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Drawn from life: Co-creating narrative and graphic vignettes of lived experience with

people affected by dementia

Abstract:

Background: The growing literature on Patient and Public Involvement and Engagement
(PPIE) and dementia identifies specific problems related to the influence involvement has on
research outcomes, over-reliance on family members as proxies, and lack of representation of
seldom-heard groups. Adaptations to the PPIE process are therefore needed in order to make

possible the involvement of a broader spectrum of people living with dementia.

Objective: To adapt the PPIE process in order to make participation in co-creation by people

living with dementia accessible and meaningful across a spectrum of cognitive abilities.

Design: Narrative elicitation, informal conversation, and observation were used to co-create
three vignettes based on PPIE group members’ personal experience of dementia services.

Each vignette was produced in both narrative and graphic formats.

Participants: Nine people living with dementia and five family members.

Results: Using enhanced methods and outreach it was possible to adapt the PPIE process so
that not only family members and people with milder cognitive difficulties could participate,

but also those with more pronounced cognitive problems whose voices are less often heard.

Conclusions: Making creative adaptations is vital in PPIE involving people living with
dementia if we wish to develop inclusive forms of PPIE practice. This may, however, raise

new ethical issues, which are briefly discussed.

Patient or public contribution:

People with dementia and their families were involved in the design and conduct of the study,

in the interpretation of data, and in the preparation of the manuscript.
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Background

Among the broader literature on research participation and Patient and Public Involvement
and Engagement (PPIE) for people with dementia and their families, three specific problems
have been identified which the PPIE discussed in this article attempts to address. First, the
involvement of people living with dementia and family members often fails to influence the
research process or outputs. Second, family members are often too heavily relied on as
proxies. Finally, people living with dementia who are involved are often unrepresentative of
the broader population of those diagnosed with the condition, failing to reflect the

heterogeneity of dementia.

PPIE is now considered essential in health and social care research, and is increasingly a
requirement of research funding bodies and publishers.!? Crucial to the definition of the term
PPIE is that those involved are advisors or co-researchers rather than research participants.®*
The extent to which PPIE group members have genuine influence on the research process is
often questionable, with involvement in aspects such as design, data collection, and analysis

particularly limited.>”

These concerns increase when the research relates to conditions such as dementia, which are
characterised by cognitive impairment. Of 54 articles on PPIE in dementia research in a
recent scoping review® almost all were published since 2010, indicating how recently
dementia has come to the PPIE table. Few articles reviewed reported on the impact of PPIE
on the dementia research process and outcomes.® Yet PPIE has significant potential for

improving aspects of dementia research such as recruitment from seldom heard groups’ and



people living with dementia have said they want more opportunities to act as co-

researchers'?,

Co-research involving family members is now increasingly well-established (see for example
1), Despite people living with dementia having published guidance for researchers hoping to
involve them in research as long ago as 2014!% however, co-research with people living with

dementia is still comparatively rare!>!*

. In one recent study, for example, the three ‘people
affected by dementia’ in a PPIE group were all current or former caregivers'> Whilst it is

less challenging to recruit family members!® research findings indicate that people with

dementia often have different views and priorities from those expressed by their relatives !”-

19.

In recent years, direct involvement of people living with early-stage dementia in research
processes such as data analysis workshops'!, and co-authored accounts of the research
process?® have become more frequent, showing that it is possible to hear the voices of people
who are actually living with the condition being researched. This is not just a matter of
inclusive principle, however, since without the perspectives of those living with the

condition, research lacks validity and important insights may be missed?'.

Attention has also been drawn to the ethical imperative to involve a more diverse range of
people living with dementia in all aspects of research??. At present those who take an active
part in PPIE are often recently diagnosed or have relatively mild cognitive difficulties, raising
questions about the representativeness of the experience that is being drawn upon. Younger,
recently retired members of PPIE groups are, for example, unlikely to have personal
experience of the services provided to older people living with dementia who may have more
pronounced cognitive difficulties’ and those from under-served groups are likely to have had

different, possibly more extreme, experiences than those who are younger, more recently



diagnosed or more socially visible?>. Whilst recent welcome developments such as the
Balanced Participation Model** have been developed with people with early-stage dementia,
there are currently fewer models for the involvement of people with more severe cognitive

difficulties.

It has been suggested that due to the challenge of involving people with more severe
cognitive problems, representativeness of the wider population with dementia may be less
important than thoughtful input from lay people without this condition®. We suggest instead
that there is a moral requirement to create conditions under which people with dementia,
including those from seldom-heard and under-served groups, are able to contribute??. Whilst
the involvement of people with dementia does present practical and methodological
complexities®®, the onus is on researchers to adapt their methods and processes accordingly.
This has already been achieved with some of the more creative approaches to research
participation for people living with dementia®’, and co-research involving people with young-
onset dementia®. Below we outline a PPIE project in which older people with more advanced
dementia also took part, in addition to people living with young-onset dementia and family

members.
The research study

The What Works in Dementia Education and Training? study, within which this PPIE project
took place, was designed to identify approaches to, and characteristics of, effective training
and education on dementia. Ethical approval for this study was given on 24" November
2015 by the Yorkshire and the Humber — Bradford-Leeds NHS Research Ethics Committee

[REC Ref 15/YH/0488].



We do not intend to go into detail in this article about the findings from the broader research
(for which see 2*?°) but to explain the process adopted in the PPIE arm of the study and its

outcomes.

Data availability statement

The data that support the findings of this study are available from the corresponding author

upon reasonable request.

Aims of the PPIE
The aims of this project were:

To draw on the personal testimony of people with dementia and their families to facilitate
discussion between researchers and health and social care practitioners in the field of
dementia studies.

To use an enhanced range of methods to support the involvement in PPIE of people with

dementia across a spectrum of cognitive abilities

Methods

Recruitment

The opportunity to take part in the PPIE group for the What Works in Dementia Training and
Education? study, was advertised in a regular Experts by Experience newsletter sent to
members of the existing PPIE panel at one of the Universities involved in the research. The
circulation list included a resource centre attended by people living with dementia. This was a
site where one of the co-authors had conducted a number of previous community
participatory research studies, and there were pre-existing good relationships with both staff

and people with dementia. The copy of the newsletter sent to the resource centre participants



was accompanied by an additional explanatory letter to the manager asking for expressions of

interest in taking part.

All those who expressed an interest in taking part, from both the general mailing list and the
resource centre, were provided with an information sheet summing up the aims of the
research in plain English. For the three resource centre participants considered not to have
capacity to decide whether to take part for themselves, best interests assessments were carried
out, involving the manager and family members. All other participants were able to consent

for themselves.

Participants

A total of fourteen participants contributed to the project discussed below. Nine members
were living with dementia (six women, of whom one was Black Caribbean and one was
White Irish, and three men of whom one was White Irish). Of these, one man and one
woman had young onset dementia (YOD). The remaining five participants were family

members (three men and two women, all of whom were White British).

Three of the people living with dementia (one accompanied by their spouse) took part on a
University campus, together with four family members, all of whom were former carers for a

spouse living with dementia.

The remaining six people living with dementia took part at the resource centre which they

regularly attended during the daytime.

The PPIE process

The PPIE group met on a total of fifteen occasions during the two years of the research study
and had a varied remit during that period, including the creation of a lay summary of the

literature review findings, reviewing information materials for the research participants, co-



design of survey items, and the creation of vignettes of their lived experience to be used in
research focus groups with care staff. The process discussed in this paper relates specifically

to the last of these activities.

The PPIE was co-facilitated by two co-applicants on the research study, one a family member
whose spouse has dementia, and one an academic researcher and educator. The roles of the
co-facilitators were, generally speaking, to organise PPIE meetings, keep records, coordinate
discussions, advise PPIEgroup members on ethical and methodological issues, liaise with the
broader research team, and report back to the Programme Advisory Group and funders on

progress.

Several of the PPIE group members already belonged to groups affiliated to the UK
Dementia Engagement and Empowerment Project (DEEP) and one had taken part in an
advisory group on the development of the DEEP guidelines on involving people with
dementia in steering and advisory groups®’. We therefore followed these guidelines

throughout.

An initial 1.5 hour meeting was held at each of the two sites in order to elicit members’ lived
experiences of using dementia services. The meeting at the University, attended by eight
people, took place in a small seminar room, with a ‘round table’ layout. The meeting at the
resource centre, in which six people actively participated, took place in the main lounge.
Although this area was also being used by other people at the same time the room’s layout,
with a variety of small seating areas, made it possible to conduct discussions relatively

privately. Each meeting was recorded using both written notes and audio-recording.

In order to move away from more traditional methods of conducting PPIE, such as formal
consultation exercises, we used a variety of narrative elicitation techniques. Narrative

healthcare has attracted renewed interest in recent years, and narrative elicitation is a widely



used method for embedding principles of patient- or person-centredness’!* In the work of
Arthur W Frank, for example, it is recognised that when a person chooses to tell a particular
story he or she is also telling the listener about what matters most, and stories are a powerful

way of amplifying the voices of those who are seldom-heard™?.

At the University site, oral narrative elicitation was the main method used. The following

trigger questions were used:

Please think of times when you (or your relative in the case of family members) were

e Not treated equally as a person

e Talked about using negative language

e Talked over or ignored

e Provided with a really good service

e Treated in a way that added to your quality of life

e Made to feel you belonged

We found that participants at the University naturally adopted a storytelling approach, in
which they answered the prompt questions by recalling specific incidents in considerable
detail. Rather than sticking closely to the prompt questions we therefore encouraged the
participants to elaborate on these experiences, which were often recounted with a degree of

dramatic performance.

[My partner] fell on the stairs and had to go to hospital. She had eleven stitches in
her head. And the doctor was going to discharge her. I said, ‘Hold on; she told me
she can see two of everything’. They should have tested her for concussion, but they

didn’t because she had dementia [family member].



Participants at the resource centre had, in general, more difficulties with memory,
comprehension and verbal expression, and several also had impaired hearing. As a result, the
two co-facilitators used enhanced elicitation methods at this site, including photo-elicitation,
informal conversation and observation. Around half of the meeting at the resource centre was
spent with a small group of three participants discussing the same general subject areas as the
University group. The difference here was the use of photographs to accompany the questions
; eg a photograph of a GP surgery, to accompany the question ‘How do you feel about this
place?’ and an image of an older person looking bored and lonely, accompanied by, ‘Does
anything make you feel like this?” These photographs had been chosen in consultation with

members of the wider PPIE group to be as clear and unambiguous as possible,

We then spent approximately 20 minutes in informal conversation with a woman living with
dementia who was sitting apart from the others and who talked in detail about her childhood
home and her religious convictions. The remaining 30 minutes were spent observing

interactions between two women sitting together in another area of the lounge.

The written notes and audio-recorded material from both sites were transcribed by the
academic co-facilitator, and key passages were discussed at several subsequent PPIE group
meetings. In addition to identifying key themes, we were also interested to discover which
formats the group members felt might have maximum impact. The process by which the

group decided to co-create a series of vignettes is explained in the next section.

Findings

At both sites, it was easier to elicit responses related to poor care than it was to identify
positive experiences. It was, however, generally possible to infer what the participants
wanted and expected as part of all good care practice. It was more difficult to elicit direct

responses to the prompt questions at the resource centre, but those who took part still



conveyed a great deal about what was important to them during general conversation and
observation, using both verbal and non-verbal communication. The findings from each

method are discussed below.
Narrative elicitation

Experiences of using services the participants referred to included primary care consultations,
homecare visits, memory clinic assessments, admission to hospital for acute care, and

community facilities such as pharmacies, supermarkets, banks and libraries.

At the University meeting many of the comments were about micro-interactions between
healthcare professionals and people living with dementia, such as disparagement and

invalidation.

He [a GP] said ‘Bring a carer next time, because you 're not going to remember

anything I tell you’. Well, I remember that! [person living with dementia]

I can’t begin to tell you how fed up I am of my family being referred to as ‘carers’.

My children are my children; they re not my carers. [person living with dementia]

Examples of neglect and good practice were also noted:
When [my partner] used to get agitated they used to put him in the sensory room. He
didn’t like the sensory room and they were sending him in there nearly every day,
which I didn’t realise at the time. He got to the stage where he didn’t want to go

there at all. [family carer]

[My partner] liked to socialise; she liked to talk to people. It helped a lot in the care
home she went into, because they just let her get on with it. To me that was the most

important thing, and they need to find ways to do it. [family member]

10



At the resource centre, the three people in the small group, told us about a number of specific
incidents. Brenda (all names have been changed) told us that she didn’t like to be rushed, and
then recounted an experience with the homecare service she received, where there was no

time to choose her own clothes. Brenda pointed out that the clothes she was wearing were not

her own choice:

Look at these horrible trousers. Ididn’t want to wear these. She just put them on me.

It was possible to draw inferences about other participants’ priorities less by answers to
explicit questions than by spontaneous remarks. For example, Peter was very concerned
about items going missing, and we noticed that Fiona who had been widowed some time ago

still made frequent reference to her late husband as a source of authority.

The resource centre members identified a number of experiences of having their direct
choices and wishes over-ridden. They valued being treated as individuals, feeling socially
included, taking part in meaningful activity and having their concerns taken seriously. Not
being allowed to do things that are perceived as dangerous by others was also a repeated

theme.

Informal conversation

We spoke to Valerie where she was sitting alone in a corner of the resource centre lounge.
Pre-determined questions and prompts were not used, as Valerie preferred to tell us a story
about her earlier life. It was possible to deduce from this a great deal about what she
expected from services and what qualities were important to her in other people. She told us
about growing up in St Kitts and Nevis, about her strong religious faith and her connection
with the Anglican Mission. Valerie also talked about cultural differences in food, customs
and parenting practices between her homeland and the UK, in each case stating a strong

preference for her country of origin.

11



Observation

While sitting with the remaining two women at the resource centre we did have some
conversation, but it was not directly related to their experience of dementia services. Instead
we made detailed notes about the women (Ella and Christine’s) interactions with each other,
including their non-verbal communication. Both women appeared to find that sitting together
added to their existing discomfort, and this seemed to go largely unnoticed by staff who were
getting the other side of the room ready for lunch. Many of Christine’s comments were
directed to an unseen person who seemed to be a figure of authority, and she spoke about an
injury she had received treatment for. When Ella tried to join in politely, Christine tended to
respond short-temperedly, clearly upsetting Ella. With other findings above, this interaction

later became the basis of one of the three vignettes.

Developing vignettes of lived experience

The decision to co-create a series of vignettes (or ‘scenarios’ as PPIE group members
preferred to describe them) evolved during the process of transcribing and organising the
recorded material into key themes. The findings seemed to lend themselves naturally to the
development of a set of stories about the experiences the PPIE group members had
recounted. We agreed that we did not want these stories to exist solely in the form of text.
Some members of the group had difficulties in processing blocks of text, and some had
worked in fields where an understanding of different learning styles was important (eg staff

development and educational welfare), so we felt it was important to use images as well.

The term vignette refers to text, images or other forms of stimuli to which people are invited

to respond??, an approach widely used in education, training and staff development. It has

12



been noted that vignettes offer a means of unpacking complex, nuanced material and making
it more accessible**. Vignettes appear to promote high levels of engagement and empathy,

with respondents often placing themselves and their experiences within the scenario™®.

Whilst a fictional vignette (VIG-Dem) has previously been used to assess clinical skills in
dementia®® additional benefits have been identified from using non-fictional examples. It has
been suggested, for example, that the use of real-life examples enables participants to discuss

matters that would usually be ‘off limits***

and that the dramatized retelling of incidents
drawn from care practice (or ‘ethnodrama’) can facilitate reflection®’. The use of vignettes is

also common in problem-based learning (PBL), where emphasis is placed on the complex

nature of practice dilemmas and their solutions>®.

From reviewing the recorded data it became clear that one potential vignette centred on
family members’ experiences of contact with emergency services and hospital admissions. A
second related to the experiences of the two group members with young-onset dementia
(YOD) when attending appointments with professionals in the absence of a designated
‘carer’. The final theme focused on the importance of life history awareness in formal care

settings such as day and residential care.

The co-creation of the vignettes consisted of three main components, identification of the

core narrative, incorporation of other narrative elements, and graphic storyboarding.
Identifying core narratives

This stage involved the extrapolation of distinct storylines, weaving together dominant
narrative themes that had emerged. Ongoing PPIE group discussions were used to begin
drafting short narrative scenarios, which were discussed iteratively at subsequent meetings.
These were eventually finalised at around 350 words each (a length that would easily fit one

side of A4 paper and have a reading time of approximately one minute, making the vignettes

13



reasonably accessible to research participants). Revisions to the two scenarios developed with
the University group were made by the PPIE group members themselves. The third scenario,
resulting from the resource centre meeting, was revised with the help of a member of the
wider research team. A copy was sent to the resource centre with an invitation to comment;

however, no comments were received.

The three scenarios produced are outlined in Table 1.

Scenario 1, set in an Emergency Department, was based largely on a former family
caregiver’s account of his wife’s hospital admission following a fall that had resulted in a
head injury. Male and female roles were reversed in the Emergency Department scenario,
and to introduce issues related to cultural diversity the characters were also given names
(Constantin and Ava) suggesting Eastern-European origin (for the full scenario in narrative

format see Table 2).

For each Scenario a list of key points for practice improvement was also produced by the
PPIE group members. For example, in Scenario 1, among ten points in total that it was hoped

health and social care practitioners taking part in the research would identify were

e Constantin appears to have double vision, yet he is not sent for a scan
e There seems to be a lack of recognition that his behaviour in the toilet is the result of
fear

e He is left for more than 24 hours with nothing to eat

Incorporating other narrative elements

Each scenario was based on a dominant narrative, but also incorporates elements of the
experiences of other members. For example, Brian, a former family caregiver, told us about

a time when unpleasant wartime memories were triggered for his wife. During WWII she had

14



worked as a code-breaker and this work was so sensitive that she and her colleagues were
locked in at night to prevent leaks. Her husband believed that on at least one of these
occasions she had been sexually assaulted by a guard. After developing dementia, finding the
house door locked at night, she had tried to escape and neighbours who heard her shouting
for help had called the police. Elements of this story are included into Scenario 1, where

Constantin’s traumatic memories are triggered in the Emergency Department.

Scenario 3 depicts two women sitting together with little intervention from anyone else, in
the lounge of what could be a day centre or care home, in the period before lunch. The key
elements of this scenario were elicited at the resource centre using a wider range of methods
than Scenarios 1 and 2, including informal conversation and observation. It was therefore
particularly important to make sure that the contributions of all six participants to Scenario 3

were incorporated into the final scenario. Table 4 shows how this was done.
Graphic storyboarding

All three scenarios were produced in both narrative and graphic form. This dual format was
decided on by the PPIE group members primarily as a way to engage different types of
learners. As previously noted, there can be advantages to using both text- and image-based
scenarios depending on the groups to whom they are to be presented®. The dementia care
workforce is both multi-cultural and cross-generational. Some of those encountering the
scenarios would not have English as a first language, and graphical vignettes may be preferred
among cultures and age groups familiar with forms such as Japanese Manga or graphic novels. There
are other notable exemplars of the use of graphic novels and cartoon strip format to convey the lived
experience of dementia®® and to support learning about homecare for people living with dementia*.

Although textual representation is privileged in social sciences research, it has been suggested

that the engagement of other senses, including sight, is more likely to promote empathy>*.

15



To facilitate the storyboarding process, each narrative was first broken down by the group
members into six ‘mini-scenes’ capturing its key action points. This was done first in a one-
page, six-panel, verbal form. Table 3 demonstrates the key elements from Scenario 2 in
which Nosheen visits her GP. A graphic artist whose parent was living with dementia, and
who was related to a member of the PPIE group, was commissioned to carry out the
corresponding artwork. Figure 1 shows the graphic novel-style storyboard for Nosheen’s GP

appointment.

The key elements of the stories of the two PPIE group members with YOD were kept intact
in both the narrative and graphic version: these include discriminatory assumptions made
solely on the basis of diagnosis; attributing all Nosheen’s symptoms to dementia (diagnostic
overshadowing); taking for granted that a ‘carer’ will attend appointments along with the

person with dementia, and overuse of medical terminology.

Purely fictional life history material related to people with dementia often fails to take into
account the impact of national and social events, or aspects of care practice that can trigger
unpleasant memories of such events. Although some details of Scenario 1 were changed, it
was based on the similar experience of a real person with dementia and her reactions to such
a trigger factor. Violence, imprisonment and sexual abuse are among those ‘off limits’

experiences of which, it has been suggested, vignettes may help to promote discussion™.

In response to Scenario 2, a primary care practitioner reflected, in response to Nosheen’s

visit to the GP:

You don’t know how cognitively impaired she is really. You should direct the
information to her anyway and make sure that someone else has the information so

that .... At the same time do we know that she wants to bring someone else to her

16



appointment? She might not.

Here we see how a vignette might help with the development and assessment of clinical
skills*. The practitioner checks his or her own first assumptions (‘so that...At the same
time’) in the process of engaging with the scenario, reflecting that passing personal
information to a third party may not be appropriate without more information about

Nosheen’s own mental capacity.

In response to Scenario 3 a social care practitioner suggested

...maybe talking to [Ella] about the skirt, she might want to go back to her room and
see if there is a skirt in her wardrobe that she would prefer to put on. Are there any
social groups or activity groups that are going on that she would like to join in, or

anything that she could do to help out?

Here a subtle clue (Ella’s puzzlement about her skirt — based originally on Brenda’s
comment about being pressured to wear trousers she didn’t like) is recognised as indicating
either a lack of personal choice about what to wear, or an indication of boredom and
restlessness. Consistent with a problem-based learning approach where a variety of potential
solutions are explored>®, the practitioner suggests improvements to practice to meet either

interpretation.

Strengths and limitations of the PPIE process

Direct involvement of people with dementia in co-research is still rare®, so the fact that nine
of the 14 members of the PPIE group for this project were living with dementia was a
positive aspect of this study. There was also a significant degree of equality between group

members in the co-creation of the scenarios, with both people living with dementia and

17



family members able to develop scenarios based on their own experiences. Membership was
reasonably diverse in terms of age, gender, ethnicity and living arrangements, going some
way to addressing the need for diversity in PPIE advocated by recent sources>?*'. Perhaps
partly because of this, however, rates of attrition were also relatively high during the two
years of the study. One of the five family members died, one person living with dementia
moved to formal care, and another moved out of reasonable travelling distance to be able to
continue taking part by the end of the process. The resource centre also underwent some
changes, and none of the six participants who took part there were still attending by the end

of the wider research study.

The inclusion of older people with dementia, who also had more pronounced cognitive
difficulties and were recruited via outreach work from a formal care service remains a novel
aspect of this PPIE project, as do the adapted methods which led to the scenario based on
Ella and Christine. At the same time it is possible to question whether Ella and Christine’s
own involvement took the form of genuine co-creation, and despite the outcome of their best
interests assessments, concerns may be raised about their awareness of the nature of the

process they were taking part in.

The participants at the resource centre were not involved in the subsequent development and
revision of Scenario 3 in the same way as those who took part at the University. This was
largely because we were concerned to match PPIE activities to the skills and interests of
individual PPIE group members, and while there were members of the University-based
group who had an appetite for this kind of work, this was less likely to be the case with
others. Whilst some resource centre participants may have been cognitively able to take part
in the revision of the vignette based on Ella and Christine’s experience this would also

potentially have risked breaching the two women’s confidentiality. Feedback on progress
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with the project was provided to the resource centre, but more could have been done to

facilitate the continued involvement of the six PPIE group members who took part there..

The use of anonymization to change details of gender and ethnicity may mean the vignettes
can no longer genuinely be claimed to represent the lived experience of any individual, or to
have the status of real-life examples. Whilst this made it possible to incorporate a wider
overall range of experiences and weave together narrative strands from all the participants,
we acknowledge that this may have been a complex process for some group members to
follow, and it could have reduced their sense of ownership of the resulting scenarios. It
would have been useful to carry out a more thorough evaluation of the co-created resources
particularly, perhaps, a comparison of narrative and graphic formats. Whilst an evaluation
of the PPIE work for the What Works? Study was carried out it did not address questions
such as these, focusing more on issues such as attendance and satisfaction with consultation

processes.

Producing the scenarios as graphic storyboards meant that the process shared some of the
characteristics of ethno drama, and as noted by previous authors®’ this dramatization of
everyday events made the process engaging for both the contributors and for the
practitioners, students and researchers with whom the scenarios were subsequently used.
The characters in the graphic scenarios appear as recognisable, named individuals with
distinct characteristics, appearances, and lines of dialogue. This may help to humanise the

content of the scenarios and to foreground person-centred and empathic practice solutions*"

Conclusions

Three key problems identified in the literature on PPIE involving people with dementia are
the lack of direct influence of people with dementia and their families on the research process

or its outcomes, the lack of direct involvement of people with dementia by comparison with
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proxies, and the lack of representativeness of the wider population with dementia, including
those who belong to seldom-heard groups. The PPIE work reported here attempted to address
these problems in three ways: through co-creation of resources based on the personal
testimony of people living with dementia and their families, by direct involvement of people
living with dementia rather than reliance on proxy accounts from family members alone, and
by using an outreach approach and adapted methods to include people with dementia whose

voices are less-often heard.

Work of this nature can, however, create new cthical issues. The involvement of four of the
six people at the resource centre seems relatively unproblematic from an ethical point of
view. For the three participants who took part in the discussion group, their contribution was
not a great deal different from those who took part at the University. The one-to-one
narrative approach adopted with the fourth reflected her own preferred communication style;
it demonstrated appropriate flexibility on the day, and a willingness to adapt PPIE activities

to individual preferences?®2.

The involvement of the two remaining participants does, however, raise additional ethical
issues. On balance we believe that including Ella and Christine’s lived experience in a fully
anonymised form, was the right thing to do. Whilst we could have decided to exclude our
observations from the time we spent with them, their insights into what it is like to spend time
sitting in a communal lounge as a person with dementia seemed particularly valuable in the
context of staff development — the focus of the research study within which this PPIE was
carried out. Moreover, people like Ella and Christine rarely have any kind of voice in

dementia research.

The major ethical objection is that the two women were not aware of the purpose of the

exercise. This is, of course, often the case in dementia research, particularly where this
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relates to medical treatment. It might well be argued that we should expect higher standards
for informed consent when the person’s role is to influence research rather than merely to
take part in it. This would, however, risk the further social exclusion of those with more
significant levels of cognitive impairment, whose experiences are likely to be among the most

extreme, and where there are currently the greatest deficits in understanding.

Research into the use of vignettes suggests that they have more impact when based on real
life examples***’, but — particularly in the context of conditions like dementia - it will often
be difficult to obtain such examples with fully informed consent. Here we face a form of
Catch-22 ethical dilemma, in which it is harder, in equal measure, for people with severe
dementia either to give consent or to have their voices heard. Codes of ethical practice on
PPIE with people with dementia (or similar cognitive problems) who may lack capacity to
consent for themselves therefore need to be revised taking both issues into account. It
remains vitally important that people living with dementia who are less often heard continue
to be directly involved in PPIE in health and social care research on dementia. Using both
narrative and graphic formats to convey experiences that are ‘drawn from life’ has potential
to make the resulting resources more accessible and attractive to a wider range of audiences,

thereby influencing the direction of research, teaching, and practice development.
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Table 1. Brief content of the scenarios co-created with the PPIE group members

Scenario Description Based primarily on
1 Constantin and his wife Ava | A family member’s account
arrive at the emergency of his partner’s treatment in

department after Constantin | hospital
experiences a fall at home

2 Nosheen, a woman living The experiences of two
with Young-onset dementia, | people with YOD when
visits her GP about an attending GP or memory
unrelated health problem clinic appointments

3 Ella and Christine, two The experiences of six
women with dementia, are people with dementia who
left to their own devices in attend a resource centre.

the lounge of a care home.

Table 2. Example of narrative scenario: Admission to hospital via A&E

Constantin, aged 84, has fallen on the stairs at home and cut his forehead. He comes to A&E
at Spm, by ambulance, with his wife, Ava. Ava explains what has happened to the triage
nurse, adding that Contantin is ‘muddled in the head nowadays’.

A&E is very busy. Someone brought in by the police is shouting loudly. Constantin looks
anxious, and whispers to Ava, “They’re coming for me again!” He tells Ava that he needs to
go to the toilet. When he has not come out after 15 minutes, Ava finds a male member of
staff and asks him to check. The staff member tells Ava that Constantin was hiding behind
the toilet door. Constantin resists the staff who try to persuade him to leave the toilet, and
they note in his records that he is ‘physically aggressive’.

At 9pm, Constantin has 11 stitches put in his head. Ava is told he can now go home, but tells
the nurse, “I’m worried that he says he can see two of me”. As a result Constantin is kept in
hospital overnight to have a brain scan the following day.

Next morning, on the ward, Constantin is given porridge, which he doesn’t eat. He is taken
for his scan at 10am, but it doesn’t take place until 12.30. When he is brought back to the
ward he has missed lunch. Ava has gone home, and while she is away Constantin is brought
his teatime meal which is left on a tray next to his bed. Constantin cannot eat without help,
even though the food is something he likes this time, and 30 minutes later it is taken away
again. When Ava comes back Constantin says he is hungry and thirsty. Ava tells the charge
nurse, who says he will make sure Constantin gets some tea and toast as soon as visiting is
over. The nurse is then sent to deal with an emergency on another ward and when he comes
back at 7pm Constantin is asleep.
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Table 3. Key narrative elements: Nosheen visits her GP

Nosheen misses the
bus.

Thinks: ‘Oh, heck!
I’'m going to be late’

Nosheen at Reception

Receptionist: It’s all right,
dear...

Nosheen at Reception

Receptionist: Just sit there
until Doctor is ready

GP and Nosheen

GP: ‘Isn’t your
husband with you?’

Nosheen explains about her
hand

GP talking: ‘Dementia...side-
effect...medication...parts of the
brain...motor skills

Nosheen: ‘Sorry...?’

Doctor dismissive: ‘Time’s
up, I’m afraid.’

Table 4: Methods used to incorporate narrative elements from all PPIE group members

in Scenario 3

Narrative element

Learning point

Contributor/s

Method

Ella lifting the fabric
of her skirt and
looking at it in a
puzzled way.

It seems that Ella
doesn’t recognise the
skirt she is wearing

Peter’s concern about
items going missing

Brenda’s point about
being made to wear
an item of clothing
that was not her own
choice

Narrative elicitation

Narrative elicitation

Christine having a
conversation with
someone who isn’t
there, replying to
herself in a different,
deeper tone of voice,
and often mentioning
someone called Bob.

Bob may be a
significant person in
Christine’s life

Interaction between
Ella and Christine

Fiona’s frequent
reference to her late
husband’s opinions.

Observation

Narrative elicitation

Ella says she wants
to go home;

Importance of
knowing about life

Valerie’s comments
about her homeland

Informal
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everything was better
back home when she
used to help out at
the Mission.

history

and religious
convictions

conversation

[A member of staff
tells Ella about the
lunch choices] ‘You
don’t like fish’, she
tells Ella. Ella
replies ‘I do like fish.
I like saltfish. I just
don’t like your white
fish.’

Importance of choice

Brenda and Peter
both spoke about the
importance of choice;

Valerie linked this
specifically with
cultural preferences.

Narrative elicitation

Informal
conversation

Figure legend: Figure 1: Graphic storyboard — Nosheen visits her GP
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