard-to-reach group or 
where the voices of participants have been largely unheard. In my own research, this 
approach has proved invaluable when working with those who have experienced 
domestic abuse as I will go on to explain shortly.

The use of arts-based research approaches as a way of exploring the lived experi-
ence of individuals therefore is also now recognised both within postmodern quali-
tative research methods [6] and within the context of informing professions in 
everyday practice. It has been argued that the value of personal narrative, for exam-
ple, lies in the reframing of the discourse of health and illness from one which is 
professionally dominated to one which holds the most meaning for the individuals 
concerned [7]. A deeper exploration of these facets alongside examples from the 
author’s own work forms the basis for this chapter.

3.4  ‘Unlocking Stories’: Older Women’s Experiences 
of Domestic Abuse

So far, I have provided a brief introduction to arts-based approaches while also rec-
ognising the breadth of ‘arts’ that are at the disposal of those involved in an arts- 
based research project as are detailed throughout this book. I would now like to 
introduce ‘Unlocking Stories’—the reference to the open-access resource in this 
section of the chapter is located in the resources at the end of this chapter.

The background to the project was based on the relative paucity of published 
research which focused on the particular situation of older women as survivors of 
domestic abuse. As a healthcare professional myself and with members of the proj-
ect team we had increasingly identified the absence of older women within the 
wider domestic abuse discourse as a significant deficit in our understanding and 
especially given the health impact of domestic abuse throughout the life course. The 
project team, i.e. the older women as survivors of domestic abuse, a specialist wom-
en’s organisation, a qualified drama practitioner and members of the academic 
research team, worked together to explore the experiences and impact of domestic 
abuse from the particular perspective of the women themselves. A 1-day workshop 
was co-facilitated by members of the project team and an independent drama prac-
titioner. We chose a group workshop approach rather than individual focused ses-
sions as we wished to provide a supportive and creative space where women could 
work together in a group activity. The workshop was situated in a neutral venue that 
had all of the required facilities and was also accessible for all participants in terms 
of personal safety and anonymity. We were supported by the women’s specialist 
organisation throughout the project and this included follow-up support at the con-
clusion of the project.
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Older women who were survivors of domestic abuse were invited to take part in 
the project through a local specialist women’s organisation. A poster-style invitation 
advertising the details of the study was distributed within the women’s organisation 
with my contact details for women who wished to discuss the possibility of taking 
part in the workshops in more depth. For personal safety reasons, for example the 
poster advertised the date of the workshop, the information was only distributed 
through the specialist organisation. In total, five older women responded to the 
poster invitation and, following the receipt of further information, agreed to partici-
pate in the project.

3.5  Our Overarching Approach to the Workshops

Survivors of any and all abuse become very good at anticipating the mood of others, looks, 
actions, all of it in an effort to survive.

Believing that if we can be agreeable, be compliant and loving, do things how they want, 
that we will be safe.

This becomes our way of life (Darlene Ouimet, Emerging from Broken) [7]

3.6  Letting Go …

The above quote informed the project teams about the overarching philosophy and 
approach to the workshop facilitation. It was felt that this quote was particularly 
pertinent as many women who have experienced domestic abuse may not feel that 
they have anything to offer or that their opinions and thoughts have little value. In 
practice, ‘letting go’ meant jettisoning any notions among the project group of the 
need to obtain a particular ‘result’ from the workshop. Therefore the aim was to 
facilitate a participant-led environment where the women could express them-
selves freely.

3.7  Creating a Survivor: The Use of ‘Persona’

At the commencement of the workshop we utilised a persona approach as a first 
group exercise. A persona is a fictional person created by a particular group where 
the persona has particular characteristics or attributes. This approach has been uti-
lised in a number of disciplines previously and is described in detail by Parveen Ali 
in Chap. 10. We used this approach as the women had not worked together before 
and it was felt to be non-threatening, enabling the group to begin to work together 
without feeling that they needed to disclose personal information about themselves. 
In practice creating a survivor entailed one of the project teams (authors) lying 
down on a large piece of paper. We invited someone to draw around this person. 
When they had finished the project team members stood up and we were left with 
an outline shape. We explained that this was the outline of a survivor of domestic 
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abuse. The women decided if she was in the relationship or away from the relation-
ship. All the women said that she was in the relationship. We asked the women to 
name her in order to disassociate themselves from her. They named her Rachel. We 
asked the women seven questions about Rachel. The questions, developed by the 
drama practitioner, were informed by her previous work with hard-to-reach com-
munity groups:

• What she knows about herself?
• What she thinks about herself
• What she thinks others might think?
• What she thinks others might say?
• What she hopes for?
• What she has not discovered? What does not she know?
• What else?

Initially the women in the workshop gave their answers as if they were Rachel. 
However some of the women very quickly moved on to their own experiences. For 
example, one woman said that Rachel was worried that people would not like her 
partner if they knew the truth (that he was the perpetrator of abuse). She then went 
on to tell us that this was the case with her situation. She told us that people liked 
her partner and she had not wanted them to know the truth in case they would not 
like him anymore. During the discussion the women in the group identified a num-
ber of key themes associated with Rachel and these included ‘not being believed’, 
‘lacking the financial independence to leave’, the health impact of abuse including 
physical symptoms, ‘a lack of energy’ and mental health issues, ‘feeling depressed’, 
‘blaming herself’, ‘it’s her fault’ and ‘feeling stupid for letting it happen’. The 
women said that Rachel ‘wanted the abuse to stop’ and that she ‘worried about los-
ing her family if anyone found out’.

Facilitating an exercise like this early on in the session enabled the women to 
discuss Rachel, potentially using their own experiences as reference. In practice it 
worked especially well in terms of ‘breaking the ice’ within the group as all of the 
women were able to discuss the issues raised and were supportive of each other. Not 
all the women moved on to talking about their own experiences but that did not mat-
ter because we had not asked them to.

3.8  Cut Up Poem

The women worked in two small groups. We explained that we would like the 
women to respond to a series of questions with no more than a one-line written 
answer. We asked the women in the group to write down their answers and then to 
tear off each of their answers as slips of paper to be folded and placed in the centre 
of our workspace table. We asked the following questions about surviving:
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• What is surviving?
• What does it feel like?
• Think about a survivor … what do they look like?
• What do they hear?
• What do they see?
• What do they say?

At the end of the exercise each group had a series of paper slips in the centre of 
the table. The women then read out the individual contributions and then chose 
8–10 in order to create a poem. They did this collectively and with mutual respect 
for each other’s opinions. They then were invited to edit the poem if they wanted to. 
The women created the poems ‘One day at a time’ and ‘Silent’.

One day at a time
A weak person who ceases to exist.
Overwhelmed, anxious, depressed, hopeless and confused.
Trying to stay safe, financially and emotionally holding it all together.
Just getting through another day living one day at a time.
Worried, sad, wishing things could have been better.
Wondering if she would make the right decision.
She is glad to be out of it.
Sorry.
Silent
I think about surviving. I am trapped in this way to live my life. Dark dwells 

around me.
I hear sounds like a knife scratching or chains are rattling.
Waking up in the morning breathing.
Surviving is living a day at a time.
The women with pale skin and black eyes.
She perhaps laughs a bit.
Peace and silence birds singing.
Smiley faces things around me.
My heart beating.
The woman does not like to talk, she is silent.
Happier, she has done something for herself

3.9  Clay Models

During the workshop we asked the women participants if they would like to use 
some of the arts materials that we had taken along to the workshop. The women 
chose to work with clay to model ‘Surviving’. Each of the women interpreted this 
one word in very different ways. Again by not having an expectation and leaving the 
invitation open for interpretation the women produced very different clay models. 
Five clay models were created during the workshop day:
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Nightmare man
Tears in my heart
Trapped
Be yourself
Bowl of lives goods

After the women had created their models they were invited to talk a little about 
what they had created and why. Nightmare man depicted one survivor’s ex-partner 
and the perpetrator of domestic abuse. She explained that she had chosen to use 
small sharp sticks for the hands and mouth as this represented his verbal and physi-
cal violence. She stated that she had called the model ‘nightmare man’ as he ‘still 
scared her all these years later’. If she saw him in the street she would ‘jump on a 
bus [to get away from him] and go to places she didn’t want to go’. Tears in my heart 
was a clay model of a broken heart and the participant who had made this model 
described the mental and physical pain of both being in and leaving an abusive rela-
tionship and of not being able to trust others. This participant had also created the 
trapped model which depicted a woman crouching in a cage which had been deco-
rated with flowers. The participant spoke of the veneer of a ‘normal married life’ but 
beneath the veneer how she had been trapped and the impact that this had exerted on 
her mental health and well-being. Be yourself was a model of a Buddhist monk and 
the participant who created this model spoke of the ‘lies’ of living in her abusive 
relationship, how she felt unworthy and ‘not good enough’ and how she was unable 
to trust people. She spoke of her perceptions of Buddhist monks as not judging 
people, of being open and honest and accepting. The bowl of lives’ goods was 
described by the participant who made it as trying to make sense of her situation and 
trying to rebuild her life after she had left the abusive relationship.

3.10  The Individual Poems

We laid out a stone, a crumpled tissue, a key, a candle and a ball of string. We asked 
the women to choose an object. We then asked them to answer a series of questions 
AS the object. Questions focused on the object in relation to their functionality, 
purpose, where they had been before, where they are now and how they would be 
remembered. These objects were chosen as they could not lead one way or the other. 
For example, a key can open and close, be lost and be found, and a rock can be 
perceived as hard and immovable or strong and beautiful. The same with the other 
objects. Relating this back to the ‘lack of expectations’ we tried to make sure that 
the objects were not leading in any way. It was only when the women shared their 
poems that they became aware that they had written a poem. This approach was 
drawn from the earlier work that (drama practitioner) had facilitated with the poet 
and playwright Kevin Fegan (2016) who used the group poem idea successfully 
with a group of hard-to-reach young people. The poems created are below:
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The Key
I am a Metaphor for some of the most important things in life.
I am a bit cold but I am shiny and new.
I have learned to stop comparing myself as a criticism and only as a tool for 

learning from.
I would hope that the others may only seek to understand me rather than com-

pare with me.
If they see me shining then it’s great.
I would like to find the secret lock to open the right doors to my future.
I dream of a shiny new lock to fit with as a pair, to open a whole world of dreams.
I am scared of getting lost, not fitting or finding my purpose.
The rock next to me is solid and natural. It can be formed with the weather and 

seasons.
I am man made and look for my natural state.
I was waiting to be moulded, pressed and shaped into my current form.
I can be worn down or melted and reshaped from my natural shape or cur-

rent form.
I feel like I’m revisiting my past life but realise I am still in the same shape, a 

little vulnerable but still can shine.
I am here now to unlock a little bit more.
The secret to unlocking your heart is with a shiny new key.
I am string
I am string.
Wound up.
Not as strong as some, not as thick as others!
Others think I hide myself in layers.
To be unravelled gently and not tied up in knots.
Being free and not bound.
Getting burned!
I can hurt me, I can soothe me.
I was part of a living thing.
Ready to be useful.
To make people think!
Used by many-everybody’s saviour.
Tissue
I am a tissue/handkerchief.
Tired and wet.
Not so strong and keep breaking up.
They think I am weak and unreliable.
I would like to be strong like the others and trust myself.
It dreams about the past, what’s happened how frightened it was.
What is going to happen in the future?
I feel it is strong and plenty of it.
I was in a box.
On my own lonely, tired and wet.
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The Rock
I am a stone (a rock).
I am absorbing spring sunshine and warming up in a daytime.
I am strong and solid inside and warm when the weather is sunny, I am eternity.
They think I am cold, ugly and a bit of dangerous.
I would like to be a part of a wall of a castle.
I dream about a butterfly sitting on me enjoying sunshine.
I am scared of being demolished (broken) by a big hammer.
I feel that key is much more important, intelligent and useful than I am.
Before I was in the deep lake (floor) now I feel dry and enjoying a lot of fresh air 

and sunshine.
I am here because a fate changed my placement.
Epitaph will be written on me. I am eternity.

3.11  Chapter Summary and Considerations 
for the Researcher

In this chapter I have commenced with a brief overview of traditional research 
methods and the growing interest in alternative forms of enquiry. I have then intro-
duced one digital resource ‘Unlocking Stories’ and its use of a participatory arts- 
based research within the context of domestic abuse and older women. The value of 
this approach cannot be underestimated. For example, the women participants spoke 
of how they valued being able to share their experiences in a supportive environ-
ment, and to know that other women had experienced similar feelings and that they 
were not alone. Importantly, the fluidity of the potential materials available to facili-
tate workshop discussions meant that both the representations through which the 
women spoke and the primacy of their voices, over those of more traditional 
researcher accounts, were in evidence throughout. In addition, for us as a group of 
women sharing our experiences, the workshops were highly valued by both partici-
pants and researchers. The women themselves developed the poems and clay mod-
els and had chosen the medium through which to work—we had also taken other 
materials along to the workshop so that women could decide on the day. We feel that 
this was a strength of this initiative in that the voices of survivors had taken prece-
dence over more traditional professional or academic accounts as previously 
described. Facilitating older women participants to use their own words was also of 
central importance and as identified earlier the language that women use to describe 
their experiences does not necessarily concur with professional discourse. Our 
experiences of the workshops and of hearing women’s stories of surviving will stay 
with us for a long time and have helped to shape our future practice.

I would also like to conclude this chapter by emphasising that arts-based 
approaches arguably also entail a shift in the more traditional power dynamics of the 
researcher-participant relationship and for those who wish to consider similar 
approaches there are a number of issues to consider; for example, in our study (and 
unlike more traditional research endeavours) the artefacts remained with the women 
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themselves and could be withdrawn or removed at any point in the project. The time 
component of this approach also cannot be underestimated. While the workshop 
itself was one day in duration we held four workshops in total—the first being an 
introduction to the project and the final two for the women to shape the final 
resource. These are just two among many elements that need to be explored by those 
who may be considering similar approaches in the future.

3.12  Reflective Exercise

We now invite you to access the open-access resource Unlocking Stories and to 
work through the resource using the word cloud to guide your reflection. The 
resource can be accessed in the below link: https://www.nottingham.ac.uk/helmo-
pen/rlos/safeguarding/unlocking- stories/.

Permissions and Acknowledgements An academic paper based on the original project 
‘Unlocking Stories’ has been published in the Journal of Psychiatric and Mental Health Nursing 
and materials in the original paper have been reproduced in this chapter with the kind permission 
of the journal.
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Meet Jennifer: Persona created in a research study exploring domestic violence and abuse

•  I was born in the UK and live with my husband 
and our year-old son. We have many friends and are 
a sociable family who like to go out together. 

• I work afternoon shifts in a call centre and look 
after my son. I have no control over my finances or 
access to money. All my money must go to my 
husband, even what I earn. 

• I know this is not the case with my friends who 
have more equal say in financial and family 
decisions, with their husbands. 

• My husband is never physically abusive, 
but I often feel intimidated by him.

4.1  Introduction

Conducting research, in any setting, is a complex process. It requires commitment, 
tenacity and different skills from researchers in the various phases of research. This 
stars from inception when crafting a research proposal to writing the final research 
report or preparing an article for a peer-reviewed journal. All these phases require a 
lot of organisation and planning, but the data collection phase can be extremely 

© The Author(s), under exclusive license to Springer Nature 
Switzerland AG 2022
K. Hinsliff-Smith et al. (eds.), Arts Based Health Care Research:  
A Multidisciplinary Perspective, https://doi.org/10.1007/978-3-030-94423-0_4

mailto:parveen.ali@sheffield.ac.uk
https://doi.org/10.1007/978-3-030-94423-0_4


42

challenging regardless of the type of methodology used. Challenges range across 
difficulties in recruiting participants, ensuring that methods are appropriate and col-
lecting enough useable data. The type of methodology used becomes even more 
important if the issue under investigation is a sensitive one and requires use of a 
qualitative approach and in-depth exploration of participation viewpoints. Defining 
sensitive research is not always clear-cut. It can be a matter of debate and controver-
sial as talking about one’s personal life and especially private issues can be consid-
ered sensitive by some, but not others. However, sensitive issues are referred to as 
those issues, topics, memories and experiences that have the potential to cause harm 
to participants by eliciting powerful emotional reactions such as sadness, embar-
rassment, shame, anxiety, fear, stress, anger or trauma [1]. Sensitive research may 
have similar impacts on the researchers involved in the work. As such, engaging in 
sensitive research has implications for researchers and participants [2].

There are many different examples of sensitive research, and these may include 
research on topics such as HIV (human immunodeficiency virus), AIDS (acquired 
immune deficiency syndrome), mental health problems, domestic abuse, sexual 
abuse, child abuse, death and dying [3]. There could be additional issues that may 
be too embarrassing to discuss for the participants or approach for researchers 
regardless of their knowledge or years of research experience. Use of vignettes and 
scenarios can be very useful in such instances as they allow participants to focus on 
the situation mentioned in the vignette or scenario rather than having to discuss or 
disclose personal experiences or views. However, the detached nature of a vignette 
or scenario can mean that the participants may not fully engage with the person or 
situation depicted in the scenario and, therefore, may not be able to fully and deeply 
analyse their own experiences, feelings and viewpoints. Consequently, they get less 
chances of reflecting on their own situations, feelings and experiences and convey-
ing it to the researchers.

An alternative technique to tackle this issue in research is the use of personas or 
pen portraits. Personas or pen portraits are used to identify, understand and address 
the needs, motivations, attitudes and behaviours of specific individuals or groups in 
a community. A persona is a fictitious character created by the research participant 
representing a larger group and provides details of their personal characteristics, 
experiences, impacts of those experiences, goals, aims and objectives. Development 
and use of personas or pen portraits allow participants to explore and share their 
views, concerns and experiences by creating a new person and explaining their 
views through that person. As participants can explore issues in relation to the per-
son described in the pen portrait, it helps them to detach and attach themselves with 
the persona simultaneously to make it easier for them to talk about sensitive issues 
affecting them and others surrounding them. In this chapter we are going to explore 
how personas or pen portraits can be useful as a method to encourage the use of 
creative thinking, imagination and storytelling to facilitate discussions around sen-
sitive issues. Examples from projects will be used to help explain how the method 
was used in practice. The chapter aims to explore definition of personas and pro-
vides a short history and an overview of the method, describing its origins and 
usefulness.
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4.2  Personas and Scenarios

As mentioned earlier personas are fictitious characters that represent the needs of a 
specific group with regard to their experiences, aims, objectives, goals and personal 
characteristics [4–6]. A persona consists of a persona description and a goal. It can 
be brought to life by giving them a name, a life, a personality as well as a picture or 
a silhouette. Meet ‘Jennifer’, a persona we created in a research study exploring 
domestic violence and abuse.

Personas were originally used in the field of user-centred design, marketing and 
branding. The concept or the method has been used with different names for quite 
some time. Various terms used included user archetypes [7], user models [8, 9], 
lifestyle snapshots [10] and model user [11]. The term persona was coined by Alan 
Cooper [5] in his book titled ‘The Inmates Are Running the Asylum: Why High-
Tech Products Drive Us Crazy and How to Restore Sanity’ (1999) within the field 
of product development. Cooper [5] believed that product designers often have an 
unclear, insufficient sense of their intended users and, as a result, they typically base 
scenarios on people like themselves. This results in a designed product which may 
not meet the needs of the consumer. So, Cooper proposed the concept of personas 
and his ‘goal-directed design’ provided a focus through the creation of fictional 
personas whose goals form the basis for scenario creation. Cooper’s early personas 
were rough sketches, but over time Cooper’s method evolved to include interviews 
or ethnography to create more detailed characters. Other researchers and practitio-
ners also promoted the use of abstract representations of users to guide design: user 
profiles and scenarios derived from contextual inquiry [12, 13], and classes of ‘user’ 
were fleshed out into ‘user archetypes’ [7]. Like Cooper, they used these representa-
tions as a basis for scenario construction.

Personas are heuristic devices that consist of narrative portraits encapsulating 
key traits of individuals in different ‘segments’ of the community and their relation-
ship to the issue of focus [4, 14]. These act as alternatives to real-life users during 
project development phases in situations where real-life users are not easily 
accessed. This allows the designers to concentrate on designing for an imagined set 
of personas. Personas differ from scenarios or vignettes, which provide details of 
the circumstances in which personas are situated. In combination, these two ele-
ments can help the project designer think about the end user of the project and the 
circumstances in which they are going to use the product. Each persona has several 
goals they want or need to reach, and the scenarios are written to show how the 
persona could accomplish these goals using the product or system being designed 
[5, 6]. In design research, personas help designers determine which functionality the 
product or system needs to include if it is to meet users’ needs, and when it comes 
to the design of prototypes and interface, these, with the support of scenarios, help 
designers focus on user needs and achieve a design that suits their needs.
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The use of personas and scenarios in research, and especially participatory 
research, that aims to create some intervention, product or tool kit, has considerable 
potential. Integrated into research methods, the use of personas and scenarios could 
help participants to share their thoughts, feelings, concerns, needs, response to ser-
vices or other aspects of the phenomenon under study without mentioning them-
selves at all or having to share examples from their own life and experiences in a 
supportive environment. In the following, we provide two example projects where 
personas were used differently.

Case Study 1
My (PA) first exposure to persona and persona development was in a project that 
involved experts from the field of user-centred design. The aim of the project was to 
develop and produce culturally appropriate information resources to promote 
informed reproductive choices among families practising cousin marriage who are 
at risk of genetic disorders [15]. In this project the aim was to create a resource to 
reflect the needs of the community to improve genetic health literacy. The target 
population was Pakistani or British Pakistani and the researchers believed that the 
genetic health literacy initiative would raise awareness and understanding of the 
issues among local Pakistani people. The researchers felt that it would prompt those 
who needed more information about their individual circumstances to visit their 
general practitioner, who could then refer them on to specialist genetic services, if 
appropriate. It was believed that a co-productive approach could help to ensure that 
interventions—including those aimed at enhancing health literacy—reflected the 
diverse needs, values and wishes of different population groups. The team consisted 
of multilingual public health researchers, two experts in user-centred design, an 
anthropologist and a product designer. They actively involved representatives from 
community organisations, community leaders, religious leaders and lay members of 
the community. Health professionals, including genetic counsellors and geneticists, 
were also key to the co-production process as they contributed as ‘co- experts’ at 
appropriate points along the development of the information resource [15].

The research team drew on ideas from three types of inquiry—social marketing, 
culturally competent participatory investigation and user-centred healthcare design 
[16–18]. Qualitative data, collected through individual interviews and focus group 
discussions, helped the researchers to understand participants’ awareness of genetic 
risk associated with close relative marriage, participant’s level of awareness and use 
of available genetic services. The data was then used to develop a series of 11 per-
sonas. The personas were created by the research team and designed to be credible 
and to characterise different people within the community and their divergent expe-
riences and understandings [14, 15]. The aim was to use personas in a series of four 
workshops to verify and extend the team’s insight into participants’ attitudes, 
knowledge and information needs. Each persona was laminated on A3 size paper. 
Each persona contained a sketched image of a person, a name and a brief statement 
(in English and Urdu) demonstrating the individual’s point of view in relation to the 
issue at hand. (Figure  4.1 provides an illustration of two of these contrasting 
personas).
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My name is Faruque
I don’t believe cousin marriages have anything to do with disability. 
My son is disabled; he has a very rare disease. When we were at 
the hospital one of the nurses told us that he is disabled because 
my wife and I are cousins, but she didn't really explain why. Later, 
when I asked the doctor in charge he said that he couldn't tell me 
exactly why my son is the way that he is.
I don't think the doctors and nurses really know much about these 
things. Some of them put all of our problems down to cousin 
marriage, but that's not the real reason.

Fig. 4.1 A persona created for a study aiming to develop an information leaflet about recessive 
genetic disorders

While the intention was to verify researcher understanding, the use of personas 
created a lively atmosphere within which participants discussed the issues freely 
and shared their own opinions and experiences generously.

The topic of cousin marriage and its relationship to recessive genetic disorders is 
a very sensitive one and engaging with the community was challenging. There was 
a history of insensitive media publicity and significant community backlash against 
interventions in other parts of the country. Given the context, an unintended out-
come of the use of personas was that it helped the research team to develop trust and 
rapport with the participants, facilitated open dialogue and encouraged involvement 
in the development of information resources, and shared ownership of the resulting 
resources.

This case study provides an example where personas were created by the research 
team, albeit using data collected from research participants. The second case study 
demonstrates how co-creation of personas helped to engender an understanding of 
the issue and the development of knowledge and information resources.

Case Study 2
Domestic violence and abuse (DVA) affect people in all communities. While there 
are specialist support services, many barriers to accessing these exist. Migrant 
women and those from black and ethnic minority (BME) communities often experi-
ence additional barriers to intervention and support, particularly around language 
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and culture. Nurses in any setting—especially primary care—can play a vital role in 
supporting women who have experienced DVA. This study explored perspectives 
from nurses working in primary care and survivors of DVA about the role of health 
practitioners and expectations around the provision of support services. The co- 
designed workshops were conducted to explore this insight and develop appropriate 
resources and strategies to enhance the support that nurses could provide to women 
in a primary care setting. The workshop explored first-hand experience to help 
researchers identify challenges and the needs of the women. The second workshop 
focused on developing ideas for the look, feel and content of a resource that would 
help primary care nurses to deliver the support that would best respond to the needs 
of DVA survivors. The sessions brought together women victims of DVA, domestic 
violence workers, nurses, GPs and specialist support workers from GP surgeries.

A range of personas were co-created where participants decided on the names 
and developed identity, characteristics and life circumstances using various exam-
ples from their own life and from observation of others.

The second workshop used information gathered in workshop one to inspire a 
design brief for our resource packs. We used storyboards to map out an ideal support 
service, including persona-specific ideation that would respond to specific circum-
stances and barriers, such as language. The workshops inspired some prototype 
resources for clinicians and a women’s community group to trial.

These two case study examples illustrate how the use of personas helped facili-
tate discussion of sensitive and difficult-to-discuss topics in two different situations. 
In both, participants engaged actively and developed trusting relationships with the 
research team. Using learning from these studies, below we discuss various impor-
tant questions that may help understand the use of personas in research for the pur-
pose of eliciting information and facilitating discussion more clearly.

4.3  What Is a Persona Based on?

A persona usually depicts a person with specific characteristics, values, belief sys-
tem, strengths and needs. However, creating a persona requires understanding of the 
needs of more than one person and therefore, in both examples above, the generated 
personas were based on a mash-up of different persons or characters. This means 
that the characteristics were extracted from different people and aggregated into one 
persona. It is this aspect of the process of constructing the persona that facilitated 
simultaneous detachment and attachment by the study participants in relation to the 
persona. The use of pictures was useful as participants felt that it brought life to the 
persona and helped them think through the issues that person must have been fac-
ing. So, for example, in the second case study, participants created a persona of a 
South Asian woman experiencing DVA.  Giving a name, a photo to the persona 
helped them think through not only various characteristics of the persona but diffi-
culties and issues that person faced when accessing services from healthcare profes-
sionals. The same was true for the persona of a nurse developed by the participants. 
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A similar approach is reported when personas are used for designing products as 
illustrated from the following quotes from practitioners: ‘We may start with a real 
person, but then add characteristics of other similar stakeholders’. ‘You can’t base 
it off of one person (unless your user group is 1 person, then you wouldn’t really 
need a persona) because you can’t find commonalities between a user group with 
one person’ ([19], p. 440).

4.4  What Shapes a Persona?

Chang et al. [19] state that within the context of user-centred design, the data for the 
persona comes from field research regardless of whether it comes from one person 
or a group of people. They also state that ‘… in practice, the content of a persona 
might not come only from user studies, but also from the designer’s assumptions, 
experiences and other possibilities’ (p. 440). When the purpose of a persona is facil-
itation of discussion and clarification of concepts within the context of qualitative 
research on sensitive topics, a persona can be generated through three mechanisms:

 1. Personas may be developed using the findings of available research studies on a 
given topic.

 2. Personas can be developed following collection and analysis of the qualitative 
data by researchers as explained in the case study one and used for further data 
collection.

 3. Personas are developed with the help of participants during participatory work-
shops and used simultaneously to generate discussion and analysis of the topic 
under investigation.

Regardless of which approach is used, personas can be refined and developed 
further as the project or data collection progresses in a research study. Involving 
research participants in the co-creation of personas can be productive, creative and 
insightful as it makes the generation of rich personas relatively quick. At the same 
time, it allows participants to engage in the research study and develop confidence 
in sharing not only their personal views about issues but their own personal experi-
ences too.

4.5  A Qualitative Research Method and Narrative Technique

Personas are a versatile technique in qualitative research and can be used success-
fully in narrative approaches. The term ‘narrative’ has many meanings and defini-
tions in research, and there is a tendency to overuse the term in qualitative studies 
[20]. For the purposes of this chapter, we are interested in how personas are a form 
of narrative in that they tell a story. Narratives are produced by people in relation to 
social conventions and norms and therefore in the very construction of a persona the 
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people doing the constructing often reflect (wittingly or unwittingly) their own 
norms, beliefs, culture and, in some cases, other aspects of their identity or experi-
ence. In this way, the analysis of a persona can help to explore the interplay between 
the individual and society [21]. As researchers we can learn about people from the 
form (the product) and the process of creating the persona. A persona supports a 
design team to come to a consensus when it comes to user images, and that a per-
sona is used dynamically according to designers’ preferences and design contexts. 
In relation to what is seen as the common steps of creating a persona, our study 
indicates that the design team adapts the technique of personas to themselves.

Visual forms of storytelling, such as personas, are underused in narrative research 
in comparison with written or spoken accounts, but we advocate for the use of per-
sonas in sensitive research when the subject itself (e.g., domestic abuse) can be hard 
to speak about. Shaw and Holland [22] argue that narrative in research falls into four 
categories and, as such, the use of personas can also be categorised in different ways:

 1. Narrative as knowledge: the persona can tell a story and enable the researcher to 
understand the social world of the research participant (that is, enabling the 
research to ‘walk in the shoes’ of others).

 2. Narrative as co-production: whether undertaken by the research team (Case 
Study 1) or by research participants (Case Study 2), when created by more than 
one person, the construction of a persona has value in the process of co- 
production. When a person is created by an individual, arguably, there is still a 
process of co-production as the creator is mindful that there will be an audience 
for the persona (the product). Co-production can be enlightening and empower-
ing with the focus on the process rather than the end result.

 3. Narrative as a research product: a persona is a form of narrative as it tells a visual 
story. There may be accompanying text which adds further context and detail.

 4. Narrative forms: a persona is a visual form of narrative, and any narrative can be 
analysed as a story in their own right, with a structure and character/s, and as 
fitting into a particular genre. Analysis can focus on specific narrative devices 
such as plot or metaphor.

As noted earlier, in constructing a persona, research participants can engage with 
their experiences, ideas or beliefs indirectly. As such, a persona can represent differ-
ent participants and contain multiple narratives. Put another way, the persona can 
reflect multiple voices. In narrative research this is also described as being ‘polyph-
ony’, that is, having a diversity of simultaneous points of view and voices [23]. 
Depending on its use, this can be advantageous particularly if this is the end product 
of research. It can also be useful if it is used as a tool to elicit responses from partici-
pants as responses may be diverse.

P. Ali and M. Rogers



49

4.6  Conclusion

The use of personas, as outlined in this chapter, provides an alternative approach to 
qualitative research using a narrative technique. The chapter documents some pos-
sibilities in the creation and use of personas. The focus is on exploring existing 
multiple uses and evaluation of ways of usage. The case studies illuminated both the 
way that practitioners develop personas and the ways in which researchers can 
engage with participants to co-create personas. The results suggest that designers 
use personas in creative and flexible ways not always in line with the original inten-
tions of personas. For instance, personas might be generated based on designers’ 
own thoughts and experiences, instead of on user research results. Personas might 
not be completed until the very end of a design process, instead of right after user 
research. Personas might not be documented on papers but still exist in designers’ 
minds to influence the design outcome. The findings suggest that practitioners keep 
developing alternative ways of enabling design tools that benefit their own purposes 
and contexts, based on their own reflection and experiences.

References

1. Renzetti C, Lee RM, editors. Researching sensitive topics. Newbury Park: Sage 
Publications; 1993.

2. Dickson-Swift V, James EL, Liamputtong P.  Undertaking sensitive research in the health 
and social sciences: managing boundaries, emotions and risks. Cambridge: Cambridge 
Medicine; 2008.

3. Chan TMS, Teram E, Shaw I.  Balancing methodological rigor and the needs of research 
participants: a debate on alternative approaches to sensitive research. Qual Health Res. 
2017;27(2):260–70.

4. Cooper A. The origin of personas. The Cooper Journal. Online Blog; 2003.
5. Cooper A. The inmates are running the asylum. Indianapolis, IA: SAMS/Macmillan; 1999.
6. Pruitt J, Adlin T. The persona lifecycle: keeping people in mind throughout product design. 

Elsevier; 2010.
7. Mikkelson N, Lee WO. Incorporating user archetypes into scenario-based design. Proc. UPA 

2000; 2000.
8. Hasdoǧan G. The role of user models in product design for assessment of user needs. Des Stud. 

1996;17(1):19–33.
9. McGraw KL, Harbison K. User-centered requirements: the scenario-based engineering pro-

cess. CRC Press; 2020.
10. Arlov L. Lifestyle snapshots: solving the context problem for wireless design. The webzine for 

interaction designers. 2000.
11. Nielsen, L. Personas-user focused design (Vol. 1373). London: Springer; 2013.
12. Beyer H, Holtzblatt K. Contextual design. Morgan Kaufmann; 1998.
13. Tahir MF Who’s on the other side of your software: creating user profiles through contextual 

inquiry. Proc. UPA ‘97; 1997.

4 Use of Personas and Participative Methods When Researching…



50

14. Tod AM, Lusambili A, Homer C, Abbott J, Cooke JM, Stocks AJ, McDaid KA. Understanding 
factors influencing vulnerable older people keeping warm and well in winter: a qualitative 
study using social marketing techniques. BMJ Open. 2012;2(4):e000922.

15. Ali P, Salway S, Such E, Dearden A, Willox M.  Enhancing health literacy through co- 
design: development of culturally appropriate materials on genetic risk and customary con-
sanguineous marriage. Prim Health Care Res Dev. 2019;20:E2. https://doi.org/10.1017/
S1463423618000038.

16. Bowen S, McSeveny K, Lockley E, Wolstenholme D, Cobb M, Dearden A. How was it for you? 
Experiences of participatory design in the UK health service. CoDesign. 2013;9(4):230–46.

17. Das A, Svanæs D. Human-centred methods in the design of an e-health solution for patients 
undergoing weight loss treatment. Int J Med Inform. 2013;82(11):1075–91.

18. Wallerstein N, Duran B. Community-based participatory research contributions to intervention 
research: the intersection of science and practice to improve health equity. Am J Public Health. 
2010;100(S1):S40–6.

19. Chang YN, Lim YK, Stolterman E. Personas: from theory to practices. In Proceedings of the 
5th Nordic conference on Human-computer interaction: building bridges. 2008. p. 439–442.

20. Chase SE. Narrative inquiry: multiples lenses, approaches, voices. In: Denizen NK, Lincoln 
Y, editors. Sage handbook of qualitative research. Thousand Oaks: Sage Publications; 2005.

21. Squire C, Andrews M, Tamboukou M. Introduction: what is narrative research. In: Andrews M, 
Squire C, Tamboukou M, editors. Doing narrative research. London: Sage Publications; 2008.

22. Shaw I, Holland S. Doing qualitative research in social work. London: Sage Publications; 2014.
23. Czarniawska B. Narratives in social science research. London: Sage Publications; 2004.

P. Ali and M. Rogers

https://doi.org/10.1017/S1463423618000038
https://doi.org/10.1017/S1463423618000038


51

5Photo-Elicitation: Unleashing Imagery 
in Healthcare Research

Lucian Hadrian Milasan

L. H. Milasan (*) 
Nottingham Trent University, Nottingham, UK
e-mail: Lucian.milasan@ntu.ac.uk

Taking nature in through the lens of the camera. © Lucian Milasan

5.1  Introduction

A picture is worth a thousand words—the old adage goes. For qualitative research-
ers who traditionally rely on language to convey meanings, this is an advantageous 
transaction in the current context of staggering levels of visual information. It is 
estimated, for example, that approximately half a billion photos are added every day 
to social media platforms, without counting videos that are currently on a rising 
trend. Unsurprisingly, this represents only a small fraction of the avalanche of visual 
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data to which we are subjected daily. This goes without mentioning mental images 
that we generate during our lifetime and store in memories often triggered by visual 
stimuli, including photographs or other image representations of our lived experi-
ences. The crucial role that mental imagery plays in memory processes may explain 
why it has been successfully embedded in therapy to promote self-discovery, 
empowerment, and personal growth [1]. Although this may be a fascinating area of 
interest for psychotherapists, this chapter focuses solely on the use of images in 
healthcare research, with the purpose of generating data that could support the 
exploration and analysis of various lived experiences, perceptions, and attitudes. 
The umbrella term used here for photographic approaches to research is photo- 
elicitation defined as a technique consisting of embedding photographs into inter-
views and focus groups with research participants to elicit their thoughts, feelings, 
and memories in relation to phenomena under investigation [2].

Photo-elicitation evolved from sociological and anthropological inquiries to an 
innovative method that is increasingly used in health, psychology, and education 
research. The intersection between photography and research is a natural conse-
quence of the continuous development of a universal visual language through the 
use of technology widely accessible in the form of smartphones, tablets, and photo 
cameras. However, the roots of photo-elicitation can be traced back in the 1950s 
when John Collier, an American researcher and photographer, was the first to coin 
this technique as photo-elicitation. In his seminal article “Photography in 
Anthropology: A Report on Two Experiments”, Collier [3] advanced photography 
in support of social science research, particularly as an aid to interviewing and cor-
roborating photographs with field notes.

Since Collier, photography has been creatively incorporated in research along 
with the development of photographic techniques over the years. In addition to 
photo-elicitation, auto-photography [4], photovoice [5–7], photo-essay [8], photo- 
ethnography [2, 9], photo-narratives [10], photo novella [11, 12], and photo-diaries 
[13] have been widely used in research. Embedding images into the research pro-
cess is central to all these approaches, which may cause confusion when deciding 
which photographic techniques are best fit for various research purposes. It is not 
the aim of this chapter to nuance the particularities of each method, but some obser-
vations are warranted. For instance, although considered by some authors as a form 
of photo-elicitation [14], photovoice is differentiated here as a type of participatory 
action research used predominantly with marginalised and hard-to-reach social and 
cultural groups within their communities [15]. For this reason, photovoice is seen as 
a form of knowledge dissemination aimed at instilling social change for the benefit 
of communities. This dimension is not necessarily shared by photo-elicitation 
whose chief role is to generate visual and textual data for research purposes and 
better understanding of various health phenomena. Therefore, researchers must 
carefully reflect on their research goals and implications for participants in order to 
choose optimal photographic approaches to enhance their research design. Outlining 
the theoretical and methodological framework of a study, which is not always a 
priority for researchers, may assist with making this decision.
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5.2  Theoretical and Methodological Considerations

Photographs have been supporting research by accurately representing scientific 
phenomena since the invention of the photo camera in the early 1800s. Collier [3], a 
methodological pioneer, advanced the function of photography from illustrating an 
objective reality to eliciting subjective meanings expressed by the research partici-
pants. This corresponds to an ontological transition of photography from a positivist 
instrument to one that supports constructivist/interpretivist enquiries. In other 
words, photography became a vector of social construction and interpretation in the 
form of meanings associated with imagery, which is key to understanding the 
research topic. On this note, photography is known to share some similarities with 
phenomenology [16], a philosophical and methodological approach emerging in the 
early 1900s, preoccupied with the study of lived experiences and meaning-making 
[17]. As a result, photography has been successfully combined with phenomeno-
logical studies [18, 19], contributing to enhanced reflection and insight in research. 
Hermeneutic photography [20–22] is particularly relevant in this context as an inter-
vention to assist research participants in the process of making sense of (and from) 
their lived experiences through images that catalyse symbolic representations of 
their lifeworld. Ethnography is another area in which photography has found a fer-
tile ground [23], along with narrative inquiry [24] and grounded theory research 
[25]. Such examples illustrate the versatility of photographic methods and their 
adaptability to a variety of theoretical and methodological backgrounds. Although 
combining photography with various approaches may present some particularities 
in the way images are utilised, this chapter discusses more generically the applica-
tion of photography to qualitative designs in health research.

5.3  Incorporating Photo-Elicitation in Health Research

It transpires from the theoretical underpinnings that photo-elicitation is an innova-
tive technique that has the potential to complement various methodologies for which 
verbal and written language is essential. This is due to the apparent simplicity of the 
photo-elicitation method consisting of handing out photo cameras to participants 
and inviting them to capture aspects relevant for the research topic, and critically 
discuss these in interviews or focus groups [2]. In most instances, photographs are 
produced by research participants in their familiar surroundings, but occasionally 
clippings from magazines [26], imagery downloaded from the Internet [27], and 
pictures taken by the research team [10] are creatively utilised in photo-elicitation. 
The question remains which approach would be more suitable to ensure that the 
perspective of the research participants that is central to qualitative research is best 
reflected in the photographic material. For example, providing participants with a 
predefined set of images may limit their disclosure because there is always a risk of 
participants’ experiences not being sufficiently reflected in the photographs selected 
by researchers. Moreover, this may induce interpretation bias as the researcher may 
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have subconsciously decided prior to the photo-elicitation activities which images 
would be more evocative for the phenomenon under investigation.

A closer look at the demographic data of photo-elicitation health studies reveals 
that photography is incorporated in research with participants from various age cat-
egories, genders, and cultural and educational backgrounds. For example, Ford 
et al. [28] conducted a photo-elicitation study involving 45 children from England, 
Australia, and New Zealand, to explore their experiences of living with various 
chronic illnesses. The use of photography in this study bridged the language and 
power gaps that allowed children to express their feelings and perspectives in a 
creative and interactive way. Employing a similar design, Hong and Goh [29] gained 
an enhanced understanding of the subjective well-being of ten children from low- 
income families in Singapore. At the opposite end of the age spectrum, photo- 
elicitation research has been successfully conducted with old people [30, 31] despite 
their stereotypical reluctance to engage with modern technologies. Shell [32] incor-
porated photography in a study of happiness in people with mild-to-moderate 
Alzheimer’s disease aged 70 or more, while Macintyre et al. [33] investigated older 
adults’ perceptions of small urban green spaces through visual explorations. The 
latter illustrates the potential and effectiveness of photography in investigating 
health phenomena in relation to space and physical settings such as hospitals [34, 
35], care homes [36], and natural landscapes [37, 38]. Situatedness was a key theme 
identified by Milasan, Bingley, and Fisher [39] in their review of photography-based 
methods in recovery research. They highlighted photography as an exploratory tool 
suitable for naturalistic research that allows for an understanding of health phenom-
ena in environmental and cultural contexts. As a result, lived experiences become 
emplaced and connected to points of reference that are meaningful to participants, 
which photography can capture along with sociocultural mechanisms that underpin 
various health experiences.

The rationale for incorporating photography-based methods in health research 
can be found in the evolutionary studies of brain development. More specifically, it 
is claimed that areas of the human brain that process visual information are older 
than those linked to verbal information, hence the depth of consciousness evoked by 
imagery [2]. This aspect may be further linked to the picture superiority effect [40], 
namely visual material being more likely to be recalled by human memory com-
pared to verbal information, due to images being coded more easily than words. 
This results in higher recollection effects for images, an aspect that may benefit the 
interviewing process. However, from a research point of view, it may be argued that 
images are simply different type of data that complement, rather than replace, spo-
ken and written language. Combining visual and verbal descriptors has been shown 
to generate rich insights and valuable knowledge that enrich the interpretative and 
analytic processes during research [41]. Therefore, analysing participants’ photo-
graphs cannot be decontextualised from their verbal reflections and meanings that 
they attribute to their own photographic work, which is essential to understand the 
research phenomena from the stance of the participants. This process is amplified in 
group settings through meaning construction and negotiation. Layer after layer of 
meaning is unfolded through critical discussions triggered by photographs, which is 
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crucial for the qualitative researcher subscribing to an interpretivist/constructivist 
paradigm centred around participant authenticity and understanding. In conclusion, 
photo-elicitation adds to the conventional methods of interviewing by potentially 
providing more detail originating in the visual representation of the research topic. 
However, the aim is not to substitute traditional interviews with photo-elicitation, 
but to combine them to generate rich insights and narratives. One can go as far as 
using images for more quantitative content analysis by looking not only at “what” 
has been photographed, but also “how often” (i.e. the frequency with which differ-
ent photographic elements occur in participant-generated photography [42]). This 
may include the absence of certain elements from photographs, which is equally 
important for deciphering the meanings coded in images in relation to the topic of 
interest, and generating meaningful questions during the interview process.

Photo-elicitation as a research method has been criticised for lacking clear steps, 
although, ultimately, this method is a creative endeavour that, by definition, relies 
on the researchers’ flair for adapting photography to various research purposes in 
different fields of practice. Without limiting researchers’ creativity, the structure for 
a typical photography-based study is presented in Table 5.1, as synthesised from an 
increasing body of literature in this area and the author’s own experience of working 
with photo-elicitation [43].

Table 5.1 Steps for a typical photo-elicitation study

1. Research participants are provided with photo cameras and trained on how to use them 
(photographic exercises); ethical issues related to photography are explained along with health 
and safety rules.
2. The researcher ensures that research participants understand the topic that they are invited 
to represent visually (e.g. photo-missions negotiated with the research participants).
3. Participants take a number of pictures, usually in their familiar environment or 
community, over a certain period of time.
4. The photographs taken are selected by participants together with the researcher (or 
co-facilitator) who may recommend a limited number of photos per session (to avoid 
repetition, ensure depth of data, but also representativeness of the topic, along with the 
effective use of time allocated for this task).
5. The selected images are critically and reflexively discussed and interrogated in photo- 
elicitation interviews (60–90 min), photography workshops or focus groups (up to 2 h), or a 
combination of those. Group activities, known to enhance social construction and negotiation 
of meanings, are normally facilitated by researchers (potentially co-facilitated by participants), 
and ideally involve 6–8 participants.
6. Participants’ interpretation of their images will inform data analysis, which allows the 
researcher to stay close to the meanings attributed by informants to their photographic work.

7. The researcher may decide to label and organise photographs through tabulation and 
visual maps, or use specialised qualitative software (e.g. Atlas.ti®, NVivo®) that facilitates 
coding and thematic processing of the visual material corroborated with textual data.
8. Optionally, member-checking groups could be organised to give research participants the 
opportunity to comment on the preliminary or final findings identified by the researcher, and 
address any misunderstandings or misinterpretations that could potentially affect the study’s 
validity and reliability.
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5.4  Benefits of Photo-Elicitation for Researchers

It has been shown so far that photography can be a valuable companion to research-
ers aiming for a deeper understanding of various health phenomena. It can be used 
at any stage of the study design or as an ice-breaking activity. Photography builds 
physical, psychological, and ontological bridges between the researchers and the 
researched [44]. For example, exploring informants’ past recollections can some-
times be challenging due to memory lapses caused by trauma or other factors poten-
tially leading to recall bias. The role of photography is to bring such latent meanings 
into consciousness and subject them to reflection and semantic exploration during 
interviews and group activities. For researchers, consciousness processes are a veri-
table “gold mine” of meanings in which, with the appropriate tools and skill set, 
they may dig their way into research of high quality, credibility, and analytical 
value. One way to achieve this is claimed to be the triangulation of different types 
of data (e.g. words and images) which brings different perspectives and vantage 
points to the research process and reduce researchers’ interpretative bias [45]. 
Elliott, Reid, and Baumfield [46] support the contribution of photography to the 
validation of narrative data, enhanced depth, reflexivity, and rigour of the data anal-
ysis, in their hybrid interpretative phenomenological analysis (IPA) and photo- 
elicitation study. They also show how the methodological background can be 
strengthened by employing photo-elicitation in conjunction with phenomenology, 
which opens multiple avenues for creativity in designing qualitative studies.

Researchers employing photo-elicitation claim, almost unanimously, enhanced 
understanding of the topic under investigation, which appears to be the main ratio-
nale for utilising photography techniques [39, 47–49]. Some authors argue that the 
contribution of photographic techniques in research is uncertain, variable, and dif-
ficult to assess without comparing it with a condition in which they are not utilised 
[50]. However, the helpfulness of photography in research interviews is often 
emphasised as a way to reach deeper levels of reflective thinking compared to those 
provided by words alone [51]. This aspect is evidenced by Feng [52] whose use of 
photographic approaches to study people’s everyday life health information behav-
iour generated rich and meaningful data that would have been difficult to obtain 
through traditional qualitative interviews. This is believed to result in enhanced 
validity and trustworthiness of the data by revealing the world of the research par-
ticipants in unexpected ways, along with deep meanings that contribute to analytical 
richness [53]. Additionally, the collaborative nature of photo-elicitation balances 
the relationship of power between the researcher and research participants, allowing 
for building trust and rapport between those involved, more informally compared to 
conventional interviews [54, 55]. Therefore, it can be argued that photo-elicitation 
has the potential to democratise the research process [56], in which the researcher 
normally takes the role of facilitator and gears the photographic activities towards 
the topic of interest.
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5.5  Benefits of Photo-Elicitation for Research Participants

Photography facilitates the expression of phenomena that research participants may 
find it difficult to describe verbally. This aspect was evidenced in healthcare research 
with children whose social and linguistic repertoire is not fully developed [57]. As 
illustrated in Epstein et al.’s [58] study of children with cancer, incorporating pho-
tography in the research design counteracts some of the verbal challenges of quali-
tative interviews. This observation is valid for other categories of research 
participants whose affective, cognitive, and linguistic engagement is impacted by 
learning disabilities [59–61], mental health problems [47, 62–64], or dementia 
[65–67].

Exploring sensitive issues such as trauma, self-harm, terminal illness, and severe 
mental health problems may result in enhanced psychological distress for those 
involved. Photography offers a protective layer that helps the research participants 
detach themselves from distressful emotions and thoughts associated with such 
experiences [68] by transferring their attention to the object of the photograph. 
Metaphors are particularly relevant in this context due to their role in constructing 
meanings beyond the concrete realities that are sometimes difficult to articulate 
verbally [69]. Furthermore, photographic metaphors inspire participants’ creativity 
and freedom of choosing between different forms of expression. Below are some 
examples of photographic metaphors of mental distress used by the research partici-
pants in a photo-elicitation study exploring the meanings and experiences of recov-
ery [43] (Figs.  5.1 and 5.2). Photographs are reproduced here with participants’ 
written consent, and pseudonyms are used to protect their identity.

Photographic activities, despite being highly enjoyable for those involved, are 
more than simple recreational opportunities. They become veritable creative and 
motivational hubs, in which research participants find meanings and purpose, 
actively contributing to the production of knowledge. This aligns with fundamental 

Fig. 5.1 A photograph 
depicting a metallic 
bridge and padlocks to 
illustrate a sense of “being 
stuck” in negative 
thoughts and emotions 
associated by this 
participant with her 
experience of mental 
illness. (Photo by Deirdre)
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Fig. 5.2 A photograph of 
a decorative wooden clog 
symbolising, in the 
participant’s view, 
important steps on his 
road to recovery from 
mental distress, including 
strong connections with 
nature established during 
his daily walks. (Photo by 
Robert)

principles of qualitative research prioritising individuals’ perspective and expertise 
in conducting research [70]. The result is an enhanced sense of empowerment for 
participants who have freedom and control over what images to take and select to 
best represent their lifeworld [55].

On an occupational level, photo-elicitation activities may create opportunities 
for those involved to develop new skills and interests that benefit their physical and 
emotional health (e.g. social skills, knowledge of photography techniques and tech-
nologies, increased physical activity by exploring their environment in search for 
inspiration, relaxation, and connection to natural landscapes). It is known that pho-
tography can provide individuals with psychological relief by allowing them to 
voice various experiences and emotions through photography [41]. Best explored 
through therapeutic photography [71] and phototherapy [72], the cathartic dimen-
sion of photography cannot be entirely divorced from photo-elicitation. Equally 
important, expressing distressful and upsetting experiences during photo-elicitation 
research may have the opposite effect, as discussed in the next section. While nega-
tive aspects of photography as a research method are less explored [73], the pre-
dominant view is that such a creative milieu facilitates hope, emotional growth, and 
self-discovery [74], along with generating a sense of achievement and positive iden-
tity [75]. Such benefits are amplified in group activities that facilitate social interac-
tions and help participants expand their social networks, negotiate and construct 
collective meanings, reach common understandings, and develop peer support 
(including help with using the photographic equipment, complimenting each other’s 
photographs with positive impact on confidence and self-esteem, and  taking col-
laborative photographs which may increase participants’ sense of connection with 
others). This was also the case with Milasan’s [43] study in which the research 
participants described the cathartic effects of taking pictures amplified by the aes-
thetic value of photographs: “We discover such beauty in the photographs and that 
helps us cope better with our illness” (Tincuta, pseudonym).
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5.6  Challenges and Limitations of Photo-Elicitation

The aim of the photo-elicitation researcher is to stay close to participant’s own inter-
pretation of their photographs rather than imposing his or her own translation of 
visual materials, which could potentially increase the risk of bias and impact the 
study’s credibility. This argument also applies to the process of selecting pictures 
and inadvertently categorising them as “uninteresting”, in spite of rich and unex-
pected meanings that they may hold for informants. However, Bigante [42] warns 
about the risk of researchers being drawn to participants’ stream of consciousness 
so closely that the research deviates from the topic under investigation. As a conse-
quence, the balance between ensuring participants’ freedom of expression and 
maintaining rigour in addressing the research aim appropriately can be challenging 
for researchers, and needs to be reflected upon in fieldwork diaries or research 
memos, and discussed with the project team.

Another challenge is posed by the lack of clear guidance on how to adapt pho-
tography to various projects, which makes the implementation of photo-elicitation 
uncertain and open to methodological flaws. However, as pointed out previously, 
constantly striving for clear steps and rigour in applying this method would proba-
bly defeat the creative purpose served by incorporating photographs in the research 
process. Creativity guides the combination of photo-elicitation with different other 
methods such as interviews, focus groups, participant observation, and written nar-
ratives, in line with the research objectives, expected outcomes, and methodological 
background. Embedding photographic techniques into phenomenological, grounded 
theory, and ethnographic studies, for example, can strengthen the methodological 
value of the research, in the same way various theoretical perspectives can enhance 
the value of photography as a research method, hence their complementarity.

In terms of practical limitations, photo-elicitation can be relatively time- 
consuming for both the researcher and the researched due to additional tasks to 
collect, store, and analyse visual data. Therefore, its suitability to the research pur-
pose and timeline must be assessed carefully. Furthermore, it is possible that the 
research participants may simply not be interested in, or engage with, photographic 
activities, for different reasons (e.g. personal anxieties, reluctance to engage with 
technology, cultural idiosyncrasies). Conversely, photography can forge cultural 
and geographical bridges between those involved in the research process and pro-
vide them with a universal approach that transcends linguistic and cultural barriers.

The use of photography can significantly increase the financial cost of a study. 
For this reason, some researchers opt for disposable cameras instead of more expen-
sive digital equipment. While this is more economical, cheap equipment risks mak-
ing the research participants feel devalued, especially considering the advanced 
level of technology in today’s world. Furthermore, it may result in photographs of 
poor quality that may cause some issues with printing, publishing, and conference 
presentations that require high-resolution images. High-quality equipment also 
allows for effective  post-processing manipulation of images generated 

5 Photo-Elicitation: Unleashing Imagery in Healthcare Research



60

throughout  the photo-elicitation process by adding visual and chromatic effects, 
cropping or collating pictures to creatively express various physical or emotional 
insights. Encouraging participants to use their own equipment (e.g. smart-
phones) may be a solution that needs to be reflected upon in the context of securely 
and safely transferring data between different devices that could pose risks to confi-
dentiality and anonymity.

Finally, photo-elicitation may appear unsuitable for some individuals, for exam-
ple visually impaired people. However, artistic endeavours such as Beyond Sight 
[76], Blind with Camera [77], or The Blind Photographer [78] prove that photo-
graphic expressions should be encouraged in research beyond stereotypes that por-
tray photography as a medium dedicated exclusively to sighted or skilled people [79].

5.7  Ethical Considerations

As with other research designs, photo-elicitation studies must consider anonymity 
of both verbal/textual and visual data. Taking pictures of identifiable faces is a com-
mon way to document significant family events along with the more recent “selfie” 
phenomenon linked to social media. This aspect may raise some ethical concerns of 
which participants need to be made aware at the inception of the study in addition 
to safety issues, if photographs are taken, for example, in high-risk communities. To 
avoid any ethical implications, it is recommended that participants and researchers 
agree on taking only “neutral” pictures of objects or, alternatively, unidentifiable 
body parts instead of full portraits to represent people, depending on the research 
focus. For the same purpose, some researchers have employed pixellation or blur-
ring of images using specialised software, although this technique has been criti-
cised for decontextualising data [80]. If the researchers opt for including pictures of 
people, it is advisable that participants are provided with a release form and obtain 
consent from the subjects they photograph. Optionally, geolocation tags may be 
removed from metadata of photographs using specialised software to minimise the 
triangle of risk (i.e. name, image, and location), if necessary.

While informed consent is normally provided in writing at the beginning of the 
research process by those involved, it is recommended that this is verbally sought 
throughout the project to ensure that participants are comfortable with their visual 
and verbal contributions being used for the aim of the project. Participants should 
also be informed of the risk of photographs being accessed and shared by others 
beyond the study’s scope, once the research findings are disseminated and made 
available to the public.

As previously mentioned, photography can be therapeutic in nature, but can also 
generate distressful thoughts and feelings that can affect participants during photo- 
elicitation activities. In such instances, the researcher must give participants a choice 
of whether to continue or withdraw from the project. For this reason, psychological 
support needs to be ensured at all stages, for both the researched and the researcher.

Finally, there is always a risk that participant-generated imagery could cause 
distress to other participants in photography groups (e.g. images that illustrate scars, 
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either surgical or related to harm or self-harm, or other forms of mental or physical 
suffering), along with the discussions they may trigger. In order to avoid this, it is 
recommended that group rules are set or, alternatively, the researcher negotiates 
content exposure with participants, after scanning through the visual inventory for 
elements that may emotionally affect others, prior to starting photo-elicitation 
activities.

5.8  Conclusions

In the context of increased use of imagery in our society through advanced technol-
ogy and ever-expanding social media, photographs have  become an important 
source of data that could potentially enrich healthcare research. Researchers are 
encouraged to adjust their methodologies to include visual elements  that capture 
unspoken aspects of the topic under investigation through the lens of the research 
participants. Photo-elicitation is a valuable technique that has been shown to benefit 
both the research process and participants whose perspectives are generated cre-
atively and reflexively. Undoubtedly, photographs convey depth and detail that 
words alone cannot bring into the research process. Images give research partici-
pants an alternative voice that can speak volumes of their physical and mental health 
experiences, thoughts, emotions, and memories. For researchers, imagery becomes 
a tool for a multifaceted exploration that may compensate for some of the disadvan-
tages of conventional research methods heavily reliant on verbal skills. However, 
the aim of the researcher should not be the replacement of traditional methods with 
photo-elicitation techniques, unless the rationale for using photography is clear, 
along with a careful analysis of the costs and benefits associated with this technique. 
Otherwise, the researcher may risk burdening the study design with unnecessary 
sophistication that may be counterproductive to the research process. A fully justi-
fied incorporation of imagery in healthcare research may result in enhanced insights 
on, and thick descriptions of, the topic of interest, leading to increased credibility 
and depth of the research process.

Things to Consider When Using Photo-Elicitation (Reflection Exercise)
Thinking about a research topic in which you may be interested, answer the 
following questions to reflect on incorporating photo-elicitation in your 
study design:
 1. Does photo-elicitation align with the paradigm (theoretical framework) to 

which your study subscribes? If so, how?
 2. What are your expectations in terms of added value by using photo- 

elicitation methods in your study?
 3. What are the advantages and disadvantages of employing photo-elicitation 

techniques in your research?
 4. What are the benefits for research participants?
 5. What challenges do you envisage in relation to incorporating photographic 

techniques in your research design? How do you plan to address them?
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Activity
The images depicted in Figs. 5.3, 5.4, 5.5, and 5.6 were taken by participants in a 
study on exploring the experience of living with mental distress [43] pseudonymised 
and reproduced here with their written consent. Identify photographic metaphors 
that participants may have used to represent their mental distress and try to justify 
your choice. Elements of composition, space, lighting, colour, and perspective may 
help you elucidate meanings encoded in these photographs.

Fig. 5.3 Photograph 
taken by Agnes

Fig. 5.4 Photograph 
taken by Rodion
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Fig. 5.5 Photograph 
taken by Mihai

Fig. 5.6 Photograph 
taken by Ioana

Tips for Using Photo-Elicitation in Future Research Designs
• Combine photo-elicitation with other creative approaches such as writing 

(journaling), arts and crafts, photographic collages and auto-portraiture, 
and drama (for re-enactment purposes). Triangulating various creative 
endeavours may contribute to the richness of the research data and partici-
pants’ insights.

• Actively involve the research participants in analysing photographs to gain 
a better insight into their perspective and reduce potential interpretation 
bias, but also empower them throughout the research process.
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6.1  Arts-Based Approaches and Eating Disorder Research: 
A New Generation of Intervention

Eating disorders are complex mental illnesses at the interface of biomedical, psy-
chological and sociocultural theories, and details of their root causes are still far 
from being fully understood. Supporting a person with an eating disorder can pres-
ent considerable challenges for carers and healthcare professionals. Numbers of 
eating disorders—defined by the Diagnostic and Statistical Manual of Mental 
Disorders (DSM-V) as anorexia nervosa, bulimia nervosa, binge eating disorder, 
avoidant restrictive food intake disorder (ARFID), and other specified feeding and 
eating disorders (OSFED)—are rising. An estimated 1.25 million people are 
affected in the UK [2] and 30 million in the USA [3]. The prevalence is highest in 
the Western world but numbers are rising too in other parts of the world, with Japan 
and Taiwan at the forefront [4].

The World Health Organization (WHO) highlights in their report on the world-
wide Prevention of Mental Disorders: Effective Interventions and Policy Options 
[5] that eating disorders are becoming a global problem. The report emphasises the 
need to advance eating disorder treatment, research and preventative measures pro-
gressing from the ‘first generation’ of traditional educational programmes aimed 
predominantly at improving knowledge. The WHO encourages clinicians and 
researchers to engage with ‘a new generation of multidimensional programmes’ 
that extends ‘traditional health education’ by introducing culturally and creatively 
orientated directions such as ‘media literacy’ and ‘interactive programmes’ [5]. 
Emphasising and refining this need for a ‘new generation’ of measures, research 
bridging the disciplines of arts and humanities and medicine [6–8] has started to 
explore the contribution the arts can make to build ‘multidisciplinary approaches in 
eating disorder treatment’ ([8], p. 20). Anne Heiderscheidt’s review of numerous 
case studies highlights the potential of ‘creative arts therapies [to] address a wide 
spectrum of issues inherent in the eating disorder treatment process’ ([9], pp. 20–22). 
Examples include the therapeutic engagement of individuals with eating disorders 
with music, painting, drama, dance, stories and creative writing; the latter two are 
explored in this chapter.

Evaluations of case studies using arts-based approaches indicate beneficial out-
comes for patients/clients including ‘self-discovery, self-exploration, self- 
expression’ and successfully facing ‘challenging issues such as self-esteem, body 
image, depression and tendency to isolate’ [10]; the discovery of inner resources 
and finding ways of expressing feelings and experiences [11]; and empowering indi-
viduals [9, 12, 13].

6.2  Using Personal Narratives of Illness 
to Advance Healthcare

Since the 1960s, there has been a growing field of scholarship exploring and advanc-
ing research into narratives of illness more generally. Scholars have researched the 
contribution literary narratives can make in understanding illness, and ‘the 
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meanings it carries both for individuals and the social and cultural world they 
inhabit’, as Angela Woods comments with particular reference to mental illness 
[14]. Seminal studies which have advanced the field include, but are not limited to, 
Arthur Kleinman’s The Illness Narratives [15]; Arthur Frank’s The Wounded 
Storyteller [16]; Anne Hunsaker Hawkins’s Reconstructing Illness: Studies in 
Pathography [17]; Rita Charon’s Narrative Medicine: Honoring the Stories of 
Illness [18]; Stella Bolaki’s Illness as Many Narratives: Arts, Medicine and Culture 
[19]; G.  Thomas Couser’s Signifying Bodies: Disability in Contemporary Life 
Writing [20]; the collection Narrative Research in Health and Illness edited by 
Trish Greenhalgh and colleagues [21]; Ann Jurecic’s Illness as Narrative [22]; and 
The Chief Concern of Medicine by Schleifer and Vannatta [23].

An inherently multidisciplinary approach is one of the defining features of all of 
these studies that bridge the disciplines of arts and humanities, creative practice and 
science in different ways. At the heart of this engagement with narratives as a 
medium that can lead to better healthcare and better health carers lies the conviction 
that the narrative perspective provides insights into living with an illness and can 
help us to recognise that ‘human subjectivity should no longer be seen as the deval-
ued opposite of scientific objectivity’ ([21], p. 3). Moreover, subjective experiences 
of illness expressed in narratives emphasise the need for a ‘diversity of viewpoint’ 
in healthcare, and have the power to advance the understanding of human suffering 
that can impact ‘our efforts to care’ (pp. 3–4).

When it comes to eating disorders, there is a growing corpus of narratives written 
by authors who are ‘experts by experience’ and have published their accounts to aid 
their own and other’s recovery, raise public awareness and advance healthcare and 
research in the field.1 Scholars emphasise the role of these literary narratives ‘as 
valuable educational tools for therapists, medical personnel and family members’ 
([26], p. 270):

Unlike textbooks and factual articles, literary works invite the reader directly into the inner 
lives of characters struggling with eating disorders and thus provide an invaluable opportu-
nity to more fully understand the everyday emotional struggles faced by individuals who 
have very different lives from one’s own. (p. 270)

Working with narratives can advance healthcare training and continuous profes-
sional development in general ([27], pp. 50–52). This is particularly relevant for 
education in the field of eating disorders because in most countries training for 
future healthcare professionals ‘provides very little education about eating disorders 
whatsoever’ ([28], p. 6).

Literature suggests a range of formats of engagement: reading together and aloud 
in groups as part of ‘Get Into Reading’ schemes [29, 30], or reading privately in 
individual contemplation that can lead to (online or face-to-face) discussion with 
peers in informal reading groups, or more formally as part of training units [31]. 
Using narratives in group or private settings can offer a way to address a lack of 
training in eating disorders, in particular, and create new and memorable learning 

1 For an international overview with particular focus on women’s writing see Jordan and Still [24], 
and Bagley et al. [25].
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experiences. Introducing selected passages from literary texts, as suggested in the 
three sections of ‘close readings’ below, can lead to ‘seeing’ patients differently and 
reflecting upon potentially gendered perspectives in healthcare. This can advance 
both research and practice. In addition, literature can offer a ‘safe space’ for practi-
tioners or students to explore their own potential problems with particular eating 
disorder scenarios without the pressures of the real-life situation. The second ‘close 
reading’ does this by introducing a text that raises the particular example of anorexia 
and self-harm. The three ‘close readings’ in this chapter also suggest how healthcare 
providers could use carefully selected passages from literary texts to start (or prac-
tice starting) conversations with patients or clients about their problematic relation-
ship with weight, shape, size, feeding and eating behaviour, and encourage further 
reflection. This may be particularly relevant for those working or training to work in 
primary healthcare who are usually the first port of call for help but who also receive 
very little specialist training. However, other healthcare workers, e.g. mental health 
nurses and therapists, may also benefit from the practical suggestions.

6.3  Men Get Eating Disorders Too

Using personal narratives in eating disorder training and education has the potential 
to benefit all individuals affected, regardless of gender, age or background. However, 
the title of this chapter, ‘A Girls’ Illness?’, indicates a particular focus on one patient 
group that has been notoriously neglected when it comes to discussing, researching 
and treating eating disorders: men and boys.

‘When you think of eating disorders, whom do you picture?’, asks Susan Bordo 
provocatively, and in her answer to this rhetorical question she emphasises that eat-
ing disorders are ‘Not just “a white girl’s thing”’ ([32], p. 46). Bordo highlights that 
‘body insecurity can be exported, imported and marketed across the globe’ affecting 
not only ‘white girls’ but also people from other ethnic backgrounds ([33], p. xxiv. 
Emphasis: HB). Importantly, Bordo also raises the problem of ingrained gendered 
perceptions that ignore that men have been developing ‘the eating and body image 
disorders that we once thought only girls had’ ([33], p. xxii).

Whilst eating disorders in girls and women are being explored in growing clini-
cal and multidisciplinary research (for the latter see, e.g., [24, 25]), ‘the lack of 
equivalent discourse addressing male gender identity has left our knowledge of eat-
ing disorders in men etiolated’ ([34], p. 29). Nonetheless, it is fact that boys and 
men ‘get eating disorders too’ [35], and numbers of males with eating disorders are 
constantly rising ([36], p. 195). An often-cited estimation is that approximately 1:10 
of diagnosed eating disorders of all types affect males [37]. Another research sug-
gests that the actual figure of men and boys with eating disorders is much higher, 
with large community studies indicating ‘a female-to-male ratio for eating disorders 
of 1:2-4’ ([38], p.  51). Yet eating disorders in men are currently ‘undertreated, 
underdiagnosed and misunderstood’ [39], leading to ‘the invisible man’ syndrome 
when it comes to the illness [28].
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Engaging with individual narratives by men with an eating disorder can help 
healthcare practitioners and researchers to reflect upon how their discipline views 
this illness. They can encourage them to ‘consider eating disorders in men’, to use 
the title of a recent arts-based training tool using narratives and animation [40]. In 
their feedback on the tool, nurses, GPs and medical students highlighted its poten-
tial to open a space for the lived experiences of male patients with eating disorders 
whose stories often remain untold. As one nurse comments, ‘I am unlikely to forget 
these voices of men in my future practice. It made me listen more and will lead to 
helping more men with an eating disorder’ [40].

‘Gender has been shown to influence how health policies are generally conceived 
and implemented, how biomedical […] technologies are developed, and how the 
health system responds to male and female clients’ ([41], p. 2). Reflecting upon eat-
ing disorders in males can lead to further reflections about more general questions 
of how the gendering of other illnesses affects how they are ‘experienced, treatment- 
seeking behaviour, nature of treatment, and care and support received from the fam-
ily and care providers’ (p. 3).

The particular discourse of eating disorders—discourse understood here with 
Michel Foucault [42, 43] as the patterns of conventionalised belief and habitual 
action expressed in and, in turn, affirmed and shaped by behaviour and language—
is clearly female orientated and marginalises males with ‘glaring gender disparity’ 
([44], p. 2). However, those working in healthcare and its research ‘do not lie out-
side of […] cultural and political discourses’ that include assumptions about illness 
and gender ([45], p. 167). Personal narratives that challenge such assumptions can 
contribute to reflective training and assist in adjusting the ‘female-centric lens’ 
([46], p. 414) through which eating disorders are currently seen.

6.4  Close Reading 1: ‘I Didn’t Have the Vocab’

The autobiographical accounts by Dave Chawner, Weight Expectations: One Man’s 
Recovery from Anorexia [47], and Brian Cuban, Shattered Image: My Triumph Over 
Body Dysmorphic Disorder [48], provide insights into personal experiences of men 
living with, and seeking treatment for, an eating disorder. The texts can form the 
basis of discussion among healthcare students or professionals concerning men’s 
obstacles to help-seeking. The two narratives are part of a steadily growing interna-
tional corpus of literary work voicing men’s stories of eating disorders which I dis-
cuss extensively elsewhere [49].

The passage below from Chawner’s text highlights a point that is central to deal-
ing with the illness: language—or rather the lack of it:

I didn’t have the vocab to explain anorexia. […] I knew that things weren’t right, but I didn’t 
know how to explain that. […] So telling me to ‘just talk about it’ is a bit like giving a deaf 
person an audio tape. I wished I could ‘just talk’ but […] I didn’t have the tools to do that. 
([47], p. 97)
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This is how Chawner, in his combined autobiography and self-help book, phrases 
his early problems of articulating and communicating his experience of illness. The 
lack of vocabulary goes hand in hand with an inability to understand, acknowledge 
and explain his experience to himself and to others. This lack of ‘vocab’ presents a 
fundamental obstacle to help-seeking and leaves him vulnerable, frustrated and 
alienated, ‘trying to explain a creature no one’s ever seen’ ([47], p. 97). Expert by 
experience, Cuban echoes this sentiment in his struggles to describe bulimia and 
body dysmorphic disorder: ‘I simply had no vocabulary for telling others about my 
behaviour’ ([48], p. 67). Such passages of first-hand experience can lead to reflec-
tive learning about fundamental difficulties men and boys might have to communi-
cate their problems, and emphasise the contribution literature can make to advance 
healthcare.

Richard Bryant-Jefferies puts the accounts of Chawner and Cuban into a general 
context: talking about obsessive and disruptive thoughts and actions regarding food, 
weight, shape and size is ‘something of a feminised issue’ ([50], p. 42). Those men 
‘who do seek to talk about it find that they may not really have a language to discuss 
and explore it with’ (p. 42). In the context of the two texts, this lack of language is 
linked to the widespread perception of eating disorders as ‘girl’s illnesses’, a term 
that is also used in many other narratives by males, particularly in relation to 
anorexia and bulimia. This highly gendered term leaves males no option to articu-
late their own experiences. Not only does ‘girls’ illness’ linguistically mark the 
exclusion of males from the illness, but it also belittles the illness experience itself. 
It suggests that eating disorders are ‘unmanly’, a girl’s or woman’s problem that 
some men find shameful to admit for ‘fear of being “feminised”’ ([44], p.  6). 
General stereotypes that only gay men develop eating disorders contribute further to 
this perception and have been challenged by research ([51], p. 216; [28], p. 64).

Being aware that a fundamental part of help-seeking, the language for the prob-
lem, might be inaccessible to males with eating disorders is crucial knowledge for 
healthcare professionals particularly in primary care where they might be the first to 
see males who ‘don’t know what’s going on’ ([47], p. 97). Employing narratives 
that show creative ways to express this lack of words and highlight the accompany-
ing problems can contribute considerably to helping the individual to express the 
problem, thereby enabling the professional to gain an understanding of what is 
‘going on’.

Narratives can also highlight the detrimental effect on the individual when 
healthcare professionals are caught up in prevailing perceptions of eating disorders 
as ‘female disorders’ ([52], p. 45). One example is the published autobiographical 
account Skeletal Marriage by Jim Kohl [53] of adult onset of anorexia. Kohl’s 
account includes a doctor’s reaction when approached for help regarding the pro-
tagonist’s severely restrictive eating behaviour and gruelling exercise regime: 
‘“Well, first of all, you don’t have anorexia because men don’t get anorexia”’ ([53], 
p. 128). The detrimental effect of this misdiagnosis on the basis of a gendered mis-
conception is the eating disorder spiralling out of control, as further described in the 
text. This highlights that gendered misconceptions can terminate what is supposed 
to be the start of a meaningful conversation.
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In contrast, Chawner’s text expresses the feeling of relief and hopefulness when 
receiving the diagnosis of anorexia after years of not knowing what was wrong fol-
lowed by periods where he thought of himself as an imposter. Suffering from 
‘imposter syndrome’ he felt ‘like a fraud’ for not fulfilling the stereotypical percep-
tion of being ‘minutes from death or shocking to look at’, spread in the media about 
anorexia particularly in girls ([47], pp. 152–153). ‘I was definitely not well’ (p. 153), 
yet ‘I had to prove to them I was ill’ (p. 159). The protagonist’s reaction when his 
illness is finally acknowledged through a diagnosis by a clinician underlines the 
difficulties for men to seek help and receive a diagnosis for an eating disorder. His 
reaction sends an important message to others, be they professionals or people suf-
fering: ‘Being taken seriously […] felt like a way out, like hope, a new beginning’ 
(p. 161).

6.5  Close Reading 2: Diary of a Boy with Anorexia

Author Sam Pollen approaches the genre of eating disorders in males not from a 
purely autobiographical angle but via the genre of teenage fiction. His acclaimed 
novel The Year I Didn’t Eat [54] tells the story of 14-year-old anorexic Max. Pollen 
is open about his own history of anorexia as a teenager but combines his realistic 
and sensitive portrayal of Max’s anorexia with fiction. The coming-of-age novel 
presents opportunities for researchers and healthcare professionals to gain much- 
needed insights into the topic through the perspective of a teenage boy, and it also 
offers ways of connecting with younger patients and clients by discussing selected 
and appropriate passages from the text. In addition, the novel can be used for health-
care education with young people, for example in schools, to raise general aware-
ness about eating disorders and other mental health issues in boys and young men.2

The following section from the book engages with the link between food and 
family dynamics in Max’s household during Christmas, a time that is particularly 
difficult for people with an eating disorder as food and eating traditionally form a 
central and unavoidable part of celebrating the holidays. The passage is a diary 
entry on Christmas Day and also gives insights into Max’s dialogue with ‘Ana’, the 
anorexia voice in his head that plays an important role in controlling his eating and 
spurs his irrational fear of gaining weight. Both aspects, the portrayed family 
dynamic in the run-up to a special holiday and the engagement with the inner eating 
disorder voice, provide a rich resource to gain a deeper understanding of the illness. 
In addition, select passages from the text may present material to prompt therapeu-
tic conversation when chosen carefully with the client or patient in mind. The pas-
sage starts with Max addressing ‘Ana’ and refers to the advice given by his therapist, 
Lindsay, regarding his all-important food plan:

2 The book was used successfully to start the conversation about eating disorders and poor mental 
health in boys in a workshop with a mixed group of 20 students from year 10 [40] as part of the 
‘Hungry for Words’ project led by Bartel ([40]).
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25 December
Dear Ana,
Lindsay gave me two bits of advice for getting through today

 1. Make a food plan, and stick to it.
 2. Whenever things get too much, take a break.

Apparently, if I follow these two simple steps, I can keep you in your box. She said the 
big mistake people make is thinking they can just take a day off. They kid themselves that 
they can just ignore you for a day and it will all be fine.

[…]
Me and Lindsay wrote the plan out together, a month ago. Then we had a special meet-

ing with Mum and Dad to take them through it. Mum had to leave work early to come. 
That’s right: I literally dragged my mum out of work to discuss how many roast potatoes 
she should serve me on Christmas Day.

The answer is three (267), by the way. AKA the bare minimum that looks normal
Christmas dinner is just a normal dinner. Today is just a normal day. No big deal.
Why do I get the feeling you don’t see it like that. (2018, pp.14–15)

Joseph Brown and Dana Christensen encourage healthcare professionals to 
‘carefully assess family interactions’ ([55], p. 60) in the treatment of eating disor-
ders in young people. Here, the text lends itself to consider Max’s feelings of guilt 
and shame over what he feels is dragging his parents out of work to a meeting about 
something that he assumes must seem trivial to anybody but him: the amount of 
roast potatoes he will have for his Christmas dinner. The passage illustrates the stark 
contrast between the perceived triviality of the matter for others and the great impor-
tance it has for Max himself. The anxiety ahead of the forthcoming festivity with its 
meals and the fear of losing control over his calorie intake is tangible from the pas-
sage. In addition, the written dialogue with his anorexia voice ‘Ana’ gives insights 
into the eating disorder as an ever-present ‘companion’ but also as a fearsome 
uncontrollable force that Max might not be able to keep in its ‘box’. The vivid and 
deeply personal—yet fictitious—diary entry allows health practitioners, as readers, 
to share the painful and worrying experiences so familiar to many individuals with 
an eating disorder. This experience might increase their empathy and foster greater 
understanding. Further, the novel might help—whilst in the ‘safe zone’ of reading a 
fictional text—in dealing with a practitioner’s potential feelings of distress, sadness 
or lack of empathy regarding the protagonist’s experiences.

In addition, Pollen’s text offers opportunities to discuss, either with other profes-
sionals or with a patient, the potential of growth achieved by managing difficult 
situations—like Christmas—through careful planning. Patients may benefit from 
the freedom to discuss Max’s situation rather than their own, and boys may respond 
particularly well to this rare male character given that most narratives of eating dis-
orders feature females. Using this and similar texts in eating disorder treatment may 
bring a ‘degree of relief at not feeling so alone’ ([26], p. 270) which is particularly 
relevant for boys given the prevailing focus on gender of the topic discussed above. 
Engaging with passages from Max’s diary in this teenage novel may also lead to 
creative writing exercises, inviting individuals with an eating disorder to shape their 
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personal impressions, e.g. through writing their own diary entries. Such creative 
writing ‘can affirm their voice and make sense of what initially seems chaotic’ and 
‘foster awareness of messages related to food intake, cooking and family dynamics’ 
([26], p. 286). Care needs to be taken though to evaluate potential triggers in any 
text read with, or recommended to, each individual patient. In the passage above, 
the inclusion (or exclusion) of calories for the three roast potatoes on Christmas Day 
is one prominent example that would need to be carefully assessed. Literature pro-
vides insights into further potential detrimental effects of narratives on individuals 
with an eating disorder [56].

The ambiguity of the ending of Pollen’s passage with its threatening and worri-
some undertone can also open the discussion around the personification of an eating 
disorder, here as ‘Ana’. Research has only started to engage with the topic of domi-
neering inner voices personifying particularly anorexia and bulimia. In personal 
eating disorder accounts by young people published in various media, including 
online and social media, they are often called ‘Ana’, ‘Rex’, ‘Mia’ or ‘Bill’ [57]. 
There is some research on such personifications of eating disorders in the experi-
ences of girls and women (e.g. [58]), yet very little when it comes to boys and men. 
Clinical research highlights that through the separate voice of the eating disorder, 
the relationship between the self and the psychological symptoms of the illness is 
expressed as a source of agency that is projected to be outside the individual, e.g. as 
‘Ana’ [59]. Max’s diary entries and similar passages in other narratives by males 
can help in addressing questions about the ‘relationship’ with the illness from a 
boy’s or man’s perspective ([49], pp. 59–64).

Opinions vary as to whether such personifications and externalisations of eating 
disorders are helpful in, or detrimental to, recovery [58]. The healthcare professional 
as the reader of Max’s conversations with ‘Ana’ witnesses a complex personal and 
ultimately abusive relationship that threatens all other ‘real’ relationships. ‘Ana’ 
encourages detrimental thoughts and harmful behaviour, her comments dominating 
Max’s life and their disruptive force highlighted through bold letters in the text:

‘Is that your sixth grape, or was the one you just ate the sixth? […] You don’t know. You’re 
not sure. You’re not in control anymore.’ (2018, p. 83); ‘they’ll be ashamed of you. Fat, 
hopeless you.’ (p. 236); ‘You’re stupid. You’re pathetic. You’ve screwed everything up …’ 
(p. 103).

These passages make for disconcerting reading and show the link between regimes 
of anorexic self-starvation and gruelling excessive exercise, and self-harm. Paul 
Crawford and colleagues emphasise the potential of using literature in clinical edu-
cation and continuing professional development, particularly when it comes to deal-
ing with self-harming behaviour ([27], pp. 50–52). The authors acknowledge that 
for practitioners dealing with self-harm in individuals, their care can be

a challenging, stigmatised, anxiety-provoking experience to respond effectively to, and is 
one area in which narratives can be a particularly useful addition to aid students and profes-
sionals in reflecting on their own emotional reactions to the witnessing or finding someone 
who has hurt themselves. (p. 51)
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Narratives like Pollen’s The Year I Didn’t Eat can provide an intense yet safe oppor-
tunity to reflect privately on, or discuss in a training setting, personal feelings and 
attitudes. This may lead to reflecting upon practitioners’ feelings of fear, helpless-
ness, frustration or being overwhelmed, in addition to identifying gaps in clinical 
knowledge and understanding of the topic.

6.6  Close Reading 3: ‘A Story to Tell’: Text and Photography

A Story to Tell, Or: Regarding Male Eating Disorders (2020) is a combined photo- 
and storybook published in English and German, co-produced with male experts by 
experience,3 Austrian photographer Mafalda Rakoš and Dutch writer Ruben de 
Theije. It combines written text to convey personal narratives of eating disorders in 
males with visual means introducing interviews, stories, photos, photo collages and 
other artwork to capture how men see themselves and their illness. Designed with 
the aim to create a book with these individuals rather than a distanced account about 
them, the emphasis of this creative intervention is on the men and their stories. It 
stands out through its creative use of visual images that has the potential to chal-
lenge the perspectives of the reader/viewer.

Visual representations are a highly relevant topic in eating disorder research. 
Although eating disorders are about much more than ‘looks’, they clearly come 
with an enhanced focus on bodily appearance. Images in the media promoting dis-
torted, unrealistic and pressurising expectations of shape, weight and size play an 
important role in developing and sustaining eating disorders—in females and males. 
Furthermore, visual representations in the media of people with eating disorders 
show borderline-voyeuristic depictions of emaciated bodies that are highly prob-
lematic. The UK’s largest eating disorders charity Beat is addressing the problem by 
introducing guidelines for photographs in the media warning against a reliance upon

sensationalist images that are potentially very dangerous – pictures of people at their most 
emaciated, skeletal, lowest weight. Pictures indistinguishable from the ‘thinspiration’ 
images found on pro-anorexia websites that everyone knows are harmful and that most 
people think should be banned. […] These sorts of pictures also distort people’s idea of 
what an eating disorder is really like. Anorexia is the rarest eating disorder and accounts for 
only 10% of cases and many people with eating disorders won’t be underweight at all. [60]

Beat highlights the need to educate media professionals and to encourage reflective 
engagement with photographic representations of people with eating disorders. 
Developing such media literacy when it comes to images is also highly relevant for 
clinical education and continuing professional development.

The story- and photobook A Story to Tell can assist in introducing such reflec-
tions and developing new perspectives—literally and metaphorically. Deliberately 
countering media-driven voyeuristic photos of emaciated or enlarged bodies, it 
invites the reader/viewer to look closely and differently at the men who have 

3 The terms ‘male’ and ‘men’ also include those identifying as male.
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co- created this book. The focus on the individual deliberately breaks with stereo-
typical depictions of eating disorders: the photos depict men of all shapes, sizes and 
ages, in mundane and also in unexpected situations. In addition, by including the 
image and story of a man who has a disability and that of a man who has transi-
tioned from female, the book stands out in its diverse and inclusive portrayal of men.

The photo at the opening of this chapter depicts one of the men who co-created 
the book: ‘Florian’ holding the control for a self-timed photographic self-portrait. 
He is in control of his photographic depiction, deciding when and how to press the 
camera’s shutter release. Being in charge of his portrait is also reflected on the tex-
tual level: he has authorship of his own story which he, in turn, is inviting the reader 
to share. By portraying ‘Florian’ as the person depicted in the photo and also as the 
photographer in charge, the photo reverses usual perspectives of illness photogra-
phy. Here, reflecting upon the medium of photography may encourage current and 
future healthcare practitioners who have often learned their trade with the help of 
medical textbooks to reflect on the ‘medical gaze’ on the body ([61], p. 135). This 
may raise general questions whether a photograph or image reinforces or challenges 
objectifying, insensitive and voyeuristic views or whether it contributes positively 
to the empowerment and even recovery of those affected.

‘Florian’ in the photo is not merely being looked at but he looks out to the reader/
viewer. In turn, the reader/viewer is invited to look in, and meet his gaze as one 
individual meeting another. The creative medium of photography is explored here in 
its potential to initiate a close contact that affects the viewer and forms an emotional 
bond in a process Susan Hogan and Annette Counter call ‘emotional contagion’ 
([62], p. 95).

A Story to Tell also captures performances which showcase men’s inner feelings 
in a combination of photography, text and other art, e.g. by interacting in front of the 
camera with objects that have symbolic value for them, such as mirrors or chains. 
Other images show men in places that hold emotional significance for them, e.g. 
sitting head-in-hand in a hospital corridor or preparing food in the emotionally 
charged space, that is, the kitchen. In addition, the approach by Rakoš and de Theije 
also introduces the medium of drawing. For example, drawing directly onto the 
photos adds new and often symbolic elements, alters a face or changes the outline 
of a body. One such drawing highlights the stark contrast between perceived and 
‘real’ size of a man’s own belly by drawing himself a much bigger body ([1], p. 82), 
thus highlighting the problem of a distorted body image (Fig. 6.1).

Engaging with the medium of photography, its use in public discourse but also 
its therapeutic and creative potential in a book like A Story to Tell can contribute 
significantly to healthcare training and practice. It can aid reflection on how people 
with eating disorders are ‘seen’ by others and by themselves, and introduce new 
perspectives. Hogan emphasises that images can make us ‘attentive in new ways’ 
and ‘refresh our sensibilities’ ([63], p.  257) in her discussion of photographic 
research methods at the interface of art and health. Current and future healthcare 
professionals may use the combination of textual and visual narrative in A Story to 
Tell to discuss how this might encourage them to ‘see’ differently.
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Fig. 6.1 ‘Brian’, in Rakoš and de Theije ([1], p. 82)

6.7  Conclusion

Narratives that give personal accounts of eating disorders in men and boys can con-
tribute to healthcare education and research, advance knowledge and raise aware-
ness. They have the potential to bring this particular currently under-researched and 
under-represented topic onto our radar. They can sensitise us to related issues of 
gender in healthcare as well as empowering the men and boys who tell us their sto-
ries, and encouraging and educating others.

However, the range of different creative approaches to tell personal stories in the 
examples introduced here—from autobiographical writing, fiction and diary to pho-
tography and drawing—is by no means limited to the topic of eating disorders. 
Engaging with narratives of illness, recovery and health opens up a wealth of dimen-
sions for other illnesses and aspects of healthcare practice, training and research—
as the extensive list of studies in the section ‘Using Personal Narratives of Illness to 
Advance Healthcare’ above shows.

The possibilities to react to and interact with creative narratives of illness experi-
ences introduced in this chapter highlight that art is much more than a means to 
merely add information to healthcare practice and research; it has the potential to 
transform those who are involved in it. Chawner’s lack of ‘vocab’ to articulate and 
understand his suffering, Pollen’s strained conversation with his anorexia voice or 
‘Florian’s’ meeting of our gaze all shows that art speaks differently to us, can chal-
lenge ingrained views, changes perspectives and opens spaces of new engagement. 
As such it can help in building a new generation of interventions that include cre-
ative approaches to advance multidisciplinary perspectives, for better health.
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7.1  Introduction

This chapter explores a variety of methods which can be used to research arts and 
health interventions, specifically within the field of arts and dementia. As well as 
arts-based research methods, this chapter references other complementary and rel-
evant approaches from humanities, social sciences, healthcare research and biologi-
cal sciences. Consequently, this chapter discusses arts not only as a method for 
analysis, but also as a medium of analysis.

This chapter gives a background to the arts and dementia by placing the field in 
context, giving an overview of the existing evidence base and articulating some of 
the challenges facing research in this area.

Subsequently, a number of multidisciplinary arts and dementia programmes are 
examined as best-practice case study examples. These programmes use arts-based 
methods or apply diverse methods from other disciplines to the arts: some do both. 
The Dementia and Imagination project implemented and evaluated a programme of 
visual arts interventions for people with dementia across three UK sites, using a 
combination of artistic and scientific methods. Created Out of Mind, an arts and 
dementia residency at the Wellcome Trust in London, used an interdisciplinary team 
from arts and science backgrounds to explore multiple perceptions of dementia. 
Mark Making, a review of participative arts for people with dementia, used innova-
tive arts-based methods in order to engage research participants.

Finally, an example of a mixed-methods theoretical framework for the arts and 
dementia is explored. The Taxonomy of Arts Interventions for People with Dementia 
employs a classification system more readily associated with biological science, in 
order to name, observe and build knowledge about arts and dementia.

Drawing on the demonstrable strengths of these best-practice case studies, this 
chapter proposes that using mixed-methods and multidisciplinary approaches to 
conduct arts and dementia research produces findings that are as rich as they are 
robust. To conclude, a summary of learning points and a selection of further 
resources are also outlined.

7.2  Background to the Arts and Dementia

7.2.1  Meeting the Needs of People Living with Dementia

Dementia is a progressive condition with various symptoms relating to memory, 
mood and movement. Language and understanding may also be affected. While 
there is no cure for dementia, research and practice explore ways to enhance the 
well-being and quality of life for people with dementia through interventions and 
compassionate care that allow individuals to ‘live well’ [1]. For example, the 
National Institute for Health and Care Excellence (NICE) health and care guidelines 
recommend tailored activities designed to meet personal needs [2]. The seminal 
work of Thomas Kitwood is frequently referenced to articulate these psychosocial 
needs, namely comfort, identity, occupation, inclusion, attachment and love [3]. 
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Combined, these needs form the basis of person-centred care and enable the person-
hood of people with dementia to be upheld and respected [3]. Arts and health inter-
ventions have the potential to meet these psychosocial needs of people with dementia 
in ways that are meaningful and significant. Arts interventions, for example activi-
ties relating to music, visual art, dance, drama, literature, theatre, poetry and crafts, 
can enhance the physical, mental, social and emotional health of people with 
dementia. Consequently, the case for the arts and dementia can be made on sev-
eral fronts.

7.2.2  Making the Case for the Arts and Dementia

First, arts and health interventions have the potential to improve the quality of life 
for people living with dementia. Arts can enhance mood, provide entertainment and 
enable expression of emotions. Moreover, arts can facilitate non-verbal communi-
cation, social connectedness, relationship quality and inclusion [4, 5]. Second, arts 
can be impactful on a psychological and psychosocial level, offering therapeutic 
opportunities for people with dementia to feel a sense of identity, purpose and vali-
dation [6]. Third, within the context of funding pressures in health and social care 
systems, arts and health interventions for people with dementia can prove cost 
effective and affordable, using health economics modelling to calculate social return 
on investment [7, 8]. Finally, there is a moral argument that access to art is essential 
and intrinsic to human beings [9]. Certainly, arts can be viewed as a human right 
[10], and some people with dementia can experience a new or increased appetite for 
creativity following diagnosis [11].

Of course, arts and health interventions may not be appropriate or appealing to 
every person with dementia, nor will they produce the same effects for each person, 
or even each time—just like pharmaceutical interventions. However, for those peo-
ple with dementia who do wish to engage with arts, the impact can be substantial.

7.2.3  Situating the Arts and Dementia Research Field

The arts and dementia is a growing area of research, policy and practice [12]. It is 
an international, multidisciplinary field, involving a diverse array of stakeholders 
such as therapists, artists, practitioners, care staff, researchers, academics, family 
carers and people living with dementia. The arts and dementia movement is gaining 
recognition in a number of countries, with foundational work taking place in the 
UK, the USA, Australia, the Netherlands, Finland, Norway, Japan and Korea, 
amongst others. The arts and dementia can be situated within three complementary 
fields of research, policy and practice: arts and health, creative ageing and arts 
therapies.

Arts and health work seeks to establish the value of arts and its potential to influ-
ence and impact upon physical, mental, social and emotional health and well-being 
[13]. A series of recent public reports synthesising arts and health evidence and 
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practice, produced for the UK Government and the World Health Organization, 
demonstrate how this field is gathering momentum [14–16].

A subsection of the arts and health field focuses specifically on creative ageing, 
or arts for older people, recognising the value that such engagement can offer. This 
is pertinent both in the community and particularly in care homes, which increas-
ingly offer arts activity programmes for their residents [17].

Adjacent to the field of arts and health and creative ageing is the extensive field 
of arts therapies. Perhaps most prevalent within arts and dementia is the application 
of music therapy. This is the most widely researched of the therapy art forms, and 
the resulting scholarship is robust enough to have generated a number of Cochrane 
systematic reviews, which are regarded as the gold standard for evidence synthesis 
[18]. The most recent systematic review [19] indicated that the emotional well- 
being and quality of life for people with dementia could be improved as a result of 
music therapy. The production of such Cochrane evidence is rare within the field of 
arts and dementia. A scarcity of research deemed robust by medical paradigms is 
one of the challenges facing this area.

7.3  Challenges with Evidence Base, Methods 
and Methodology

An evidence base is important because it can help to justify and convey the impact 
and effectiveness of arts and health interventions in order to secure investment and 
ensure quality and safety of practice [20]. An evidence base helps to boost credibil-
ity, especially for psychosocial interventions, which have historically been used less 
than some more widely accepted pharmaceutical interventions. The existing evi-
dence base can also inform and guide the subsequent methods and methodologies 
which will be used, or are deemed appropriate, in future research and practice.

The evidence base for the arts and dementia is variable, and not as comprehen-
sive as other fields. Arts and dementia studies are often small scale [21], conducted 
without control groups or participant numbers which might be considered signifi-
cant. The nature of arts and health interventions is highly complex, with multiple 
interacting and dynamic elements [8]. Moreover, arts practice varies considerably, 
and without a shared language to define and describe interventions, multidisci-
plinary communication can prove problematic [22]. These issues present a chal-
lenge for research. Few studies have addressed this complexity by attempting to 
isolate and understand the mechanisms which might suggest how the arts ‘work’ 
and produce their effects [23]. Furthermore, little research has been undertaken to 
identify the critical component parts of arts and health interventions for people with 
dementia [24]. In short, the field requires more established theoretical frameworks 
and proven methods for producing robust, high-quality evidence.

However, strengthening the evidence base is complicated by the multidisci-
plinary methodological position that the arts and dementia occupies, sitting at the 
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crossroads of two primary research paradigms: sciences and humanities. This pres-
ents a number of methodological challenges for the arts and dementia [22]. These 
different paradigms request, and recognise, different types of evidence collected 
using particular methodologies or methods. Methodology can be understood as an 
overarching framework or theoretical perspective, while methods can be viewed as 
the tools for carrying out the research [25]. Consequently, there are commonly two 
prime strategies for researching the arts and dementia, each with a corresponding 
set of research methods: scientific (positivist) and subjective (constructivist).

7.3.1  Scientific (Positivist) Methods

A number of arts and dementia studies use scientific approaches to produce findings 
which may be viewed as more legitimate by medical and healthcare communities. 
These may be underpinned by positivist methods [26] and seek to measure arts like 
a clinical intervention, determining that if an arts and health intervention produces 
an effect, then it must be quantifiable. Examples of scientific healthcare methods 
include a randomised control trial (RCT) of music therapy for people with dementia 
[27] and an RCT of musical activities for people with dementia [28]. Similarly, 
some arts and dementia research has used quantifiable, physiological measures to 
evidence impact, such as effects on stress hormone levels [29]. Approaches from 
social sciences have also been utilised by arts and dementia research, namely obser-
vation methods which aim to identity, name and quantify participants’ responses to 
arts and health interventions [30].

Realist synthesis and evaluation are two methods which have proven to be par-
ticularly effective for reviewing and analysing the field of arts and dementia [31, 
32]. Realist methodology takes account of the context and complexity of interven-
tions and seeks to understand ‘what works for whom, in what circumstances, in 
what respects, and how?’ [31]. This approach allows the contexts, mechanisms 
(processes) and outcomes (benefits) of arts interventions for people with dementia 
to be identified. These elements are vital for producing theoretical understandings 
of how the arts ‘work’ and produce their effects. The Dementia and Imagination 
project and the Taxonomy of Arts Interventions for People with Dementia both used 
elements of realist methodology in their research to identify the ingredients, or com-
ponent parts, of arts programmes [23, 33].

These scientific methods offer legitimacy, rigour and validity according to the 
established hierarchies of medical paradigms. An RCT for example is often viewed 
as the pinnacle of academic credibility within clinical healthcare research. However, 
some of these scientific methods may be less effective at conveying the richness of 
emotional, psychological and person-centred experience that arts and health inter-
ventions for people with dementia can deliver. That is where humanities methodolo-
gies and constructivist methods can excel.
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7.3.2  Subjective (Constructivist) Methods

Many arts and dementia studies use more subjective methods for research and eval-
uation, including approaches informed by the arts themselves. These constructivist 
methods rooted in qualitative research allow for a multitude of individual or collec-
tive realities and responses to an arts and health intervention [34]. In turn, this mir-
rors a person-centred approach to care delivery and respects the multiplicity of 
experiences felt by people with dementia [3].

Arts-based methods can be applied to dementia research, as well as arts and 
dementia research. An example of the former is a study that took place in a geriatric 
medicine unit, which engaged artists to produce high-quality work that reflected the 
experiences of living with dementia [35]. An example of the latter is a community- 
based arts project, which used critical arts-based inquiry and storytelling to trans-
form the narrative around dementia in order to create enhanced experiences of 
citizenship [36]. Furthermore, arts can also be used to communicate research evalu-
ations and outputs, through mediums such as textiles or films, relating to dementia 
research or arts and dementia research [37].

These arts-based methods are able to capture what is meaningful about interven-
tions, enabling a personal approach and the articulation of emotional responses. 
While they may lack precision and clarity, as defined by positivist research stan-
dards, arts-based methods offer a wealth of insight and understanding. The main 
challenge is that whole system change is required for arts-based methods to achieve 
a parity of recognition within the medical paradigm [38].

7.3.3  Creative Interventions Need Creative Research

The reality is that real-world arts and dementia research and practice are often too 
diverse, complex and nuanced to make a clear-cut distinction between so-called 
scientific and subjective approaches. Furthermore, depending on the particular 
stakeholder audience, the research findings may need to be framed or presented 
with different paradigms in mind. For the arts and dementia, it is especially impor-
tant to include the voices of people with dementia in the research [39].

Therefore, in order to produce valuable findings for multidisciplinary fields, 
researchers need to be ‘creative and credible’ [40]. This may involve employing a 
range of relevant and proven methods from a variety of disciplines, perhaps apply-
ing them in innovative ways to elicit different or complementary findings. For 
example, using an assortment of methods in combination is advocated by a novel 
framework called facet methodology. This approach encourages creativity, imagina-
tion, intuition and inventiveness in order to uncover different ways of seeing [41].

Consequently, a multidisciplinary field such as the arts and dementia is often best 
served with an agile, mixed-methods approach towards research, one which com-
bines the best that each strategy has to offer. Indeed, mixed-methods arts and 
dementia research that includes quantitative validated measures and qualitative 

E. Cousins



91

personal reflections is more likely to satisfy institutional funders, for example the 
National Health Service (NHS) or the Department of Health and Social Care [42].

The following best-practice examples of arts and dementia programmes have 
used different combinations of mixed-methods and therefore demonstrate how sci-
entific, humanities and healthcare research approaches can be effectively combined.

7.4  Case Study Examples of Mixed-Methods Arts 
and Dementia Research and Practice

7.4.1  Dementia and Imagination

The Dementia and Imagination project was the principal arts and dementia study to 
date in the UK [8]. Beginning in 2014, it was a large-scale, multidisciplinary project 
which brought together universities, community arts organisations, the NHS, art 
galleries and charity partners to deliver a programme of visual art activities to peo-
ple with dementia across three locations in the UK. These activities were based on 
a model of art viewing and art making, which had proven to be effective in other 
projects, such as initiatives at the Museum of Modern Art (MoMA) in New York 
and the Dulwich Picture Gallery in London [8]. The main aim of the study was to 
understand how and why art can improve quality of life and well-being for people 
with dementia, as well as understand what the wider social and community benefits 
might be.

In order to identify the right methods and tools for addressing these research 
objectives, the Dementia and Imagination project began with a philosophical con-
sideration of the different epistemologies inherent in the multidisciplinary work 
[43]. Epistemology explores the different ways in which the world can be known 
and understood, in particular what counts as legitimate knowledge [44]. This is a 
particularly pressing and pertinent issue for healthcare research which, as men-
tioned earlier, has a range of applicable research methods and tools.

The Dementia and Imagination project recognised that it was necessary to sat-
isfy diverse academic communities with different standards and interpretations 
regarding meaningful, impactful knowledge. Consequently, a range of epistemo-
logical approaches were incorporated into the study, namely positivist and non- 
positivist methods [43]. Moreover, partners from policy and practice were also 
involved with the research, as well as the research funder, who required a further set 
of findings, such as community benefits or artistic reflections. Accordingly, the 
methodology was also informed by an iterative process of co-production, where all 
stakeholders were able to contribute to the design of the project, thus ensuring that 
its outputs were valuable to all [43]. Co-production is also an integral principle of 
arts practice with people with dementia [40]. The research team recognised that a 
mixed-methods approach may result in constraints or lead to potentially competing 
agendas. However, there was also a belief that any resulting challenges would clar-
ify understanding across the various ideologies of research and practice [43].
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Consequently, the study combined research methods from social sciences and 
health, with approaches from humanities and arts. This involved the collection of 
qualitative and quantitative data to understand the impact of arts interventions. 
Qualitative data were collected through open-ended interview questions at baseline 
and two further time points. Quantitative data were gathered from a questionnaire 
with validated outcome measures, self-reported evaluation of the impact of the arts 
activity using a number of measurement scales, and observation of the arts activities 
[43, 45]. The Greater Cincinnati Chapter Well-Being Observation Tool (GCWBT) 
[46] was used to observe the effects the arts activity was having on people with 
dementia. Socio-demographic data were also collected including age and education. 
In addition to these data, health economics calculations were undertaken to deter-
mine the wider effects of the arts programme at a community level, namely the 
social return on investment (SROI). Moreover, arts-based methods were used to 
capture artist impressions of the project and to disseminate findings in a creative and 
engaging way [8].

The medium of visual art was used in two ways throughout the project. Firstly, it 
was used as a methodology to support the research process [43]. The artists involved 
in delivering the arts activities to people with dementia also used art to respond to 
the research process itself—a method known as research through practice [47]. 
Secondly, art was used as a public engagement tool. The artwork produced by par-
ticipants during the programme was showcased and celebrated in a series of exhibi-
tions. This helped to share the emotions and identities of the people with dementia 
taking part in the project, as well as challenge and change attitudes towards demen-
tia [43]. Further creative approaches were used to disseminate and share research 
findings from the study in accessible and innovative ways. For example, the 
Imagination Café, a pop-up installation in Nottingham city centre, curated in part-
nership with the Nottingham Contemporary gallery, served tea and cake to members 
of the public while sharing information about dementia and displaying artwork 
made by participants [48].

7.4.1.1  Learning Summary
The Dementia and Imagination project provides an illustrative example of the 
following:

• How to combine multidisciplinary methodologies and epistemologies for arts 
and dementia research and practice, such as positivism and co-production.

• How to develop and design mixed-methods research for the arts and dementia, 
which involves qualitative and quantitative data collection.

• The benefits of triangulating data sources when researching the arts and using 
arts-based methods, for example combining participant self-report measures 
with researcher observations and artist reflections of the same activity.

• How to use arts as a medium to respond to the research process, as well as a 
mechanism for creatively sharing the research findings and outputs.
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7.4.2  Created Out of Mind

The Created Out of Mind project was an interdisciplinary research residency which 
took place at the Wellcome Collection in London between 2016 and 2018 [49–51]. 
The project brought together professionals from a range of disciplines, including 
the arts, music, social sciences, biomedical sciences and humanities, as well as peo-
ple living with different dementias. The aim was to explore, challenge and shape 
how dementias are perceived and understood, using tools from science and creative 
arts. In order to do this, the project sought to develop new research methods through 
interdisciplinary collaboration that could generate innovative knowledge and new 
avenues of enquiry [49].

The project had two central themes, and nested within each were a series of indi-
vidual study areas. The first theme, People and Perceptions, sought to gather the 
narratives and experiences of people with dementia, reflecting upon how they are 
represented in art and the media. Using methods of scientific and creative analysis, 
the research aimed to produce new perspectives about dementias [49]. Individual 
study areas used a range of research methods: for example, natural language pro-
cessing to analyse news articles, qualitative interviews with care staff and an analy-
sis of visual, textual and linguistic metaphors relating to dementia [49]. In the 
metaphor study area, an artist responded to experiences recounted by a person with 
dementia, by producing artwork to represent personal feelings and emotions [50].

The second study theme, In the Moment, aimed to develop research methods and 
tools for evaluating arts activities for people with dementia—in particular, attempt-
ing to understand how to combine qualitative and quantitative methods to the best 
effect across a variety of settings [49]. For example, one study area evaluated the 
impact of group singing on people living with and without dementia. Physiological 
responses, such as stress hormones, were measured before and after the activity, as 
well as psychological responses, such as well-being, anxiety and loneliness [49, 
51]. Another study area used cutting-edge scientific methods to measure the size of 
pupils in the eye, along with skin conductivity—which are both indications of 
arousal—to determine how people living with and without dementia responded to 
unknown or familiar music [50]. Subsequent research has further developed a video 
analysis scale in order to measure the engagement of people with advanced demen-
tia in music activities, an example of using digital methods from computer technol-
ogy to research the arts and dementia [66].

Art production was used as a research method across the Created Out of Mind 
project, to capture participant and public responses to the research, as well as to 
elicit research findings. A still life painting study, Profiles in Paint, invited people 
with a rare form of dementia, and a control group without dementia, to arrange and 
paint a group of given objects. Analysis of the resulting paintings gave insights into 
how some people with dementia may experience elements of creativity, relating to 
spatial perception, emotion and motivation [51].
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7.4.2.1  Learning Summary
The Created Out of Mind project provides an illustrative example of the following:

• How to produce collaborative, interdisciplinary arts and dementia research that 
involves science, art and people living with a dementia.

• How to use scientific research methods, such as physiological responses, to 
enhance understandings of arts activities.

• How to use arts methods to evaluate activities and to change or challenge percep-
tions of dementia.

• How to use language as a scientific method for research, such as natural language 
processing, and as an artistic tool for research, such as analysing metaphor.

7.4.3  Mark Making

The Mark Making project sought to understand the impact of participatory arts for 
people with dementia, specifically those taking part in four distinct arts programmes 
across the UK that incorporated music, singing, visual art, poetry and clowning 
[25]. Mark making is a technical term to describe lines, textures or patterns that are 
made while creating art of any form.

The research was conducted using a primarily qualitative framework, supple-
mented by two further approaches. Ethnography allowed researchers to immerse 
themselves in the arts programmes, capturing descriptive meanings and concepts 
[25]. Critical gerontology, which challenges representations of ageing, situated the 
research in a wider sociopolitical context [52]. No quantitative data or numerical 
measures were recorded.

Though the research was situated in a solely qualitative paradigm, the study still 
employed a variety of mixed-methods in order to produce rich, valuable insights. 
The project was supported by a comprehensive review of the literature, which pro-
duced a thematic summary of the field [12, 25]. Following that, the research team 
sought the views of people living with dementia who were participating in the vari-
ous art programmes. Data were collected using a combination of questionnaires and 
interviews [25].

Arts-based methods were used at two particular stages throughout the research in 
order to enhance both communication and collaboration. Firstly, a comic book was 
designed to inform people with dementia about the interviews and focus groups 
[25]. Comics are effective in healthcare settings to convey complex information, by 
using images to reinforce the text. Comics can be playful and impactful, communi-
cating emotions and stories in a way that is easily accessible [25]. The Mark Making 
comic was used to tell participants about the study, ensuring that informed consent 
was in place when collecting data. It contained drawings of people and prompt 
questions to prepare participants for the interviews [25]. Using a comic book proved 
to be a successful research method, attracting participants and prompting discussion.

Secondly, a graphic designer was employed to produce an interactive visual map 
of the UK in order to catalogue arts activities and programmes that are available to 
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people with dementia. The map enables practitioners, artists, researchers and people 
with dementia to connect with each other, access services and make enquiries. The 
map is an example of using digital visual arts-inspired methods to produce research 
outputs. It can be viewed here: http://markmaking.arts.ac.uk/uk- map/.

7.4.3.1  Learning Summary
The Mark Making project provides an illustrative example of the following:

• Mixed-methods can still be used within a primarily qualitative research 
framework.

• Methodologies and methods should be considered as two distinct entities, ensur-
ing that both are appropriate for the research enquiry.

• For arts and dementia research, diverse methodologies are important in order to 
capture the multidimensional experiences of people with dementia, including 
historical, sociopolitical and ethical perspectives.

• Arts-based methods can help to ensure that research is inclusive and accessible.

7.5  A Mixed-Methods Theoretical Framework for the Arts 
and Dementia

7.5.1  A Taxonomy of Arts Interventions for People 
with Dementia

The previous programmes outlined in this chapter demonstrate that mixed-methods, 
including arts-based approaches, are effective tools for researching the arts and 
dementia. These best-practice case studies illustrate how combined methods from 
the humanities and sciences can be used to understand dementia, and interventions 
for people with dementia, more richly and comprehensively.

The Taxonomy of Arts Interventions for People with Dementia offers a comple-
mentary example of mixed-methods research. The taxonomy takes a scientific clas-
sification model as its starting point and uses it as a tool with which to understand 
more about arts practice and arts interventions for people with dementia. The result 
is a proposed theoretical framework for exploring the arts and dementia, which 
combines a scientific model with subjective language, that can be applied in a 
person- centred way.

As discussed, the evidence base for the arts and dementia needs strengthening, and 
research in the field is required to speak to a range of epistemologies and paradigms 
[43]. Research and practice for the arts and dementia could be advanced by improving 
the description, explanation, communication and simplification of arts interventions 
for people with dementia [53]. Consequently, devising a descriptive taxonomy, or clas-
sification, of arts interventions for people with dementia helps to identify the compo-
nent parts that enable these activities to ‘work’ and produce their effects [53].

Taxonomy is most widely associated with biological or ecological science, 
where it is used to classify species within the living world. It produces a system of 
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naming, a common language, and identifies generally shared characteristics [54]. 
Classification is abundant in everyday life and is a natural cognitive function that 
allows the world to be processed and understood by humans [55], for example using 
maps, menus and websites. The process of classification requires phenomena to be 
noticed, observed and named, which leads to knowledge, explanation and under-
standing [56]. In the same way that arts-based research can contribute to under-
standings of scientific phenomena, the taxonomy shows how methods from science 
can similarly help to build knowledge about the arts.

Taxonomy has been applied to social science research, most notably the produc-
tion of Bloom’s educational taxonomy [57]. In health service research, taxonomy 
has been used to simplify complex interventions, allowing them to be defined and 
compared [58]. And even in the study of music and music therapy, taxonomies have 
been produced to map the relationship between music, care and well-being [59, 60]. 
Artists and scientists from diverse historical and cultural contexts recognise the 
importance and necessity of taxonomy for their respective fields [61–63].

Indeed, taxonomy has an established synergy with the arts and arts approaches. 
A colour classification enabled Charles Darwin to accurately document wildlife 
during his voyage on the HMS Beagle [62]. Children’s author and watercolourist 
Beatrix Potter made significant contributions to scientific understandings of mush-
rooms by producing an illustrated taxonomy of different species, rendered in exqui-
site artistic detail [64]. Victorian author and marine biologist Margaret Gatty 
produced a seminal classification of British seaweed, accompanied by vivid illustra-
tions [65]. In these examples, artistic tools and visual arts are used to enhance sci-
entific knowledge. Conversely, the scientific tool of taxonomy can be used to 
broaden understandings of the arts.

The Taxonomy of Arts Interventions for People with Dementia was produced 
using mixed-methods research, primarily from the qualitative paradigm. The 
research began with a literature review. These findings were then refined through 
focus groups and workshops with stakeholders, including artists, practitioners, care 
staff, researchers and carers of people with dementia. This resulted in version one of 
the taxonomy [33]. Following this, a case study of music therapy and a three-stage 
Delphi questionnaire were completed. This data collection involved people with 
dementia and leading arts and dementia experts from research, policy and practice 
based in a number of different countries. A final synthesis of the data produced a 
second version of the taxonomy [53].

The taxonomy has 12 dimensions, which articulate different aspects of arts inter-
ventions for people with dementia: Art form, Artistic elements, Artistic focus, 
Artistic materials, Arts activity, Arts approaches, Arts facilitators, Arts location, 
Competencies, Complementary arts, Intervention context and Principles [53]. Its 
prime dimension is the Principles, which summarise the salient theoretical under-
pinnings and component parts of interventions—the mechanisms (processes) and 
outcomes (benefits) which enable them to ‘work’: engagement, transformation, 
selfhood, humanity, expression, connection, possibility and involvement. The prin-
ciples and their defining characteristics use language derived from stakeholders, 
which enables the taxonomy to be both scientific and subjective [33, 53].
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Undeniably, taxonomy is an imperfect model for capturing the richness and diversity 
of arts practice and its impact. Used in isolation, the taxonomy could prove rigid and 
reductive to the arts, which is not its intention. Its aim is to be descriptive, not prescrip-
tive. The taxonomy seeks to offer a practical map of a complex field and suggests an 
initial framework that would benefit from further research and wider consultation.

These limitations aside, the taxonomy has the potential to be an innovative tool 
for researchers and practitioners. It is most effective when considered in conjunc-
tion with other complementary research methods, from the sciences and the arts, to 
help create multidimensional understandings of arts interventions for people with 
dementia.

7.5.1.1  Learning Summary
The Taxonomy of Arts Interventions for People with Dementia provides an illustra-
tive example of the following:

• Scientific methods can be used as a framework for describing and understanding 
arts interventions for people with dementia.

• Taxonomy offers description, explanation, communication and simplification of 
a complex field.

• Taxonomy allows interventions to be compared, defined and theorised to identify 
‘what works’.

• This taxonomy is best used as part of a mixed-methods strategy to research the 
arts and dementia.

7.6  Summary

In conclusion, this chapter has provided an overview of the arts and dementia field, 
highlighting some of the methodological challenges and considerations that may 
exist when undertaking multidisciplinary research and practice across a range of 
paradigms. Using best-practice case studies and a theoretical framework as illustra-
tive examples, this chapter has demonstrated that a mixed-methods research strat-
egy offers an effective approach for producing meaningful findings related to the 
arts and dementia.

Things to Consider When Using This Arts-Based Approach
• When undertaking arts-based research involving people with dementia, it 

is imperative to consider accessible methods that enable people with 
dementia to participate in the research.

• Consider how arts-based methods can be used to strengthen existing evi-
dence bases.

• Construct compelling arguments for how and why arts-based research is 
credible and legitimate on its own terms, making a case for its relevance to 
the field.
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Further Resources
More information about Dementia and Imagination can be found at http://demen-
tiaandimagination.org.uk/

More information about Created Out of Mind can be found at http://www.creat-
edoutofmind.org/

More information about Mark Making can be found at http://markmaking.
arts.ac.uk/

Reflective Exercise
Think about an arts and health programme you are aware of, or imagine one of your 
own, that is aimed at a particular group of people or health condition—perhaps a 
community dance group, or a care home singing activity.

Now consider this task: How would you design a research evaluation for this 
programme?

You might like to think about the following:

• Who are you producing the evaluation for? What information might they be 
interested in?

• What research questions are you trying to answer?
• What methodology and methods are relevant to your enquiry?
• How could you ensure a mixed-methods approach?
• What impacts and outcomes would you seek to ‘measure’, describe or identify?
• What qualitative and quantitative data could you collect?
• How could you involve the programme participants and practitioner in co- 

designing the evaluation?
• How could you present your research findings in creative ways?

Tips for Using This in Future Research Designs
• Complex interventions, such as those involving the arts and health, can 

benefit from mixed-methods research.
• Arts-based methods can be used in combination with other approaches, 

which may be qualitative or quantitative, constructivist or positivist, in 
order to produce multidimensional and multidisciplinary findings.

• When undertaking multidisciplinary research, it is necessary to be mindful 
of different stakeholders who might want research producing, or evidence 
articulating, in different ways—be prepared to vary what methods are used 
in order to communicate strategically with a variety of audiences.

• Hierarchies can exist within arts and health research—systematic reviews 
and RCTs are often seen as a gold standard. Therefore, it is necessary to 
clearly identify and communicate the specific, unique value that arts-based 
research offers and the research gaps that it can contribute to.
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Hand-drawn infographics in action

8.1  Introduction

This chapter draws on my pedagogic practice using hand-drawn infographics within 
teaching and researcher development contexts. Here I provide the wider context of 
my arts-based, multisensory learning and teaching philosophy, and outline the evo-
lution of hands-on infographics sessions as part of a suite of creative researcher 
development at my institution. Infographics definitions and categories are discussed 
and the essential need for visual communication for researchers and professionals is 
outlined. The benefits of multisensory learning opportunities are summarised and a 
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brief description of a hand-drawn infographics workshop is given. I then identify 
the theoretical perspectives underpinning my pedagogic approach, including con-
structionism and everyday creativity, highlighting the benefits of these approaches 
to researchers supported by feedback. A range of visual examples taken from ses-
sions are used to illustrate specific infographic applications such as comparison and 
storytelling, and possible further uses are suggested for each type. The chapter con-
cludes with some suggested learning activities and resources for readers that can be 
applied within a variety of healthcare research settings.

8.2  Background

8.2.1  My Practice

Creative learning and teaching methods have been at the heart of my practice for 
almost a decade: I incorporate LEGO Serious Play, collage, drawing and much 
more into both my teaching practice and development work with staff and research-
ers. I have developed techniques such as ‘Swollage’, a combination of collage and 
SWOT analysis [1], and ‘Reframing’, a structured form of mind mapping [2], to 
prompt reflection and insight, finding that a playful, hands-on approach can over-
come learning barriers and encourage creativity. Nicole Brown found that “LEGO® 
models became a powerful tool for self-expression” [3] in her investigation of emo-
tion work among doctoral students: use of media that we see as inherently creative 
and techniques which do not require specialist arts-based skills offer a stimulating 
alternative means of expression and thinking for researchers.

My use of hand-drawn infographics stems from a workshop at the Vitae confer-
ence in 2016 [4]: here I first tried out the techniques that have subsequently fed into 
researcher workshops. One of my co-presenters was infographics designer Lulu 
Pinney [5], and her expertise has informed my approach. Lulu stressed the impor-
tance of not going straight to the digital when developing infographics, pointing out 
that it was essential to “think through” ideas with pen and paper before working 
with software: “It turns out that successful infographics is just as much about the 
planning, exploration and underlying thought processes as it is about communica-
tion through the power of the visualisation of information” [6].

At De Montfort University, this arts-based philosophy has resulted in a suite of 
courses within the Doctoral Training Programme entitled Creative Approaches to 
Research: these courses provide fresh insights via arts-based methods of articulat-
ing, reflecting upon and sharing research topics. One of these courses, Visualising 
Your Research with Infographics, incorporates the analogue development of info-
graphic designs, using a combination of drawing and collage techniques, and has 
been running for 3 years. Along with Exploring your Doctoral Research with LEGO 
Serious Play and Structured Mind-Mapping with Reframing, this course enables 
students to engage with their research in a visual, hands-on way, allowing them to 
“Dig out thoughts from the deepest spaces in the head” (Workshop feedback).
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8.2.2  Definitions

So what is an infographic? This term is often used interchangeably with data visuali-
sation, which can be defined as: “The representation and presentation of data to 
facilitate understanding” [7]. Infographics is a wider term involving the pictorial 
depiction of ideas, processes or indeed data, and can offer researchers a very useful 
tool: “Done well, infographic design clarifies, explains, reveals or adds meaning” [5].

A simple definition of infographics is a visual representation of information, and 
a wide variety of formats are encompassed by this term. Infographics can be broadly 
divided into two main categories: those that immerse and those that ignite. Immersive 
infographics contain detailed information, usually including a higher textual con-
tent, and require the viewer to take time to engage with the infographic. An ignite 
infographic is punchier and simpler, containing less text: they are designed to arouse 
interest and encourage the viewer to seek further information (this may be provided 
by a link or QR code within the infographic). All infographics seek to both engage 
the viewer and explain something to them, whether this is a concept, process or 
other information. The most effective infographics tell a memorable visual story: 
“An infographic succeeds if people feel their attention drawn to it and are able to 
comprehend the information presented” [8].

8.2.3  Categories

Infographics can also be divided by specific functions: these can be broadly 
described as simple visualisations of research topics, data visualisations, depictions 
of processes or journeys, visual comparisons, maps, relationship diagrams and 
visual stories. The most memorable infographics often use a visual metaphor or 
analogy to help to engage the viewer: for example, the analogy of travelling along a 
road, encountering obstacles and so on could be applied to an infographic portray-
ing a completely different type of journey.

8.2.4  Visual Communication: Research Context

Visual communication, whether via social media, conference presentations or 
research posters, is becoming increasingly vital for researchers. This is especially 
true in the field of public engagement, where visuals such as infographics can enable 
clearer communication with non-specialist audiences: “… the infographic. It’s cap-
tivating. It draws your attention. It presents key information prominently without 
making readers work too hard to understand the material” [9].

Competitions such as Three Minute Thesis require that only one carefully 
designed slide is used to support presentations: visual literacy then is an essential 
skill for researchers: “Increasingly we see infographics used to communicate key 
evaluation findings” [10].
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8.2.5  Benefits for Researchers: General

The benefits of arts-based approaches do not stop at dissemination however: one 
area that researchers in all disciplines can struggle with is the articulation of the 
central idea or question of their study. Coming at a topic from a different angle, 
whether via LEGO bricks, collage or any other creative method, can help to distil 
the essence of a topic or line of enquiry: “The completed poster has helped me to 
look at my research in a different way” (Workshop participant). Taking a visual 
approach to articulating, reflecting upon and communicating research subjects via 
infographics offers the opportunity to tell a visual story, perhaps offering a more 
engaging and accessible alternative to the more frequently used research 
poster format.

8.2.6  Description of Session

A typical hand-drawn infographics workshop runs in the following way (detailed 
outlines of sessions are available at the end of the chapter). The workshop begins 
with a PowerPoint presentation and discussion covering infographic definitions and 
various visual examples. Participants are then invited to create their own paper- 
based infographics based on their choice of topic, using coloured paper and pens 
plus printouts of various icons which can be cut out and stuck down. Key questions 
are provided to support consideration of aspects such as the intended audience for 
the infographic. The collage element is designed to overcome fears that some par-
ticipants may have about drawing and to spark ideas if they are unsure about how to 
visually represent an aspect of their research. Books and printouts containing exam-
ples of different types of infographics are available for participants to refer to as 
they work.

8.3  Background: Theory and Benefits

The pedagogic rationale for this session, in common with my arts-based teaching 
philosophy as a whole, is supported by learning theory and offers benefits to 
researchers as defined below.

8.3.1  Constructionism

This kinaesthetic approach to the visualisation of research topics is strongly 
informed by the notion of constructionism [11] developed by Seymour Papert: 
Papert built on Piaget’s theory of constructivism [12], where learners are seen as 
active builders of their own knowledge, contending that learners “construct knowl-
edge most effectively when they are actively involved in constructing things in the 
world—that is, when they are makers of things” [13].
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8.3.2  Everyday Creativity

The concept of “everyday creativity” takes this “thinking with the hands” approach 
to learning a stage further: “So this particular form of creativity involves the physical 
making of something, leading to some form of communication, expression or revela-
tion” [14]. Gauntlett argues that through making, we can access new thinking that 
would not be available to us via other means: “… having ideas through the process 
of making” [15]. Physically creating infographics depicting a researcher’s area of 
study adopts this constructionist-based approach, offering a space where knowledge 
can be engaged with in a way that steps outside the analytical, logical brain and can 
offer new insights and “opening up new ways of thinking” (Workshop feedback).

8.3.3  Multisensory Learning

Multisensory learning “is associated with visual, auditory and kinaesthetic media” 
[16]: the development of infographics using drawing and collage is a multisensory 
approach to a topic that is often seen as purely digital. Multisensory learning can be 
seen as a way to acknowledge that learners have different learning preferences, for 
example “visual” or “auditory”, by adopting teaching approaches that use a variety 
of methods. Learning in this multisensory way, using tactile, visual and discursive 
methods alongside the more traditional text-based approach, can have deeper ben-
efits for the individual too: from a cognitive science perspective “… it is likely that 
the human brain has evolved to develop, learn and operate optimally in multisensory 
environments” [17]. The relaxed atmosphere, combining gentle music, craft-based 
activity and peer discussion, of the hands-on infographic workshops offers an inclu-
sive and refreshing environment, where researchers can consider their work in a 
new light. Workshop feedback commented on the “constructive supportive environ-
ment” and valued the “opportunity to discuss with others” provided by these 
sessions.

8.3.4  Visual Literacy

The visualisation of research topics and the ability to critically evaluate visual mate-
rial including infographics link to the development of visual literacy skills. Visual 
literacy is a vital skill for researchers, allowing them to effectively disseminate, 
collaborate and learn: “Visual media is a linguistic tool with which we communi-
cate, exchange ideas and navigate our complex world” [18]. The creation of visual 
information in the form of paper infographics, the sharing of these with peers and 
the critique of visual examples supports the development of visual literacy among 
researchers: “Got me thinking deeply about my research and who I wanted to impact 
and how to communicate it” (Workshop feedback).
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8.3.5  Reflection

Reflection on both the self and the subject is central to the healthcare sciences: a 
useful broad definition of reflection, encompassing both self-reflection and critical 
reflection, is provided by Nguyen et al.:

Reflection is the process of engaging the self in attentive, critical, exploratory 
and iterative interactions with one’s thoughts and actions, and their underlying con-
ceptual frame, with a view to changing them and with a view on the change 
itself [19].

Producing infographics by hand can foster reflection, by offering “… space to 
think”, and the sessions were seen as both “entertaining and mindful” (Workshop 
feedback). Creating a visual depiction of an aspect of one’s research can foster both 
reflection “in action” at the time of the workshop and reflection “on action” [20] 
through a tangible artefact that can be revisited at a later date. “During the work-
shop, I wasn’t very sure, how I am going to use the image I drew, but now looking 
at it after such a long time made me reflect that it does solve a very critical challenge 
in my case” (Workshop feedback).

8.3.6  Creative Thinking

Helen Kara describes creative thinking as a “vital research skill” [21] but notes that 
for researchers “time for creative thinking can be at a premium” [22]. Participants 
often comment that engaging with their research using visual, tactile methods can 
spark new ideas, prompting them to “think outside the box” (Workshop feedback). 
By devoting time and space to an activity that requires imagination and visualisa-
tion, researchers from a variety of fields can be prompted to think creatively. 
Participants commented that the activity was “fun and made me have ideas about 
my research” and valued the “creative ideas” encouraged by the activity.

8.3.7  Public Engagement

The use of visual communication to disseminate research and engage stakeholders 
is often cited as a key motivating factor in the wish to develop infographics: com-
municating with the general public or other non-specialist audiences is seen as vital 
for researchers. “Visual storytelling can make your research more accessible to a 
general audience and help them better encode and recall the information” [9].

Infographics can help to overcome language barriers and differing levels of tex-
tual literacy by presenting information in a predominately visual format. They are 
also quicker for our brains to process, meaning that messages can be understood not 
only more clearly by general audiences but more quickly too. Researchers com-
mented that “Infographics are useful for messages to general public” and presenting 
“key data in a snapshot” (Workshop feedback) and gave a variety of possible 

J. Reeve



109

dissemination channels for their infographics including social media, research post-
ers and executive summaries.

8.3.8  Peer Learning

One of the most frequently cited benefits of the infographics workshops, in common 
with other creative researcher development sessions, is that of peer feedback and 
discussion. Research is often described as an isolated pursuit: “The unmet need for 
interaction with peers among PhD students is demonstrated by the vibrancy of the 
forum #PhDchat which sees 100s of posts each week offering practical, social and 
emotional support to PhD students and recent graduates” [23].

The dialogue among peers that can be prompted by this creative and social pro-
cess, plus the opportunity to share ideas with others who may be from a completely 
different subject discipline, is seen as highly valuable. Presenting hand-drawn info-
graphics and receiving feedback and suggestions on these from fellow researchers 
are often participants’ favourite parts of the session: they enjoyed “Sharing different 
infographics, different students focus on different points” (Workshop feedback). 
Here visual communication to non-subject specialists can be tried out in a safe envi-
ronment, fostering a sense of community alongside creative ideas: “Practical bit 
great way to consolidate information, receive feedback/share ideas to improve” 
(Workshop feedback).

8.4  Examples

These examples are drawn from a range of workshops, and illustrate different 
approaches to the development of analogue infographics, which may spark ideas for 
use within your own context. Most examples have a healthcare link, but some do 
not: they have been chosen to represent a range of visual outcomes from sessions 
and to highlight specific infographic types and functions.

For some participants the creation of the infographics was purely a thinking exer-
cise, used to clarify key aspects of their study: others had a specific goal in mind, 
and went on to develop finished infographics for use on social media or at confer-
ences based on their initial hand-drawn designs.

One of the most straightforward uses of infographics, whether within healthcare 
research or elsewhere, is to simply portray the overall area of study visually. This 
example (Fig. 8.1) by a researcher investigating hyperhidrosis, or excessive sweat-
ing, uses the simple but effective device of illustrating drops of water to depict the 
research topic. Colour coding is used to indicate various aspects of the research; for 
example the effects of the condition are shown in purple. Scale is also used to indi-
cate the importance of different aspects: for example, the effects “drops” are larger 
than those containing research subjects. This example could help to explain an unfa-
miliar topic to a non-specialist audience: we can all recognise drops of water even 
though we may not understand the terminology. Visualising a research topic in a 
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Fig. 8.1 Visualisation of a 
research topic

general way can be beneficial in a variety of contexts: it can prompt reflection on the 
key aim of a research project, help to disseminate initial ideas to a variety of stake-
holders and help to frame written research proposals.

This example (Fig. 8.2) about the management of type 2 diabetes takes a differ-
ent approach: here, the infographic is used to visualise the research process, with 
arrows used to convey the sequence of research actions and anticipated results. A 
grid is used to represent survey data, images are used to portray changes in diet and 
lifestyle, large red circles depict blood cells and small blue ones show glucose mol-
ecules. Computer icons show the analysis of data and the production of guidelines. 
The entire infographic is bordered by red lines, depicting a blood vessel. This exam-
ple takes a flow chart-style approach, enriched by images to clearly explain both the 
research topic and process. Literally visualising one’s research methodology has 
several benefits for the researcher: it may prompt reflection, as mentioned above, 
and also be a valuable basis for discussion with supervisors, peers and research 
subjects.

Infographics can also be useful for representing journeys, whether literal or 
abstract: for learners, research subjects, customers, professionals or patients. This 
example (Fig. 8.3) seeks to visually communicate the student journey through the 
3 years of a nursing degree. It also uses a visual analogy, in this case the double- 
helix structure of a DNA molecule, as part of the design. The researcher incorpo-
rated collage in the form of cut-out icons to represent different aspects of the 
journey: this can be a useful technique if participants lack confidence in drawing. 
They have also used colour coding to represent different stages. Following experi-
mentation with a variety of software, the researcher created a digital version of the 
hand-drawn infographic using PowerPoint which you can see at the end of the chap-
ter. Illustrating journeys visually can be highly valuable: the viewer can more easily 
understand the different stages of a journey when presented holistically in one 
image, and complexity may be more clearly communicated via the use of colour 
coding and icons.
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Fig. 8.2 Visually 
explaining a process

Fig. 8.3 Visualising 
journeys
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Infographics can be used to convey a key message by the use of visual compari-
sons. This example (Fig. 8.4) seeks to communicate a key message about the cost of 
reproductive immunology treatments. It compares the cost per litre of a specific 
treatment, represented by the hypodermic needle, with everyday recognisable items 
such as a bottle of milk and perfume. This makes a strong visual message, with the 
images helping to communicate the key point of the research. Visual comparisons 
can be very useful in explaining the scale of something, comparing a well-known 
object with something less known, such as communicating the size of a wind tur-
bine by presenting it next to the Statue of Liberty [24].

Mapping can be used to visualise data within geographical or conceptual maps: 
this example (Fig. 8.5) maps a specific journey that was taken by one participant as 
part of a research study. Key architectural landmarks on the journey, where the par-
ticipant was prompted to stop, are illustrated in brown, and the route taken is 

Fig. 8.4 Making visual 
comparisons

Fig. 8.5 Mapping research
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Fig. 8.6 Visual 
storytelling

coloured blue. Red numbers place each stop on the walk in a time frame. Maps can 
be used to represent data across physical or conceptual locations, and may use accu-
rate geographical maps as part of the design.

This hand-drawn infographic example (Fig. 8.6) by a researcher investigating 
support for parents of excessively crying babies uses the idea of a visual story, or 
analogy within the design. Visual analogies are a way to connect with the viewer 
using symbols and ideas that are likely to be well known to them: “The key to com-
municating visually is finding ubiquitous visual symbols that need no verbal expla-
nation” [25].

In this clever and sophisticated example, a familiar object, in this case an 
umbrella, is used as an analogy for the support to be offered to parents of babies 
who cry excessively. There is also a narrative element here with a beginning, middle 
and an end: in the first section, the “support” umbrellas are closed; in the second 
they are open, literally protecting parents from the tears falling from above; and in 
the third the “support” umbrellas are paired with happy faces, denoting a change in 
their experience from positive to negative.

The subject matter is emotive, and this is clearly communicated within the info-
graphic design. Using a visual analogy is a powerful way to communicate research 
questions and aims: objects and scenarios that are readily understood can help non- 
specialists to understand the value of a research project, helping to engage stake-
holders by telling a memorable visual story about the benefits of the research.

One of the most potent ways of using infographics is to use a visual comparison 
of one thing with another, as mentioned above. Often the page is divided in two, 
with contrasting aspects shown on each side, for example, different sides of the 
political divide as shown in the Left vs. Right World visualisation [26]. This exam-
ple (Fig. 8.7) by a researcher investigating embodied emotion combines a variety of 
infographic techniques, but the central image of the face uses comparison. The face, 
divided in two and displaying positive emotions on one side and negative ones on 
the other, effectively communicates to the viewer without the need for words. Visual 
comparison can be a useful tool for the researcher, whether in presenting research 
findings, before and after case studies, or simply two contrasting aspects of a 
research topic. This example also uses visual mapping, presenting a map of the 
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Fig. 8.7 Combining visual 
mapping, comparison and 
timeline

brain and labelling key aspects, and a timeline depicting studies in chronological 
order. Both of these techniques can be effectively used by researchers in their own 
right: mapping can be used to visualise data within geographical or conceptual 
maps as mentioned above, and visual timelines can be used in a similar way to jour-
neys or processes, to communicate key milestones within a time frame.

8.5  Summary

The creation of hand-drawn infographics develops skills in visual communication, 
creative thinking and reflection, which are vital for the articulation and dissemina-
tion of research. Visualising a research topic using analogue techniques such as 
drawing and collage also provides researchers with valuable learning benefits in 
terms of peer feedback and public engagement.

8.6  Learning Opportunity: Activities Using 
Hand-Drawn Infographics

These activities are drawn from my experience of delivering infographics work-
shops with a variety of staff, researcher and student participants. They can be 
adapted to short, introductory sessions or longer hands-on delivery.

8.6.1  Workshop Activity 1: Critique of Infographic Examples

Materials:
• Printouts containing varied examples of infographics for critique
• Handout with prompt questions

Aims:
• To develop skills in visual literacy through evaluation of infographic examples

J. Reeve
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Length: 1 h
A useful warm-up activity when considering the development of infographics for 

research is to critique some infographic examples. These could be in the form of 
graphical abstracts, research posters or examples from online sources such as 
Information is Beautiful.

There may also be subject-specific infographics available such as those on 
Knowledge.nudge.com [27] for healthcare research. It is important not to only con-
sider polished, professional examples: hand-drawn infographic examples from pre-
vious sessions can also be very useful, and can prevent the idea of creating one’s 
own infographic from seeming too intimidating. Examples can be used to provoke 
debate and critical evaluation through consideration of various criteria for effective 
infographics. This exercise can also prompt reflection on one’s own research and the 
way that this may be communicated visually.

Following a brief introduction to definitions and applications of infographics, 
participants are given paper examples of infographics to consider, using the follow-
ing key questions which are also printed onto a handout:

• What is the purpose of the infographic?
(For example, to summarise research findings/highliight an issue/give 

instructions)
• Who is the infographic aimed at?

(Subject specialists or a general audience? Specific stakeholders?)
• What is the key message or story of the infographic?

(Is this clear? Do both visual and textual elements convey the same message?)
• What key information/data does the infographic contain?

(Is this clear? Are key elements of the information/data clearly highlighted?)
Example infographics can also be evaluated in terms of:

• Balance of visual and textual content
• Use of colour
• Size and style of font
• Layout and sequence of information
• Immerse or ignite?
• Aesthetics and engagement with viewer

Once participants have spent time evaluating each infographic, they are asked to 
share their comments with the wider group. The session ends with the group being 
asked to identify some key aspects to consider for effective infographic design.

8.6.2  Workshop Activity 2: Visualising Your Research 
with Hand-Drawn Infographics

Materials:
• A4 and A3 white and coloured paper
• Coloured felt-tip pens
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• Scissors and glue
• Printouts of icons on white and coloured paper
• Books and printouts containing example infographics for inspiration
• PowerPoint slides/projector

Aims:
• To provide an overview of the applications of infographics
• To provide experience in creating a paper-based infographic

Length: 1.5–2 h

Introduction:
• What are infographics?

Participants are presented with definitions for infographics and data visualisation 
and asked to comment on these.

Examples of key types of infographics and how these can be applied in a research 
context are then shared:

• Simple visualisations
• Data visualisations
• Processes
• Journeys
• Comparisons and scale
• Mapping
• Storytelling
• Explaining abstract concepts
• Family trees/relationships

Examples can be found from websites such as Information is Beautiful 
(see below).

Participants are invited to create their own paper-based infographic depicting either 
an aspect or the overall topic of their research, using the prompt questions below:

• What is the purpose?
• Who is the audience?
• How will it be displayed?
• What information do you wish to convey?
• What is your key message?

During the development of infographics, gentle music is played and the work-
shop facilitator offers guidance where needed.

Once participants have completed their hand-drawn infographics, they are invited 
to present these to the group, answering the prompt questions. Feedback and ques-
tions from peers are encouraged as part of the sharing process.
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Finally, participants are given some guidance on resources and software to sup-
port the development of digital infographics derived from the hand-drawn designs. 
These, as well as a reading list, are given to participants to take away.

The hand-drawn infographics may provide the basis for a discussion with super-
visors or research team members, posters or presentations for conferences or as a 
reflective tool for developing one’s research focus and direction.

8.6.3  Workshop Activity 3: Developing Digital Infographics

Materials:
• Hand-drawn infographic from previous session
• Computer lab/laptops and access to PowerPoint software
• PowerPoint slides/projector

Aims:
• To provide experience in creating a digital infographic using PowerPoint
• To develop digital and visual literacy skills

Length: 2–3 h
A follow-up session from the hands-on workshop, where participants can work 

on developing digital infographics using PowerPoint, can be offered. This example 
(Fig.  8.8) shows a finished PowerPoint version of the infographic shown earlier 

Fig. 8.8 From hand- 
drawn to digital
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depicting the journey through a nursing degree combined with the visual analogy of 
the double helix.

8.6.4  Moving Hands-On Workshops Online

At the time of writing, much teaching that was face-to-face has been moved online 
due to the coronavirus pandemic: although there are strong benefits, as outlined 
above, in working with researchers “in person”, it is possible to deliver a hand- 
drawn infographics session virtually. A PowerPoint presentation containing exam-
ples can be shared using a video collaboration tool such as Microsoft Teams or 
Zoom: participants can create their infographics remotely, printing out icons to 
incorporate if they wish, and the infographics created can be shared via video cam-
era or by adding photos to a shared document.

Things to Consider When Using This Arts-Based Approach
After reading this chapter, you may wish to reflect on how this approach 
might apply within your own context, whether this is in a healthcare setting, 
as part of developing your research design, or something else entirely.

Thinking back to the chapter contents, here are some questions to reflect on:

• How could multisensory tools, such as LEGO bricks, collage or drawing, 
be used by yourself or others within the context of your work?

• If you were to visualise an aspect of your work as an infographic, what 
type would it be? A simple visualisation, process, journey, comparison, 
map, timeline, story or a combination of more than one type?

• Which of the three workshop activities would be the most useful in your 
setting?

• How might they be adapted and what resources would you need?

Tips for Using This in Future Research Designs
• Looking at infographic examples from some of the sources below is a good 

way to start thinking of ideas for your own infographic.
• If you lack confidence in drawing, print out some icons from PowerPoint, 

cutting them out and sticking down as a starting point.
• Do not expect your hand-drawn infographic to be “perfect” first time; this 

is an iterative process and you will probably work through several versions 
before arriving at a final version.

• Do not try to cover too much in one infographic: perhaps just start with one 
aspect, such as your methodology.
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Useful Resources

Free-to-use software
https://piktochart.com
https://about.canva.com

Other useful resources
http://www.freepik.com
http://www.bbc.co.uk/gel/guidelines/how- to- design- infographics
http://visualthinkery.com/
https://visualisinghealth.files.wordpress.com/2014/12/guidelines.pdf

https://medium.com/knowledgenudge/infographics- a- primer- for- researchers-  
b17e5520704a
https://informationisbeautiful.net/
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The five authors for this chapter have extensive experience of working with 
groups or individuals that may have experienced some form of trauma and there-
fore to engage in any type of research may require a different approach to them 
sharing their unique stories. We introduce the chapter authorship team: Dr. Julie 
McGarry (JM) has a successful record of accomplishment in GBV/sexual vio-
lence research including narrative research with traditionally hard-to-reach 
groups. Dr. Heike Bartel (HB) has expertise in narrative exposure of gender ste-
reotyping and representations of women within literary and cultural discourse, 
e.g. as leader for Health Humanities Research Priority Area (RPA)-funded proj-
ect ‘Women Writing Rape’. HB has also extensive experience in interdisciplinary 
approaches that engage practitioners and public in arts and humanities research 
to raise awareness and understanding of issues related to trauma, health and men-
tal health. With expertise in cultural studies, HB brings a particular perspective 
to narrative research that will add a dimension beyond health and as such enrich 
the project. Dr. Kathryn Hinsliff-Smith (KH-S) is a social scientist with a spe-
cialist in qualitative methodologies. She is a trained teacher with a background 
in further and higher education in the UK. KH-S is actively engaged in research 
that relates to social justice and health inequalities and has conducted work 
around GBV/SV. KH-S has delivered a number of funded projects that have used 
different forms of art to illuminate survivor stories. Moreoagae Randa (MR) is 
based in South Africa and conducted her own doctoral thesis looking at survivors 
of sexual violence in her home country. MR is a healthcare professional and 
member of academic faculty at a leading healthcare university. Gill Langmack 
(GL) is a specialist children’s nurse and, as a clinician, academic mentor and 
educator in the UK Higher Education, has gained extensive experience in work-
ing with children, their parents and latterly students.

9.1  Background to the Contributing Research Team

Rather than launching into the different types of art, including written forms such as 
letters, that could be considered for use within healthcare research undertaken there 
is a need to provide the context for which this chapter was written and included in 
this book.

The five authors for this chapter have worked together over a number of years 
but during 2019 they secured a collaborative grant to work together on an area of 
mutual interest that of sexual violence against women and girls and to explore 
this within a South African context. The author Moreoagae Bertha Randa who is 
based in South Africa visited the UK in 2018 as part of her PhD scholarship and 
linked to Julie McGarry due to their shared common research interests in sexual 
violence.

K. Hinsliff-Smith et al.
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9.2  What Is Gender-Based Violence (GBV)?

Gender-based violence (GBV)—which includes sexual violence—is a significant 
global public health and societal problem. It has also been recognised as a global 
human rights issue by the World Health Organisation [1]. GBV, which includes 
actual or threatened physical, sexual or psychological harm, coercion or derivation 
of liberty, is a significant global health and societal issue [1]. It has been estimated 
that across the world one in three women will experience GBV in their lifetime [1]. 
Although included within the wider definition of GBV, sexual violence as a separate 
entity has been defined as follows:

‘… any sexual act, attempt to obtain a sexual act, unwanted sexual comments or advances, 
or acts to traffic, or otherwise directed, against a person’s sexuality using coercion, by any 
person regardless of their relationship to the victim, in any setting, including but not limited 
to home and work’ [2].

GBV/SV exerts a detrimental impact not only on the lives and health of women, but 
also those who witness abuse—especially children. GBV/SV has been identified as 
a large-scale problem in South Africa with recorded estimates that a woman is raped 
every seventeen seconds. Whilst up to one-half of all women have experienced a 
lifetime history of GBV/SV from a partner, the impact of GBV/SV on the physical 
and psychological well-being of those who experience abuse is wide ranging. It 
includes the immediate physical effects for example, physical injury, as well as 
longer term chronic ill health, acute and enduring psychological trauma, mental ill- 
health, substance and alcohol misuse, self-harm and suicide alongside secondary 
physiological health issues such as gynaecological, sexual health and gastrointesti-
nal health problems. The impact of sexual violence on the psychological well-being 
of those who experience harm can be wide ranging, including behavioural changes, 
sleep and eating disorders, post-traumatic stress disorder, depression and increased 
risk of attempting or committing suicide [3, 4]. In addition, the physical impact may 
also extend to significant harms such as unwanted pregnancy and sexually transmit-
ted diseases including hepatitis B and human immunodeficiency virus (HIV) [3].

Although sexual violence is a global issue, it has been identified as a large-scale 
problem in South Africa [5]. In 2013–2014, 62,649 sexual offence cases (of which 
46,253 cases were rape) were reported to the South African Police Service [6]. It has 
also been estimated that up to half of all women in South Africa will experience a 
lifetime history of gender-based and/or sexual violence from a partner. A localised 
study in one South African Province (North-West, Rustenburg) reported that one in 
four women aged between 18 and 49 had experienced rape in their lifetime, with 
one in five of these women contracting HIV [7]. However, it has also been noted that 
all of these figures are likely to be an under-representation and only the ‘tip of the 
iceberg’ as many cases are not formally reported and/or do not enter the criminal 
justice system [8, 9].
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Whilst work has been undertaken to highlight the experiences of survivors of 
sexual violence, predominately rape [6, 8, 9], there is limited research focusing on 
the healthcare experiences from the viewpoint of women themselves. It can be 
argued that healthcare facilities and healthcare professionals are often the first port 
of call for many survivors of sexual violence [10]. It is widely understood that 
healthcare professionals are often the custodians for the care and welfare of survi-
vors as they help to navigate the next steps to support and referral as well as provide 
necessary medical care. The provision of support from healthcare facilities can help 
to alleviate some of the long-term effects of sexual violence [11], with a need for 
competent and compassionate healthcare professionals [12].

Whilst work has been undertaken to highlight the experiences of survivors of 
sexual violence, predominately rape [6, 8, 9], there is limited research focusing on 
the healthcare experiences from the viewpoint of women themselves. It can be 
argued that healthcare facilities and healthcare professionals are often the first port 
of call for many survivors of sexual violence [10]. It is widely understood that 
healthcare professionals are often the custodians for the care and welfare of survi-
vors as they help to navigate the next steps to support and referral as well as provide 
necessary medical care. The provision of support from healthcare facilities can help 
to alleviate some of the long-term effects of sexual violence [11], with a need for 
competent and compassionate healthcare professionals [12]. However, women in 
South Africa rarely access medical or mental health services following sexual vio-
lence [13]. South African women who do seek support after sexual violence may 
face unknowledgeable and unsupportive healthcare professionals due to lack of 
focused training [14].

9.3  Use of Arts-Based Approaches in the South 
African Context

The previous section provided the broad background of GBV including sexual vio-
lence and related this to the circumstances for women and girls in South Africa. It 
can be stated that healthcare researchers or those working clinically who wish to 
work in this arena may have difficulty in the use of usual research paradigms of 
qualitative or quantitative methods for data collection and any analysis may not be 
in keeping with the aims of exploring, understanding or interpreting the needs, and 
therefore improving the management of survivors of such atrocities.

Arts-based approaches have been widely deployed in health promotions in sub- 
Saharan Africa, particularly in response to HIV/AIDS [15]. The latter authors fur-
ther state that the approaches have provided a platform to facilitate enquiry, achieved 
a significant reach and in some instances supported demonstrable health-related 
change. The published review by Bunn et al. [15] was able to demonstrate how arts- 
based mediums are growing in popularity but the predominance currently is for 
HIV/AIDS-related health conditions and with a focus on specific proven mediums 
such as theatre-based approaches (43.7%), followed by music and song (22.6%), 
visual arts (other) (9.2%), storytelling (7.6%) and film (5.0%) (p. 1).
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9.4  Why Letters and What Purpose Can They Serve Within 
Healthcare Research?

Ask anyone about the last time they wrote a letter they might recall that it was a let-
ter of complaint or compliment (see https://qualitysafety.bmj.com/content/30/6/484) 
or a letter to accompany a birthday card, or it may be they cannot remember when 
they last wrote a letter (Fig. 9.1). However, most letters, or what we consider to be 
letters nowadays, are crafted and sent via electronic means (email for example). Or 
in the context of healthcare it may be you have received an electronic letter from 
your healthcare provider (see for research in this area https://bmchealthservres.
biomedcentral.com/articles/10.1186/s12913- 020- 05250- 1). However, we want you 
to think about the last time you actually sat down and wrote something freehand 
with a pen or pencil as a stylised letter. For many it is often hard to compose and 

Fig. 9.1 Capturing the 
moment. (Author GL’s 
own photo)
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write a letter; often they are more like notes or short pieces on a card or folded paper 
that are added as an extra; some write carefully composed letters addressed and 
written with a specific recipient in mind. Within this context of using letters as a 
data collection tool within healthcare research we are exploring the use of longer 
and more personal letters rather than electronically delivered letters, although these 
also have their place in research (see [16]).

A letter can be used for a variety of reasons and can also be seen as cathartic and 
therapeutic within the context that we are going to describe here.

Anybody who is able to write, even if they do not consider themselves as particu-
larly scholarly or of advanced literacy, can theoretically write a letter. This makes 
the letter ‘one of the most democratic genres’, and sending letters is considered ‘one 
of the most fundamental of civic and political freedoms’ ([17], p. 6). Apart from 
some formal aspects that are usually adhered to in letters, such as having a recipient, 
greetings forms and a signature, there are no restrictions to the content of a letter 
making it one of the most open forms of writing.

In arts-based healthcare research, a letter can offer ways to involve participants 
or patients with no set boundaries or restrictions on what they write or the length of 
the piece or what can be included. The writer is in charge of what he or she wants to 
write and can share any aspect of it, no matter whether it has been voiced before, 
hidden or previously unheard. Unsurprisingly, the use of letter writing has a long 
and varied history in counselling, narrative therapy and scriptotherapy (see, e.g., 
[18]). It presents ways for individuals or groups to communicate feelings and share 
opinions and to give first-hand accounts of their experiences, make sense of them or 
express their disorientation and confusion over them. In letters participants can 
express themselves, and also attempt to establish and maintain relationships with 
others, share experiences and come to know one another [19]. Van Mannen [20] 
shares that writing fixes thoughts on paper, whilst Frank et al. [21] state that letter 
writing is an effective way to collect data. The latter authors further share that some 
research documents use letter writing in non-therapeutic environments.

Letter writing requires thoughts, and hence allows the writer time to think about 
the content before putting it down on paper. It furthermore gives the writer an 
opportunity to start all over again in case one would like to modify the content. 
Once written and possibly sent, that conversation and the thoughts within it are 
preserved within the writing, even if then forgotten by the writer’s consciousness, so 
it can provide a way to ‘let go’, yet which preserves that very personal perspective 
or memory, and can allow the person to move on.

So, before we share some examples of the use of letters within healthcare 
research let us look at the historical significance of letters. ‘From the Bible to the 
Internet, from the pens of the mighty and the lowly, letters have always been an 
essential channel of communication between human beings’, state Bland and Cross 
[17]. Barton and Hall [22] observe that ‘letter writing is one of the most pervasive 
literate activities in human societies’ (p. 1). They point to the importance of letter 
writing as a phenomenon that has been widespread globally and historically, as one 
of the earliest forms of writing. The retention and value of letters have been used 
historically as they provide an important view of the circumstances or period in time 
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(see https://www.methodspace.com/letters- as- data/). Love letters, or letters that 
were exchanged between two people, especially when separated by conflict or writ-
ten by survivors of war, help historians to understand specific aspects of a time (see 
https://www.iwm.org.uk/history/letters- to- loved- ones). The same can be applied to 
the use of pen pals, ‘a person that you make friends with by writing letters or emails, 
often somebody you have never met’ (https://www.oxfordlearnersdictionaries.com/
definition/english/pen- pal). Traditionally, pen pals were formed and exchanged let-
ters to each other over a period of time but pen pals have also been used within 
healthcare research to great effect. This is seen, for example, in the work by Kralik 
et al. [23] for developing a relationship with participants and allowing them to share 
their experiences of dealing with chronic pain. In all times, letters can provide a 
‘micro view of history’; they are personal and immediate and an ‘engagement by the 
writer with the present’ that allows the reader to gain insights into another person’s 
life ([17], pp. 7–8).

Denzin and Lincoln [24] concur that qualitative methods are useful in capturing 
the individual’s point of view and for obtaining rich description of phenomena. 
Empirical and systematic as the method may be, the researcher becomes a data col-
lection instrument [25]. In this era where we are driven by technology innovation 
(Facebook, WhatsApp, email, texting), one can argue that letter writing seems to be 
an outdated method of communication. However, the benefits of letter writing are 
still very significant. Letherby and Zdordowski [26] refer to letter writing as ‘dis-
tanced rapport’, a practice that allows participants to reveal issues that they would 
not reveal in face-to-face interactions. Letter writing is therefore helpful as it gives 
the writers the platform to better process events that happened to them as they 
write [27].

Emphasising the communicative function of letters, Bland and Cross state: ‘The 
letter articulates more than the voice of its author. The recipient is also present’ 
([17], p. 4). Unlike diaries, letters are usually implicitly directed at a particular per-
son or group yet allow more distance, reflection and also safety than a direct conver-
sation. It can be easier to write than to talk to individuals or groups who are perceived 
as authoritative, overwhelming or even threatening. In personal letters this commu-
nication process is strictly between writer and recipient. However, in so-called open 
letters the writer extends the conversation to a third party. Open letters gain their 
particular impact from being on the one hand very personal, ‘unique and in their 
essence one-to-one communications’ with a particular individual ([28], p. 123). On 
the other hand, open letters are also public and consciously intended to be read by 
others. Types of open letters are editorial letters published in newspapers or cam-
paign letters; both forms are also often used by protest movements. Martin Luther 
King’s 1963 open letter from Birmingham City Jail is a famous example: https://
www.africa.upenn.edu/Articles_Gen/Letter_Birmingham.html.

In our project the letters written by survivors of GBV are also both private and 
public (see Fig. 9.1). Most of them address one particular healthcare provider or 
someone else who was the first port of call for these survivors of sexual violence. As 
part of our study, the letters were consciously written to be read by those who are 
custodians of the care and welfare of survivors to give them insights and 
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information through the perspective of a survivor. In addition, by articulating the 
pressing global problem of GBV in a deeply personal way, the letters have the 
potential to start much-needed wider conversations about GBV and the needs and 
rights of survivors. Leading South African figure Desmond Tutu emphasises the 
urgent need to start talking about rape ‘with each other and with our children’, and 
make it ‘part of our dinner-table conversation with the next generation’, and he 
views remaining silent about it as ‘to condone it’ (https://www.theguardian.com/
commentisfree/2013/apr/26/protect- children- talk- rape- desmond- tutu).

The letters in our study aim to put women in charge of their own stories as survi-
vors of GBV and allow them to communicate their experiences freely in writing. In 
their capacity to make heard experiences that are often silenced or under-reported, 
the letters can form part of broader dialogues about justice, human rights and impor-
tance of compassionate and competent healthcare for survivors. This emphasises 
the importance of these (and similar) letters as ‘core documents in recent accounts 
of women’s roles in the politics of daily life’ ([17], p. 13). As such, letters embody 
what Garfinkle calls ‘the small arms of political writing, as opposed to the howitzers 
and fighter jets’ ([28], p. 123). Writers and artists like Ai Weiwei emphasise the 
close connection between politics, art, activism and ‘power of writing a letter’ [29]. 
All the above elements play a role for readers considering whether the use of letters 
might be a useful and distinctive tool for collecting data in arts-based healthcare.

In the following section we will describe the use of handwritten letters within a 
collaborative research study between the UK and South Africa working directly 
with survivors.

9.4.1  From Silence to Voice: Understanding the Experience 
and Healthcare Support Needs of Women in South Africa 
Who Have Experienced Sexual Violence

Our study is based on a week of workshops in Pretoria in 2019 working directly 
with survivors of sexual violence and with healthcare professionals across a range 
of professions, including nurses, physiotherapists and midwives across different 
stages of career progression. The research project was funded by the Global 
Challenges Research Fund (GCRF) and we worked in partnership with Sefako 
Makgatho Health Sciences University (SMU) in Pretoria. The research design for 
this study aimed to include a range of arts-based methods to engage with partici-
pants and was based on research in the disciplines of health humanities and medical 
humanities (see, e.g., [30]).

The rationale for using such approaches was in order to amplify the voices of 
women living in South Africa who had experienced sexual violence. The 20 women, 
recruited through a South African charity support organisation, were willing to 
engage with the research team and were aware through our information that we 
would be using creative approaches to talk and share their experiences with us. We 
were clear that there was no expectation, or desire, for the participants to talk 
directly about their personal experiences in a traditional interview or focus group 
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Fig. 9.2 Collage of work. 
(Author GL’s own photo)

arrangement. This was to be an opportunity to engage with a specialist collaborative 
research team and the voluntary provider was the intermediary between the research 
team and the survivors.

The letter-writing session was just one data collection method we incorporated 
into a day of workshops with women who have experienced sexual violence. We 
used various exercises to allow them to share their trauma with healthcare profes-
sionals. Writing the letters was embedded into other arts-based approaches that 
included singing and dancing as part of the women’s welcome to the facilitators, 
informal conversations and storytelling among participants, and creation of a wall 
hanging (see Fig. 9.2). For the latter either the women had brought individual pieces 
from home or they created these during the workshop. Pieces included drawings, 
written poetry, pieces of embroidered cloth or printed material, each being very 
personal and relating in very different and entirely open ways to their individual 
experiences of sexual violence.

The women arranged the pieces in a free order on a large plain piece of fabric and 
the process of creating and arranging the artworks instigated shorter or longer infor-
mal conversations between participants and with facilitators. Sole contemplation or 
break-out options into a quiet space were also part of this open and informal creative 
session. The jointly created piece was exhibited at the final meeting of facilitators, 
survivors, healthcare professionals and representatives from our partner university 
in Pretoria and from the state, including Deputy Minister in the SA Presidency for 
Women, Youth and People with Disabilities, Professor Hlengiwe Mkhize (see 
Fig. 9.3). It inspired discussion among participants.

The letter-writing session as part of the workshop with survivors was loosely 
based on an assignment in autobiographical creative writing outlined in the book 
The Accidental Memoir (2018) by Eve Makis and Anthony Cropper, both lecturers 
on the MA Creative Writing course at Nottingham Trent University. The book opens 
with: ‘This is the story of ….’ (p. 3). Our session echoed the sentiment of the book 
that encourages the reader throughout to make it their book by writing their per-
sonal life story in it, following in their own time the prompts and creative assign-
ments on each of the 128 pages. We also chose the book because prior to publication, 

9 Use of Writing Letters and Other Literature Forms to Capture Experiences…



130

Fig. 9.3 With consent from conference attendees

a trial edition had been used successfully with refugee groups and homes for the 
elderly helping to elicit complex, rich and often under-represented life stories. 
Furthermore, we emphasised in our session what Moore, a book blogger for the 
Nottingham UNESCO City of Literature project, describes under the heading 
‘Human Writes’ as the power of this and similar book projects: ‘for every individual 
to tell their life story, whether they think they have a story worth telling or not’ 
(https://nottinghamcityofliterature.com/blog/the- accidental- memoir- human- 
writes). After the letter-writing session each participant was gifted a copy of this 
book, and many informal conversations during the workshop centred around 
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survivors’ desire to work further on expressing themselves creatively through either 
writing, spoken word or non-verbally through art.

The central focus of our letter-writing session was to utilise an open letter 
approach with no specific headings or direction by the session facilitator as a mem-
ber of the research team, as to content, length or intended recipient. We only made 
the aim clear that we wanted to create a way for survivors of sexual violence to 
share their experiences of seeking help and treatment with those professionals who 
were, in many cases, the first port of contact in order to provide insight, information 
and training for them. Based on the collaboration, our research team has subse-
quently developed a free online learning tool (access: https://www.nottingham.
ac.uk/helmopen/rlos/safeguarding/silence-voice/index.html), and ethics approval 
was gained from the host South African University and the University of Nottingham.

Survivors wrote letters in their own time during the day of the workshop, and no 
time constraints were applied. The envelope and letter could address the recipient 
by profession or by name if the survivor desired this. However, we agreed not to 
make the senders’ names public. The letters were addressed to a range of profes-
sionals including healthcare professionals (nurses and doctors), psychologists, 
social workers, legal/justice system representatives, police authorities or relatives 
whom they encountered after their traumatic experience. Some women addressed 
their letters to the perpetrator(s). The letters function as powerful testimonials deal-
ing with deeply personal experiences through the creative medium of writing. It is 
worth noting that letter writing by the survivors gave them more privacy that enabled 
sharing of sensitive information, which might not have been gained during direct 
interactions with the researcher team. Moreover, the texts represent powerful 
survivor- centred means of writing to those recognised as offering support and the 
need for a recognition of the needs of survivors at this time.

The content of each letter is as individual as the personal experience of the sur-
vivor who wrote it. Some of these complex accounts bring forward positive experi-
ences of care often directly linked to respectful and compassionate interpersonal 
behaviour by professionals. However, some may bring out the negative experiences 
of care as shared by participants [31]. Many letters—but not all—view healthcare 
practices they encountered after their traumatic experience in a critical light. 
Examples include feeling exposed or uncomfortable during medical examinations 
after the sexual assault, describing spaces, scenarios, personnel and practices. Some 
letters comment critically on the processes of reporting GBV. Inspired by their own 
dealings with language when writing these letters, several women raise here queries 
over the language used, for example one survivor being asked by a professional 
about her past history of ‘intimate partners’. This survivor reflects in her open letter 
to this professional on the appropriateness of this question and the term used, given 
her experience of sexual violence involving non-partners over multiple years. 
Written reflections like this can give healthcare providers valuable insights and 
inform critical research into the language used to talk about and report GBV. In the 
context of healthcare after sexual assaults, this could lead to advancing what 
researchers such as Klein and Ho discuss as ‘language that allows for a comfortable 
dialogue with the patient’ avoiding, for example, ‘language that can be interpreted 
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as blaming’ ([32], p. 294). Other letters reflect on later therapy experiences and give 
insights into longer term healthcare needs after experiences of sexual violence.

A key importance to the research team was to create a safe yet nourishing learn-
ing space for those who participated. It is imperative that when working with sensi-
tive topic areas or the use of letters in this way appropriate support is provided 
during the exercise but also immediately afterwards in addition to signposting to 
support services. It is incumbent on researchers, whatever their professional role, to 
ensure that the safety of their participants and themselves is paramount. Considerable 
work has been published in this area and we recommend the resources below as a 
starting point in addition to contacting your own research and development team 
before embarking on this type of research design.

9.5  Analysing Letters in Research

Letters provide a number of options in being able to analyse writing ability, from 
analysing thought processes as many people will write as they speak to analysing 
the words and phrases used. The explicit themes that arise need to be collated, but 
many themes can be implicit, so an ability to analyse how the letter conveys the 
information—the tone and the feeling—is important too. Thinking through what is 
not said, but which is implied, is particularly useful to understand the perceptions 
and ‘lived experience’ of the letter writer.

Interpretations though can be very personal particularly where the content, like 
our letters, is about subjects that are difficult to talk about openly, so there is a need 
to consider how reliability of the findings can be justified. This can be addressed 
through multiple people in the research team individually analysing the information 
before discussing similarities and differences, particularly where information is 
gained implicitly.

There are a number of theoretical frameworks which could support analysis, e.g. 
holistic critical thinking scoring rubric [33], but it also depends on the ontological 
stance taken, so exploring the situation of the letter writer, e.g. Kohlberg’s moral 
reasoning theory, could be utilised to establish the level at which the letter writer 
and the receiver are able to respond to the moral dilemma identified in a situation.

9.6  Chapter Conclusion

Our study shows the potential that letter writing by patients/survivors has for arts- 
based healthcare research and practice. Reading such letters that are consciously 
intended for healthcare professionals—as a wider audience to an essentially per-
sonal communication—can give them valuable information about the experiences 
of those in their care, encourage reflection about what individuals perceive as short-
comings or good practice and instigate conversations and change. Such information 
also presents opportunities to design effective training for healthcare providers. 
Furthermore, the interest our project has raised among politicians and higher educa-
tion institutions delivering programmes is testimony to the potential for wider 
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impact of such practice that foregrounds the experience of the patient and/or survi-
vor not just in the context of healthcare systems but in societies more generally.

Importantly, writing letters has proven in our study to be a way for the participat-
ing women to voice problems and praise good practice regarding the care they have 
personally experienced and to speak potentially for other survivors of GBV. Moreover, 
their clear interest in and dedication to the writing task, conducted in a safe, sup-
portive and non-pressurised environment, signal their appreciation of being put in 
charge of narrating their often complex stories, highlighting their own perspective 
and being acknowledged as the experts of their own experiences who need to have 
input in the shaping of welfare matters. The authors of this chapter would like to 
acknowledge the survivors’ participation in this study which has resonated with 
many who have been involved during the workshop but also the ongoing discus-
sions and development of resources in this area.

Things to Consider When Using Letters as a Medium for Data Collection
• Would your potential audience/participants be able to engage? For exam-

ple, would you expect them to write in the researcher’s own language or 
would you provide translation? What would the participants prefer and can 
you accommodate?

• When might you include use of letters to the participants? Is it a stand- 
alone data collection tool or part of a suite of activities? How might you 
include and introduce the use of letters, and is there an alternative?

• Do you have a plan B? What if a participant is not able to engage in this 
type of activity you planned? How might they feel if they feel alienated 
from the letter-writing activity? Is their voice still not important to 
your work?

• Time, be aware that writing a letter can be a cathartic experience for which 
participants may require more time than you envisaged or indeed need 
more time to reflect and pen their work.

Tips for Using This in Future Research Designs
• Think carefully about the purpose of using letters in your research design. 

Why might this medium be more appropriate for your desired outcome?
• In what ways are you proposing to use these letters, how will you conduct 

any meaningful analysis, how do you intend to archive the letters as data 
and what permissions might you need to include them in any planned or 
future dissemination?

• Ensure that you have the appropriate consent, not just in writing but ver-
bally, about your intended overall purpose for the letters. Be 100% trans-
parent with your potential participants.

• Do you have a member of the team who will be responsible for the collec-
tion and what expertise can you draw upon to guide your work?
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Sources for Further Reading

Sensitive research:
https://journals.sagepub.com/doi/pdf/10.1177/160940691401300108
https://journals.sagepub.com/doi/10.1177/1609406919893161
https://www.qualitative- research.net/index.php/fqs/article/view/983/2142
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10.1  Introduction

Arts-based inquiry is a growing trend in approaches to health research. As a visual 
art technique, collage in particular is a method that has been demonstrated to have 
value both as a generative knowledge tool and as a vehicle for dissemination. I 
engaged family caregivers and paid caregivers in a student using arts-based methods 
to explore what it was like to receive home care. Participants created their own 
works but at the time many found the requirement to create artwork intimidating. 
Many said that they would have preferred a workshop or coaching on creating the 
artwork. Through that study we hired an artist to work with the research team. We 
created artwork from the data, many of which were collages.

We then held art shows (with over 30 pieces of art created by either the partici-
pant or the team led by the artist) with the general public, policy makers, and health-
care leaders. The response to the artwork was positive and reviewers of the artwork 
said that it increased their knowledge of the experience of receiving home care. Key 
learnings were that art is powerful as a knowledge translation strategy and that fam-
ily caregivers and clients want to share their story in textual as well as visual form, 
yet many participants lacked the confidence to do so unguided. This prompted us to 
use collage as a generative process through facilitated workshops to depict the 
meaning of the caregiving experience.

10.2  Background on Arts-Based Inquiry in Family Caregiving 
and Care in the Home

Previous literature, as well as my own research studies, has shown that the arts have 
promise for both uncovering meaning (generating knowledge) and translating 
knowledge (KT) about what it means to be a family caregiver while also having 
home care. Artwork produced by an individual is part of their story. The act of artis-
tic creation and the resulting work are a reflection of its maker and what they know. 
Art as a therapeutic intervention has been used to help people express their experi-
ence and to convey how they are feeling about a diagnosis, or what a diagnosis 
might mean in their life, for example. While the literature on the use of arts in health 
research is limited, there is early evidence of its applicability in terms of both gen-
erating and translating knowledge.

Although there is a growing body of research about home care and family care-
giving in general, little is known about the experience of home care from the recipi-
ent or caregiver perspectives. The very nature of care in the home, provided within 
intimate “home” spaces, makes that knowledge particularly difficult to uncover. 
Care in the home is not visible to those walking or driving by as care in other set-
tings is (for example in hospitals, long-term care facilities, and clinics). It is difficult 
to imagine what we do not experience, let alone that which we do not see.

The approaches of phenomenology, case studies, and grounded theory have been 
used to explore the phenomena of caregiver burden, chronic illness, and quality of 
life [1–7]. Ethnographic methods have also been used in studies about home care, 
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specifically on what informs decision-making about home care resources [8, 9]. The 
use of arts—the creative expression of experience or emotion through visual or liter-
ary means—in the healthcare field is not new [10, 11] and has been used in various 
patient populations to explore particular health and illness phenomena such as can-
cer, persons with dementia, and older persons, who are in the 65  years+ demo-
graphic [12–16]. The benefits of older persons engaging in arts-based activities have 
included improvements in physical and mental health, cognitive functioning, learn-
ing, well-being, and a greater social connection and sense of purpose [17]. Other 
areas where arts-based activities demonstrate value are health promotion, disease 
prevention, and policy development [12].

The potential for art as a vehicle to understand and share knowledge beyond the 
academic setting is underexplored. Worldwide, people have employed the arts as a 
means for in-depth, personal expression and communication for centuries. 
Specifically in health care, the arts are more readily known for their use in therapeu-
tic intervention and healing [18–20]. The experiences of healthcare work, therapy, 
and grieving have been demonstrated through the use of music, dance, theatre, 
poetry, and painting [21–24]. Research suggests that clients and their families may 
benefit through arts-based expressions of thoughts and feelings that are not easily 
spoken in words, such as experiences of caregiving, illness, and death.

Arts-based methods, also known as arts-based inquiry or arts-informed research, 
are newer methods [25–27] that hold potential for uncovering knowledge about 
home care and for disseminating that knowledge beyond study participants and 
researchers [28]. The use of arts-based methods as knowledge production tools in 
health research is connected to the increased use of qualitative research to uncover 
meaning and content unattainable through quantitative work [25, 26]. A recent sys-
tematic review of arts-based health research found that among the most popular 
knowledge production methods are visual methods (such as photo voice and photo 
elicitation), as well as drawing, paintings, and poetry [28]. Many of these methods 
are supplemented with more traditional qualitative approaches, such as interviews, 
in an attempt to gain a comprehensive understanding of the experiences and percep-
tions of study participants. Arts-based methods can access insights, experiences, 
and emotions about particular phenomena that more traditional methods fail to 
accurately or comprehensively investigate [29]. Indeed, as Mason [30] argued, non-
traditional methods, such as those appealing to our visual or sensory systems, pro-
mote us to think creatively and explore new dimensions of the healthcare experience.

10.3  Collage as Arts-Based Inquiry

Arts-based interventions in research are based on the philosophical assumption that 
art making is an innate characteristic [31, 32] with its roots in activities learned in 
childhood, such as cutting, arranging, gluing, and verbal and physical expression 
[33, 34]. All of these skills are particularly applicable in collage making (Fig. 10.1) 
where language or verbal skills are not required. Arts-based activities promote the 
expression of thoughts and emotions that can be difficult to express in words [28, 
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Fig. 10.1 Collage in progress
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33, 35, 36]. Feelings and experiences are not strictly limited to verbal language; 
hence expressive modalities, such as arts-based interventions, are often useful in 
communicating thoughts and stories not easily articulated [32–34, 37, 38]. As such, 
the use of arts-based activities opens up a new world for exploring lived experi-
ences [36].

Arts-based interventions reported to have been used with family caregivers 
include drawing, painting, coloring, and collage making. For example, Pienaar and 
Reynolds [15] explored the benefits of family caregivers of persons with dementia 
participating in a 5-week creative arts program. Five overarching themes included 
positive emotions while doing artwork; social interaction with other caregivers, and 
the camaraderie and encouragement received; the art program being a source of 
respite; relaxation after making art that enabled them to return to their caregiving 
role in a better emotional state; and expressing a desire to continue on with their 
newfound creative art-making activity. Other similar benefits are reflected in the 
literature including restoring emotional balance, decreasing anxiety, and producing 
feelings of empowerment and liberation [16, 28, 33, 37]. Additionally, family care-
givers have reported decreased depression, enhanced social and psychological well- 
being, and an increase in enthusiasm, confidence, and social support [39] through 
participating in arts-based interventions.

We chose collage as an arts-based intervention for a research study with family 
caregivers for its usefulness as a communicative tool to express feelings and 
thoughts as well as to reflect on personal experience (Fig. 10.2). It aids people in 
expressing experiences and conveying feelings about a situation and the meaning of 
that experience in their life [28]. Because many of our participants were anticipated 
to be older adults who were confident it held promise based on previous literature 
[40]. Since it is an effective medium to deliver messages it fits our plans for 
dissemination.

10.4  Study Exemplar: Collage as an Arts-Based Intervention 
in Family Caregiving

Purpose The purpose of the study was twofold: (1) to understand the experience of 
family caregiving from their own perspective and (2) to examine the merit in collage 
as an innovative and creative data collection tool. Collage was chosen as the arts- 
based genre because it has shown to be effective in other areas, there is growing 
evidence to support its effectiveness as a research method, it is an accessible skill to 
most people as cutting and pasting are skills we have all learned in our early years, 
and the products are effective in dissemination and knowledge translation. The 
products will be incorporated into an evolving portfolio of artwork on the experi-
ence of home care and family caregiving.

Method We used a mixed design using qualitative and arts-based methods, specifi-
cally collage. We drew on tenets of narrative inquiry and interpretive description. 
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Fig. 10.2 Caregiver collage
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The study occurred from March 2015 to March 2016 in a western Canadian city 
targeting family caregivers who provided care and support to a loved one with 
chronic health condition(s) and who also received care from the public home care 
program.

Sample We recruited participants from the Alberta Caregivers Association, the 
home care program, caregiver support groups, the media, and the Principal 
Investigator’s home care network. Of the 23 caregivers from the primary study, 19 
were female and 4 were male. Ages ranged between 45 and 86 years. Nine females 
were care providers for their husbands; two for their mothers; one for their father; 
two for both their mother and father; two for their daughters; one for their son; one 
for a friend; and one for an aunt whom she said was like her mother. Of the male 
care providers, all four were caregivers for their wives. The care recipients in the 
primary study range in age from 32 to 97 years. Out of the total 23 caregivers, 20 
completed the follow-up survey. All caregivers participating assigned their own 
alias that was used throughout the study.

Ethical approval was obtained from the University’s Health Ethics Review 
Board. Each participant signed an informed consent after hearing about the study 
and agreeing to participate.

Data Collection Participants attended one of the three workshops led by the 
Principal Investigator as a researcher and creativity coach. They each created a col-
lage that depicted their experience of being a family caregiver. They also provided 
a textual description of their collage in a follow-up interview. Each participant com-
pleted a short anonymous survey about the workshop and the techniques used. The 
semi-structured interviews took place on a different mutually agreed-upon date and 
place. Most occurred in the participant’s home. All interviews were audiotaped and 
transcribed verbatim. The interviews each started with an opening question such as 
“Please tell me about the collage you created” and “please share with me your expe-
rience as a family caregiver as represented by your collage.” The questions evolved 
as the interview progressed. Field notes and memos were made following each 
workshop and interview and throughout data analysis.

Data Analysis Both the collage and interview data were analyzed and interpreted. 
Data derived from interviews, focus groups, observations, and field notes were ana-
lyzed iteratively through data collection. Analysis began after the first workshop and 
first three follow-up interviews as a beginning point to organize and make sense of 
the data. Constant comparison and thematic analysis were used through an interpre-
tive descriptive lens [41–43] to facilitate uncovering of the shared meaning of fam-
ily caregiving from the perspective of our participants. We initially reviewed the 
interview text and artwork several times to gain a sense of the text as a whole [44].

We then looked for patterns in the data in a rigorous dialectic process between 
developing theoretical concepts and examining our text and the emerging patterns 
guarding against coding or conceptualizing themes too early. The developing 
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themes were the bigger picture that held the developing story together. We identified 
recurring patterns (thematic analysis) in the data. We also observed and documented 
how the collage-making activity and the resulting collage were able to achieve a 
deeper and more comprehensive elicitation of the participants’ experience rather 
than interviewing alone.

Data were managed in several ways. We used NVIVO 10.0 to assist with data 
management, coding, and categorizing. Because NVIVO also supports photos and 
documents, we photographed all collages and transferred them into NVIVO. Coding 
was used to differentiate major themes and it was verified with other researchers on 
the team and with NVIVO.  Analysis and theorizing were performed by the 
researcher, trainees, and research assistants using our own conceptual and analytic 
skills and it was primarily a manual process using oversized paper, bulletin boards, 
and whiteboards to allow the space to work with and manipulate the data as analysis 
occurred. We used descriptive techniques to analyze the data from the survey for the 
feedback obtained about the workshop and processes used.

While we analyzed the data for the specific research question asked in the study, 
we wanted to know how people felt about participating in a collage workshop. All 
participants gave positive feedback about participating in the workshops. They all 
told a similar story. They liked the opportunity for socialization, the therapeutic 
benefits they got from being with others, hearing other people’s experience of care-
giving, and the spin-off effect of learning tips and tricks to improve their situation.

Caregivers enjoyed the opportunity to be with others—to talk with others and 
engage in an activity in a group setting. Beyond being part of a group they liked 
sharing stories, concerns, and their personal experiences as well as hearing from 
others. They felt that they could be as engaged as they wanted with others because 
they could take time to focus on their own art making without feeling the pressure 
to contribute.

Caregivers received some respite from caregiving in attending the workshop 
and gained knowledge about services and resources from the facilitator and other 
participants. They also appreciated the opportunity to slow down and reflect about 
their life. The reflections included feeling grateful—they were not as bad off as 
others—and also concerned that their emotions were negative, unhelpful, or a 
problem they needed to address such as bitterness or depression. Many became 
aware of various services and resources they could access but were not aware of 
prior to the workshop. They liked being able to discuss their own situation and ask 
others how they dealt with various aspects of caregiving. Several caregivers were 
compelled to take steps to make their own situation better as well as to do what 
they could to make a difference for others. Some learned that they could improve 
their own situation by arranging respite on a regular basis, getting some equipment 
that could help, or even articulating their own needs to the one they care for or 
friends and family members who could support them. Many said that they were 
inspired to make a difference and saw the need to advocate for the plight of care-
givers including writing to their government representatives or volunteering with 
caregiver organizations.
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10.5  Knowledge Translation Events

There are many opportunities for dissemination and knowledge translation beyond 
academia when we actually have “products” to show. We implemented three differ-
ent innovative knowledge translation activities. Each event targeted different audi-
ences. We used a world-café format with clinicians, an art show at a conference with 
decision makers, and a 2-month showing in a public art gallery supplemented with 
a public talk at an evening wine and cheese for the general public.

10.5.1  World Café

Our world café was designed to engage attendees to explore more deeply the rele-
vance and resonance of the findings and recommendations of the featured research 
studies, to identify the practice and policy implications of the findings, to identify 
potential strategies to promote the uptake of relevant research findings, and to con-
tribute to discussion and interaction for continued knowledge needs and knowledge 
translation work between home care stakeholders, researchers, and trainees.

Following the guidelines of a world café, we added the arts-based component to 
promote the discussion and engagement of our 75 attendees. Our target group was 
home care case managers who make clinical level decisions about home care for 
clients, and home care leaders including the Director of the program. Although 
there were four research studies around home care and family caregiving, the art-
work we used was from two of the studies. The artwork included paintings, a wall 
quilt, and posters of poetry and prose, but the large majority were collages. The 
artwork was set up around the room for the duration of the daylong world café. Each 
piece was augmented with a statement on the piece, much like you would see in an 
art show.

Participants were invited to view the work during registration and coffee breaks. 
I, as the Principal Investigator, gave an overview of the works, their origination, and 
purpose at the event. The artwork was effective in promoting facilitation. Participants 
were enthusiastic and shared positive comments about the power of the work to 
evoke impressions and reflections. It offered them a chance to engage with the con-
cepts more fully early on in the day as they took time to review and think about the 
artwork.

10.5.2  Conference Art Show

We displayed the artwork at a continuing care conference. There were over 500 
long-term care home administrators, directors, nursing leaders, and staff. The 
attendees were from either the provincial health authority, long-term care centers, or 
home care and supportive living organizations. The artwork was displayed in gal-
lery format in the foyer where people gathered at nourishment breaks and lunch. It 
was just outside the area where the industry trade show was happening.
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The Principal Investigator and a graduate student acted as hosts for the event and 
engaged with the audience. Several people asked about the possibility of having the 
work on loan for display at their organizations but this was not pursued as the art 
was being retained for other events as well as further research activities; we had not 
yet completed and closed out our studies. Further, some of the products were being 
returned to the owners of the artwork.

10.5.3  Public Art Gallery Showing

The final format we used was a static display at a public art gallery (Fig. 10.3). The 
art gallery was housed in space within our local country administration offices. The 
three-story building was only a few years old at the time and was designed as a com-
munity space also housing the main library, a coffee shop and restaurant, as well as 
gathering space for events and included a lecture theatre and large community room 
for events like trade shows or large receptions.

Our art show ran for 2 months and culminated with a 1-week display in the art 
gallery augmented with an evening reception and talk on family caregiving in the 
gallery. For 2 months the art was displayed in high-traffic, common space in the 
county building hung on the walls in two hallways. We do not know how many 
people viewed the art over the 2 months as it was not hosted or monitored. However, 
we had a short paper questionnaire with a secure box to deposit it at the information 
booth. The purpose was to gather opinions and reflections and ask if the work was 
effective in increasing their knowledge of home care and/or family caregiving.

Fig. 10.3 Art show at Public Gallery
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10.6  Discussion/Challenges

Ethical Questions Ownership of art: In our first study, participants were invited to 
create artwork of their choosing about their experience with home care and family 
caregiving. They could choose any medium. If they could not afford the products 
offered, a small art kit (for drawing or painting) or journal (for prose or poetry) was 
funded through the study. No one requested this support. Seven people created their 
own work and we considered them the owner, retained the art on loan for the dura-
tion of the study, and got permission to produce images of the work.

Security of art retained by research team for duration of the study and knowl-
edge translation We obtained a secured area to store the art in a locked room close 
to the Principal Investigator’s office at the university for the duration of the study. 
As space is at a premium in universities this was a short-term agreement between 
the Principal Investigator and the Dean.

Quality and aesthetics of finished artwork We have all heard that art is in the eye 
of the beholder, or in many cases the creator, and the aesthetic of the finished prod-
ucts was variable. We did not anticipate appraising quality and wanted to be as open 
and inclusive as possible. Our primary goal was in the reflection and story the work 
represented rather than the aesthetic. However, in dissemination it is not only about 
the aesthetics of individual pieces, but also about how the work hangs together to 
tell the story. We reproduced the poetry and prose at digital art shops for display, but 
drawings and paintings had to be given further consideration. Would a gallery dis-
play some of our work? Who decides what is aesthetically pleasing? Is the story 
obvious? We did what many artists and galleries do to curate a collective. We pur-
chased frames similar in appearance and created short phrasing about each piece 
and the artist to display alongside the art which worked well to pull it together. We 
mounted the descriptions on small foam-core poster boards that were displayed 
beside each piece of art. We purchased floor and table easels as well as some carry 
cases to transport everything. However, we had limited funds and had to choose 
inexpensive frames that were on sale and using coupons to stretch our meagre 
research funds. The Principal Investigator also covered more than half of these costs.

Ownership of artwork This came up in one study where we hired an artist to work 
with the research team on analysis of both art participants created and creation of 
art-based products such as a painting, drawing, or collage based on our textual data. 
While the research team engaged in the products at various stages of creation to 
ensure accuracy of representation of the data as well as aesthesis, the artist took the 
lead and actually did most of the painting, drawing, gluing, and pasting in the 
images in this particular study. The upside was that the art had a more pleasing aes-
thetic but it did raise the question of ownership. One view is that the artist was paid 
to do the work from the research grant so therefore the work belonged to the research 
program and by proxy the Principal Investigator. This line of reasoning followed the 
general practices of other intellectual property created by employees of an organiza-
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tion. However, producing art takes time and there were hours put into this work by 
the artist beyond the hourly rate. The artist was as passionate about our research as 
we were and like many professionals she was invested. However, her hourly rate 
and hours of work were contained by the research funding. So, in fact, she put in 
much more time creating the art than she was compensated for. We discussed it 
openly and it created some moral distress for me as the Principal Investigator.

I consulted art galleries and other art experts about ownership and safeguarding 
the work. The artist and I were open about every aspect of the work. In the end, she 
signed a release and took photographs of the work for her own portfolio. She is 
acknowledged in all the work as the artist on the research team. As an aside, we are 
still in touch after more than 15 years and I am gifting her one of the pieces. The 
project is done and I still retain the products moving them from closet to closet to 
storage space in my home.

There are many other questions that arose beyond these and sources for guidance 
for the use of the arts in research are obscure. To address all of the questions that 
arose for us is beyond the scope of this chapter. This field is still in its infancy and 
guidance is not explicit in terms of actual processes and practicalities of arts-based 
research. We were faced with typical questions researchers ponder in any study, but 
they were complicated due to the dearth of literature in this area and some of the 
innovations we used such as using an artist to work on the research team to analyze 
data and interpret interviews. We acknowledge that artist-generated artwork may 
not be entirely representative but we guarded against this by staying true to the 
research processes and working as an analytic team with the artist framed as a 
research assistant with a specific set of skills.

Arts-based inquiry is often augmented with other methods and in that way is 
often part of mixed-methods studies, at least in the way we incorporated arts-based 
methods for the purposes of our work. While the arts-based work created by partici-
pants was therapeutic or promoted a deeper level of understanding, we could not 
discern the benefit and their effects without intentional interviewing.

Arts-based research can be more expensive than traditional studies such as the 
cost of supplies, space to work in, and storage. Some things could be funded by our 
research grants while other things had to be funded by the researcher and her per-
sonal and professional networks. Additional costs beyond what might be incurred 
for products in a traditional research study—typically peer-reviewed papers—were 
some of the art supplies and equipment needed such as trays for water and glue, stir 
sticks for mixing, table cloths to protect tables in the spaces we used, pitchers to 
carry water for mixing glue, and containers to hold paints to name a few. We sourced 
canvases, magazines and books for cutting, glue, stickers, and other ephemera. 
There were costs to frame the work for art showings as well as for floor and tabletop 
easels—all of which were funded by the researcher. Other costs that would have 
been incurred, but which were managed by the researcher, included storage, secu-
rity, and transportation of artwork to and from the university to the site where the art 
was displayed. Physical strength and stamina were required to physically deal with 
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all of the work as well as a large vehicle that could hold all of the pieces. These 
issues affected how often and how far away this work could be used in conference 
settings without having to resort to images shown on slides. The wine and cheese 
reception was funded by a company the researcher and her husband owned. Once 
you go down this road unforeseen costs arise, particularly the first time.

10.7  Application to Practice and Policy

If we can increase the understanding and awareness of family caregiving among 
healthcare practitioners, policy makers, and the general public, we might be able to 
make system improvements that could lead to better care for clients and families. 
We could at least begin to open up meaningful discussions based on the experience 
of people who are living the phenomenon.

If healthcare practitioners outside of home care and family caregiving milieus 
have a better understanding of people’s experience, perhaps they can transfer more 
accurate information to clients and family caregivers. Policy makers who under-
stand the complexity of home care, family caregiving, and their experiences can 
leverage the information on policy changes for more integrated and effective home 
care. With increased awareness, perhaps changes could occur more readily to 
enhance home care programs and impact the experience of family caregivers in a 
positive way.

10.8  Summary

The outcomes of our work were twofold: first, knowledge about the fidelity of arts- 
based products, particularly collage as both an elicitation tool and a viable dissemi-
nation strategy.

We have implemented qualitative and arts-based research with similar type of 
participants in the past and have experience in engaging community groups. In addi-
tion to the Principal Investigator’s research experience she also has a creative and 
artistic background and has led similar workshops with different groups and for 
different purposes. The exercise is powerful and we received positive feedback on 
the effectiveness of the activity. Further, having previous experience in creative 
knowledge translation activities using other arts-based products (paintings, fiber 
artwork, poetry, for example) through an art show in a public art gallery and at con-
ferences, we have observed the rich conversations that occur because art is acces-
sible to many.

Collage is a powerful arts-based tool for both generating knowledge and sharing 
it. It uncovers thoughts and experience that family caregivers do not readily recog-
nize through conversation (i.e., interviews). It evokes a clarity of meaning for view-
ers in terms of a knowledge translation strategy offering them more experiential 
learning that is not necessarily available through simply reading a research report or 
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peer-reviewed manuscript. While these findings are valid and promising, arts-based 
methods such as collage require further testing as both knowledge generation and 
elicitation methods as well as implementation and testing as a knowledge transla-
tion strategy.

10.9  Reflective Exercise

10.9.1  Supplies

• A background to secure the images: Journal pages, card stock, poster board, and 
a canvas are all good choices.

• Sheet pan or shallow tray for glue and water if decoupaging*.
• White school glue (the cheap kind from a dollar store works well).
• Glue stick or tape if you just want to adhere images to background.
• Old magazines to tear images and text from.
• Markers or paints to add marks.
• Fibers, other ephemera, or photos if you have on hand and they relate to your 

topic of interest.

10.9.2  Process

*If you want to decoupage with glue and water there are lots of techniques on 
the internet if you search “decoupage” or “collage with glue and water.”

• Step 1: Ask yourself how you feel about a topic of interest to you. It might be 
your body, a relationship, being a student, hunger, or freedom—anything at all—
but try to have one question. Let it sit with you as you tear images from maga-
zines that resonate with you as they somehow relate to your question. Do not 
worry about how or what. If it resonates, tear it out.

• Step 2: Once you have compiled quite a few images—likely more than you will 
use—place them in a pleasing (to you) manner on the surface you have chosen 
(cardboard, poster board, canvas, a wooden box). Do not glue them at first. Play 
with them and move the images around having the bigger pieces as your first 
layer. Once you are reasonably pleased with the layout, adhere them to your 
surface using decoupage or just a glue stick or tape.

• Step 3: Optional: You can affix (with glue, tape, or needle and thread) any fibers, 
photos, or other ephemera. You can add color or markings with paint or markers.

• Step 4: Look at what your collage tells you. Reflect on it.
• Step 5: Write about it. You can set a timer for 5 or 10 min and free write whatever 

comes to mind; write a paragraph or a page—it does not matter; just write what 
your collage is telling you. It is up to you.
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Lastly, think about what you learned about your topic that you were not con-
sciously aware of or that you did not know before. You might have more answers or 
more questions, and your outlook or opinions might have changed. There are no 
right or wrong answers. You might not have learned a thing but rather enjoyed the 
rhythm of cutting and pasting and giving yourself time and space to think about 
something specific. It is about the process.
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11Lessons Learnt and Way Forward

Parveen Ali, Kathryn Hinsliff-Smith, and Julie McGarry

This final chapter draws upon many examples where arts-based research is 
described within this resource to elicit an understanding of often very complex 
healthcare interactions. The book drew upon work conducted across various 
healthcare settings by a range of different academic disciplines from a wide spec-
trum of social sciences including philosophy and education to healthcare profes-
sionals and clinicians working in research and healthcare settings. This resource 
will be applicable for anyone interested in arts-based research in any geo-
graphic region.

Research and building of evidence-based knowledge into various facets of health 
are expanding and as the problems and issues explored are diverse, researchers must 
develop appropriate methods of collecting appropriate information about healthcare 
and other experiences and issues affecting individuals, groups, and communities. 
The focus of research is not only general population but also different professionals 
serving in diverse fields including health and social care. Throughout this book, we 
explored various arts-based research (ABR) approaches and how these are applied 
when conducting healthcare research. To be precise an overview of ten different 
ABR methods across diverse and complex range of healthcare settings, disease 
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outcomes, and population groups is provided in this book. We, as the editors, along 
with the chapter authors believe that this book, therefore, provides a real insight into 
methods that readers could employ within their own context when using ABR 
within healthcare. This chapter aims to summarise common points identified or dis-
cussed in various chapters in the book.

11.1  Arts and Research

Throughout the book and from various authors with differing epistemology and 
ontological positionings, we learned that use of arts in healthcare settings, espe-
cially in the context of supporting people to express their feelings, has a long and 
chequered history. However, recognition of the usefulness of the arts in research and 
especially healthcare research is a relatively new phenomenon, often referred to as 
“arts-based research” (ABR). ABR is an umbrella term encompassing a range of 
epistemological and methodological approaches in which some form of art is used 
in research especially when collecting or analysing data [1, 2] and/or in presenting 
the findings of research [3, 4]. There are many different forms of art, as explored in 
previous chapters, including but not limited to use of handcrafts, photography, per-
sona development, poem writing, story-writing, letters, fiction, dance, film, fabric 
work and LEGO©.

Use of any of these forms depending on the type of research and the topic of 
research provides researchers and participants an opportunity to express their views 
in a much more creative and perhaps less intrusive way. Use of ABR methods 
acknowledges that life experiences are multifaceted, multisensory and complex. It 
acknowledges that everything cannot be classified as right or wrong and cannot be 
crunched into numbers or statistics. ABR requires recognition of the participant’s 
role in the research as well as the fact that not every element of the study can be 
predesigned or specified beforehand. Arts is an evolving process and thus it means 
that the research design will and must be an evolving process which requires those 
involved to be cognisant of this throughout.

11.2  Types of Arts-Based Research

There are many types of ABR, some of which are described in this book. Wang et al. 
[5] provide a very useful framework or typology of arts-based research methods. 
They suggest that ABR can be divided into three main categories and these include 
research about art, art as research and art in research. A description of each of these 
is given below:

Research About Arts This type of research explores arts-related research top-
ics but does not involve use of arts to create any material as part of the research 
undertaken. The aim of such research is usually to explore how arts has been 
used in research context and examples of such research include art history stud-
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ies, theatre studies, media studies, music studies, studies into the role of aesthet-
ics and studies on the impact of art on people’s lives. The focus of such research 
can vary but is broadly about understanding the use of arts in research. Such 
research can be conducted using qualitative or quantitative methodologies, 
whereas the role of researchers is to explore the area from an outsider 
perspective.

Arts as Research This type of research is concerned with gaining a ‘… deeper 
understanding of what art, art creation, or an artistic installation can do or activate’ 
([5], p. 15). In this type of research study, only qualitative approaches are mainly 
used, and the researcher is heavily involved in the research and developing any art-
works. In this form of research, art is used as a way of inquiry with the help of any 
research methods that help appreciate and investigate an understanding of a phe-
nomenon of interest. The researcher may be a trained artist, and may assume the 
role of an insider as often seen in an ethnographic approach. The research and cre-
ation happen at the same time and it is difficult to distinguish both components from 
each other. One such example is the police station in Chicago designed by the archi-
tect Jeanne Gang. The underpinning question for the project was this: ‘Can design 
help rebuild trust?’ Gang conducted workshops, brainstorming sessions and round-
table discussions to involve public and police officers in the process of conceptualis-
ing the building [6]. The research is an example of how the researcher engaged with 
audience and ideas developed through co-creating and designing the building (in the 
given example), intervention or project.

Arts in Research In such research, art is actively used and applied by research 
participants and/or researcher in one or more phases of a research study. Often 
researchers act as the facilitator of ABR or may contract a specialist as seen in Chap. 
4. Researchers are often actively involved in the research and take an insider per-
spective. Art may be used in all or any part of the research ranging across develop-
ing research questions, collecting or analysing data, presenting findings or 
disseminating research findings. Qualitative research approaches are often com-
monly used for this type of approach.

11.3  Researcher Role

As discussed in the previous chapters, the role or function of the researcher is often 
fundamental to ABR process. While the researcher usually has a role of an insider, 
their role may vary from being very active to passive depending on the aim of the 
research and phase of the study. For instance, the researcher may have to play an 
active role when deciding which ABR methods to use and consider their alignment 
with the research questions. They may also be very active or passive when helping 
participants choose the right kind of arts medium to facilitate sharing of their expe-
riences/perspective. The researcher, of course, is actively involved when developing 
and interpreting the findings of a study.
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11.4  Ethical Considerations

For any research study, it is important to explore ethical issues involved in any pro-
posed work. The researcher or team must consider all ethical issues which may 
affect their study including those affecting the study participants or the research 
team. All aspects related to autonomy, confidentiality and anonymity need to be 
considered while ensuring that all participants are aware of their rights and respon-
sibilities including providing their consent to be involved. Ethics approval needs to 
be obtained for any research including studies which involve any human partici-
pants and ABR methods. Ample information needs to be provided about identifica-
tion, recruitment and involvement of participants; proposed data collection; and 
analysis activities. This section aims to explore these issues briefly.

11.4.1  Plan Clarity

The ethics review committee is likely to require any proposed studies to clearly 
explain the intended process for the research to be conducted including the rationale 
for the research with a clear data collection and data analysis strategy. In studies 
involving ABR, data collection and data analysis approach may not always be very 
clear as the design of the study often evolves and co-develops over time; this fact 
alone may need some very detailed and precise explanation to satisfy the ethics 
committee and gain ethical approval. Research ethics committees are concerned to 
ensure the safety of the participants and may need reassurance that all aspects are 
considered, due care is taken and the proposed research will be safe for participants. 
Therefore, providing as much information as possible about the plan is imperative.

11.4.2  Confidentiality and Anonymity

These related concerns can also affect ABR. For instance, use of photo-elicitation 
method, one of the methods discussed in this book, requires careful planning and 
execution of the plan to ensure anonymity of both verbal/textual and visual data. 
Taking pictures of identifiable faces is a common way to document significant fam-
ily events along with the more recent ‘selfie’ phenomenon linked to social media. 
This aspect may raise some ethical concerns of which participants need to be made 
aware of at the inception of the study. In addition, other safety issues, if photographs 
are taken, for example, in high-risk communities should also be considered. To 
avoid any ethical implications, it is recommended that participants and researchers 
agree on taking only ‘neutral’ pictures of objects or, alternatively, unidentifiable 
body parts instead of full portraits to represent people, depending on the research 
focus and study aims. Such issues can be tackled by using appropriate digital tech-
niques such as blurring of images using specialised software, though it may contrib-
ute to decontextualisation of the data [7]. If the researchers opt for including pictures 
of people, it is advisable that participants are provided with appropriate information 
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about the use of photos and consent must be obtained at the outset and reconfirmed. 
It may also be useful to remove the geolocation tag from the metadata of photo-
graphs using specialised software to minimise the triangle of risk (i.e. name, image, 
and location).

11.4.3  Informed Consent

Like any research undertaken, it is important to obtain informed consent from all 
study participants. This should occur prior to commencing any aspect of data col-
lection including prior to starting an arts session. Often consent is taken in written 
format but recorded consent using digital medium for online sessions is acceptable 
and should be stated clearly in ethics procedure. When conducting multiple sessions 
with the same participants, reaffirming and checking in for consent are considered 
good practice. Participants should also be informed on the risk of their artefacts 
especially photographs being accessed and shared by others beyond the study’s 
scope, once the research findings are disseminated and made available to the public. 
This should be an aspect stated in any participant information sheets and on the 
consent forms for the study.

11.4.4  Risk of Harm

ABR is often used to explore sensitive issues in a non-threatening and non-intrusive 
way. While involvement in research can be therapeutic and is often described as 
cathartic in nature, it can also contribute to distressful thoughts and feelings during 
activities. The researcher needs to be cognisant of this and should have contingency 
plans so as not to retraumatise your participants. The study team should be prepared 
to provide participants a choice of whether to continue or withdraw from the spe-
cific activity or the whole project, considering that a withdrawal at any time during 
the study without giving a reason and gain should be included on your consent form.

11.5  Practical Considerations for Using Arts-Based 
Approaches in Research

There are many other issues that researchers need to be mindful of when incorporat-
ing arts into studies and these apply across the board but especially within studies 
related to healthcare which may present other sensitivities. The first issue is ensur-
ing congruence between the aim of the research and the specific form of arts used in 
the specific way in the research. The researcher needs to spend considerable time 
and effort clarifying the concepts and ensuring that appropriate data collection, data 
analysis and findings are appropriate for the desired outcome. Below we provide 
some practical aspects which may help with your own consideration for the 
use of ABR:
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11.5.1  Arts-Based Approaches Are Not Talked About That Much

The role and position of ABR approach are ambiguous. Use of some ABR approaches 
is becoming more common, as are the discourses around ABR frameworks. 
However, the way that research is reported remains somewhat implicit and hidden, 
in that visual data is often seen as an illustration or stimulus rather than as data per se.

11.5.2  Lack of Clear Guidelines on How to Adopt Arts in Research

Another challenge is posed by the lack of clear guidance on how to adapt ABR 
methods into studies where perhaps a predefined objective is set or where it is not 
clear on the rationale for the use of ABR. The role of the ABR researcher is to pro-
vide the understanding and clarity as to why the use of ABR may be complementary 
or indeed provide a different perspective or insight into a phenomenon of interest. 
The researcher needs to be constantly mindful that striving for clear steps and rigour 
in applying a research mindset could stifle the opportunity for use of creativity. For 
example, how will the combination of photo-elicitation with other research methods 
such as interviews, focus groups or participant observation, and the research objec-
tives, be managed. Embedding photographic techniques in phenomenological, 
grounded theory and ethnographic studies, for example, can strengthen the method-
ological value of the research, in the same way various theoretical perspectives can 
enhance the value of photography as a research method, hence their complementar-
ity. These are all considerations for the researcher keen to work with ABR.

11.5.3  What Is an Appropriate Form for Data Collection 
and Analysis?

A primary concern, therefore, must be in relation to how a researcher deal with data. 
Employing the methods that result in a non-linear and non-uniform data means that 
data transcend traditional boundaries and therefore work on a literary level, a musi-
cal level or an artistic level.

11.5.4  Which Specific Form of Art Should Be Used?

Another important consideration related to ABR is that the researcher needs to be 
aware that not every participant may feel comfortable working with specific mate-
rial (such as glue, paints, glitter or other materials) which the researcher may have 
chosen for their session. Some participants may not be comfortable in handling 
these or may not feel an affinity with the materials, and for others it may remind 
them of child’s play, etc. It is also possible that the research participants may simply 
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not be interested in or engage with any hands-on activity using ABR-specific activ-
ity. Therefore, the researcher may consider providing different materials and medi-
ums to suit the needs of the participants. Use of various art forms can also cause 
distress to some participants. For example, use of photos or other photo-elicitation 
methods may trigger recall of negative memories. For all these reasons, the 
researcher needs to be mindful of planning various activities to suit varied needs of 
participants contributing to a single workshop or activity. It may be useful to pro-
vide an overview of the activities and details of the kind of materials used in the 
activities when explaining projects to the participants at the time of taking consent.

11.6  Ownership of Artefacts

Another important practical aspect that relates to ABR is the question about owner-
ship of the material developed in the ABR process. Research participants, while 
working on the instruction or guidance of the researcher, use their feelings and 
thought process to generate material and may or may not feel comfortable in sharing 
it with others and may also have concerns about ownership of the material. At the 
same time, the researcher also contributes to the development of the artefacts result-
ing from ABR. They definitely spend time and effort in making sense of the arte-
facts, recreating, modifying and moulding it to become a representation of the 
bigger picture. On the other hand, some participants may not want their name or 
identity to relate to the objects they created as a part of the research process as it 
may make them feel exposed to others. Therefore, the question about authorship 
and ownership of the resulting artefacts is important and should be conducted at the 
start of the project and before and after the specific activity of arts creation.

11.7  Financial Cost

The use of ABR can significantly increase the financial cost for the delivery of a 
research study within a healthcare context compared to traditional approaches, such 
as interviews or focus groups. This factor alone is often an inhibitor for researchers 
to consider ABR within their study. The researchers need to think clearly about the 
cost implications at the time of writing proposal and account this in the project cost-
ing. The reviewers may not always understand such costs, and therefore, researchers 
need to be able to explain this in their funding application. They may also be able to 
think of alternatives to use. For instance, in research involving photography, the 
researcher may need to use an expensive camera and it may not be easy to justify the 
cost of such to funding bodies considering that photos can be taken from mobile 
phones these days. The researcher should be ready to explain this to the funding 
bodies and be prepared to use alternatives as well if it is suitable.
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Things to Consider When Using These Arts-Based Approaches
• Not all participants will be equally confident and comfortable using 

 arts-based approaches—think about different mediums to incorporate.
• The researcher needs to be prepared for emotive responses amongst 

 participants, as creative methods tend to lead to deeper reflections.
• Practicalities of materials are important, as not everyone will be equally 

comfortable with all media, purely for their texture.

Questions that Authors Need to Ask Themselves When Planning to Use Arts in 
Research
 1. Does the particular form of art, considered for the study, align with the 

particular research paradigm or theoretical framework of the particular 
research study and researcher?

 2. What is the added value of using arts in the specific study?
 3. What are the advantages and disadvantages of employing arts-based tech-

niques in the research study?
 4. What are the benefits for the research participants?
 5. What challenges do you envisage when incorporating arts into your 

research design? How will you address these?
 6. When undertaking arts-based research involving people with specific 

needs (such as dementia), it is imperative to consider accessible methods 
that enable people with specific needs to participate in the research.

 7. Do you have enough and appropriate space available to facilitate arts-
based research?

 8. What are all the financial costs associated with your chosen methods? For 
example, any external facilitator charges, material costs, venue costs, 
after- event costs and pre- and post-material requirements (for example 
baking any clay models).

 9. Consider how arts-based methods can be used to strengthen the existing 
evidence base.

 10. Construct compelling arguments for how and why arts-based research is 
credible and legitimate on its own terms, making a case for its relevance 
to the field.
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Tips for Using ABR in Any Future Research Designs
• Develop a plan for when individuals shy away from specific kinds of 

expressive modes so that you have alternatives in place.
• Provide sufficient time within the research design to enable the use of cre-

ative forms of communication as this can often take longer to execute.
• Do not rely solely on your creative method. Think how this will support 

other methods of data collection you may be considering. The conversation 
and other modes of expression can work well together and provide a unique 
data set in their combined form.

• Consider combining various forms of ABR (for example, photo-elicitation 
and journaling, arts and crafts, photographic collages and auto- portraiture 
and drama) as it can enhance data richness and reduce resistance from 
participants.

• Plan to engage the research participants in data analysis and finding gen-
eration phases as this can help to gain a different insight into their perspec-
tives and minimise interpretation bias while empowering them throughout 
the research process.

• Use of any form of art can be very useful, enjoyable and interactive and 
therefore has a potential to easily distract participants from the research 
topic. It is important to agree with the participants, at the onset, about the 
research activities involved in the process. It may also be useful to have set 
questions and checklist ready to check all necessary objectives of the par-
ticular phase are achieved.

• When undertaking multidisciplinary research, it is necessary to be mindful 
of different stakeholders who might require research production, or evi-
dence articulation, in different ways—be prepared to vary the methods 
used in order to communicate strategically with a variety of audiences.

• Hierarchies can exist within arts and health research—systematic reviews 
and RCTs are often seen as the gold standard within certain domains. 
Therefore, it is necessary to clearly identify and communicate the specific, 
unique value that arts-based research offers, and any research gaps that this 
approach can contribute towards.

• Think of various ABR methods that you can easily use. Increase their use 
in practice gradually.

• Do not expect your hand-drawn infographic to be ‘perfect’ first time; this 
is an iterative process and you will probably work through several versions 
before arriving at a final version.

• It is novel, so explain the process well in research grants using published 
books and journal articles like this textbook to support the method.
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