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ABSTRACT

Objective To explore the subjective experience of living with dementia with Lewy bodies
(DLB).

Design A qualitative study of in-depth interviews using interpretative phenomenological
analysis (IPA).

Setting A memory clinic in Malmd, southern Sweden.

Participants A purposive sample of 5 male participants with DLB between the ages of 78-88
years and disease duration 1,5-7 years.

Results Three themes were identified in relation to the participants’ experiences of living
with DLB. (1) Disease impact, in terms of symptom experience and restricted participation
and activities; (2) Self-perception and coping strategies and (3) Importance of others, such as
healthcare, family and friends, in terms of respect, trust and social isolation.

Conclusions This study provides a broad insight to the first-hand experience of living with
DLB, and how it compares to other dementia types. Findings highlight factors characterizing
the disease-experience and well-being, and how DLB address challenges arising secondary to
disease. These findings are important for both research and clinical practice, demonstrating
the feasibility of direct involvement of DLB persons in identifying important aspects of care,
which include improved healthcare services.

Keywords: qualitative research; dementia; Lewy body dementia; quality of life; adjustment

ARTICLE SUMMARY

Strengths and limitations of this study

e Interpretative phenomenological analysis was used in order to explore the first-hand
experience of living with Lewy body dementia.

e A small purposive sample was used, acknowledging rich accounts of illness-
experience.

e Interviews were broad and flexible in nature, allowing participants to bring up topics
of personal relevance, and were cconducted in participants’ homes to create a relaxed
non-medical environment.

o Transferability was affected by excluding non-Swedish speakers and by not
identifying any suitable females for the study.

e Researchers with varied competencies and backgrounds were included to minimize
potential bias due to clinical preunderstandings in the data analysis, however other
triangulation or member checking was not utilized.
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INTRODUCTION

Dementia is an umbrella term for a group of disorders that have an impact on cognition,
memory and activities of daily life, affecting approximately 47 million globally.! Dementia
with Lewy bodies (DLB) is the second most common type of neurodegenerative dementia
after Alzheimer’s disease (AD), accounting for 7.5% of dementia diagnoses in secondary
care, although many cases are still believed to be missed or misdiagnosed.” Widespread
neuropathological changes are found in DLB, resulting in certain clinical characteristics.” The
cognitive decline is dominated by visuospatial and executive dysfunction, instead of memory
and orientation deficits often associated with other dementias. There are four core additional
symptoms; fluctuations in cognition, attention and wakefulness, animated and detailed
recurrent visual hallucinations, rapid eye movement (REM) sleep behaviour disorder leading
to recurrent violent dream enactment, and parkinsonism, involving rigidity, slowness and
frequency of falls.> This is a complex clinical picture, with distinct challenges compared to
other dementia types in terms of clinical management and care,® which is indicated by higher
caregiver burden® and poorer quality of life.® With no prevention or cure, the mainstay of care
currently consists of providing symptom relief and meeting care needs, in order to improve
well-being for the persons and caregivers living with the disease.

The constituents of well-being in DLB, as well as the preferences of patients and their
caregivers, has not been extensively investigated. Most research in the field has traditionally
focused on biomedical aspects of the disease,’ and most trials still base their
recommendations on statistical rather than clinical significance, failing to take into account
patient-related outcomes or the views of either patients or caregivers.® Studies which have
intended to address the wider impact of DLB disease have focused primarily on caregiver
distress and burden.”'? The perspective of the person living with disease has consequently
been overlooked, and thereby viewpoints which are important for guiding clinical care and to
truly develop effective clinical interventions.

One way to address these issues is to conduct research providing personal narratives and first-
hand reports of what is it like to live with a condition, and the response to this experience."
Utilizing qualitative methodology such as in-depth interviews would probably be the most
suitable approach, having the advantage of being able to explore the complexities of these
matters in detail. To date, there are no such studies involving specifically persons with DLB.
Whether or not persons with DLB are able to participate in this type of research, in view of
cognitive and psychiatric symptoms, therefore remains an unanswered question. In
comparison, lived experience has been reasonably investigated in people with unspecified
dementia or AD, where specific aspects have been explored such as coping strategies, impact
on awareness, self and identity. 515 The generalizability of these findings in persons with
DLB can however be questioned, in view of the diverse cognitive, psychiatric and motor
features, expected to be reflected in the subjective disease-experience.

Therefore, this study aims to conduct a preliminary exploration into the subjective experience
of living with DLB. Through in-depth interviews, the feasibility of involving persons with
DLB in such research will be assessed for the first time. The analysis will further address a
specific objective of identifying factors influencing disease-experience and well-being,
information which is important to communicate to caretakers and healthcare professionals in
order to improve the understanding of this patient group.
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METHODS

The study was reported according to the Standards for Reporting Qualitative Research
(SRQR).'

Setting and participants

Potential participants were identified at the memory clinic in Malmo, Sweden, by EL who is a
senior physician at the clinic. Purposive sampling was used to include individuals likely to
provide a rich account of their particular experience. Participants had to be (i) diagnosed with
DLB according to consensus criteria'’ (ii) current patients at the memory clinic (iii) able to
consent to the study (iv) community-dwelling and (v) Swedish-speaking. VL contacted the
identified patients, explaining the study and offering participation. Participants were recruited
for as long as more information was deemed necessary for the analytical process. Out of six
persons approached, only one person declined participation, reason being not having the time.
The five participants were all white male between the ages 78-88 years. At the time of the
study, no females were identified meeting the inclusion criteria, demonstrating the male
predominance in DLB." All but one lived with their spouse. At the time of the interviews,
disease duration since diagnosis was between 1,5-7 years.

Two quantitative measures were used to characterize the participants of this study. Cognitive
level was assessed by the global screening instrument Mini-mental state examination
(MMSE)". The MMSE was performed as part of clinical practice prior to the interviews and
recorded scores in the amongst the participants were between 18-29 points, indicating mild to
moderate cognitive impairment. After the interviews, participants also completed a Quality of
Life- Alzheimer’s dementia (QoL-AD) questionnaire.20 The scale consists of thirteen items
rated on a scale from 1 to 4, with total scores ranging between 13-52, and higher score reflect
a better quality of life. QoL-AD was used to provide a quantitative measure of perceived
quality of life, with scores ranging between 21-42 points. This indicates that participants had
varying cognitive levels and subjective quality of life. Further demographic information has
been concealed to protect confidentiality.

Data collection

All interviews were conducted face-to-face by VL in the person’s home between December
2015 and June 2017. Participants were encouraged to be interviewed alone, enabling speaking
freely without influence of the spouse. In one case this was not possible due to patient-
request, and the spouse was present throughout. In-depth interviews were conducted, each
interview starting with an open question “Could you start by telling me a little bit about
yourself?”. Thereafter, the interviews took form of a conversation, using reflection and open-
ended questions to facilitate a flexible discussion. There was no strict interview guide but
prompts and questions were used to explore the illness-experience as well as barriers and
facilitators of well-being. Participants were allowed to guide the interviews to topics of
personal importance, with the interviewer following lead. Examples of questions asked in the
interview are shown in Table 1.

The interviews continued until the open questions did not give rise to any new information or
understandings. The duration of interviews was between 60-134 minutes. A break was
offered, to accommodate for tiredness secondary to their disease, however this was not
needed for any of the participants. No repeat interviews were conducted. All interviews were
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audio-recorded and transcribed verbatim by a professional medical secretary. Transcripts
were checked for accuracy by VL re-listening to the interviews. Transcripts were not returned
to participants and they did not comment on findings.

Table 1. Example of interview questions.

Can you tell me about yourself?

Is today a good day? Why is that so?

Can you tell me about the symptoms of your illness?

Is there anything you have started or stopped doing because of your illness?
What do you spend your days doing?

Is there anything that would make your life better the way it is now?

What would you change about your current situation if you could?

What makes you happy or makes life worth living?

How do you consider your quality of life?

Previous research has outlined a number of challenges in conducting in-depth interviews with
people with dementia, again with a focus on people with Alzheimer’s disease.”’ Considering
the differing symptomatology in DLB, other challenges were expected, and field notes were
constructed after each interview to support reflections. Overall, participants took interest and
engaged well with the interviews. Cognitive difficulties sometimes influenced the interviews,
however not necessarily because of memory deficits as has been seen in AD,? but rather in
losing train of thought and due to cognitive fluctuations. Unclear speech elaborations
occurred at times, but it was found that participants would eventually return to their principal
thought if not interrupted. For this reason, plenty of time was offered to answer each question
posed and for the interview as a whole, to avoid missing significant information. Many
participants had soft and slow speech (due to parkinsonism), which could lead to sentences
being inaudible or difficult to interpret. This was simply addressed by asking the person to
repeat himself, which also applied if the person appeared vague or unclear for other reasons.
Contrary to our prior hypothesis, interviews were not terminated prematurely excessive
tiredness.

Data analysis

Interview data was analysed using interpretative phenomenological analysis (IPA).** This
method of analysis serves to highlight the participant’s subjective perceptual processes
involved in making sense of their life situation, consistent with the epistmological position of
our research question. In terms of the analytical process, [PA shares elements with many other
types of thematic analyses, aiming to identify, analyse and report patterns within qualitative
data.** However, IPA comes with specific theoretical commitments which are based on
phenomenology, hermeneutics and ideography.” In short, this means that IPA will give
experience primacy (phenomenology) and aspire to understand this experience in great detail
(ideography), whilst also recognizing that this involves an interactive and interpretative
interplay between participant and researcher (hermeneutics).”> By assuming a link between
verbal reports, thoughts and physical experiences, IPA has been recognized as a particularly
useful method for evaluating people’s response to illness,” and is therefore frequently used in
health research.

The first phase of analysis consisted of VL, EL and AHL reading through the full transcripts
to the point of being fully immersed in the data, to be familiar with both breadth and depth of
the content. Notes were made throughout the process, and relevant units of meaning and
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emerging themes of interest were identified. Themes were identified as those aspects of the
data that captured something important in relation to the research question. Transcripts were
coded accordingly, and a list of preliminary themes was generated. Transcripts were then re-
read several times until the authors ensured that the list was comprehensive, and that relevant
extracts were compiled for each theme. All data was coded manually, rather than using a
software program.

At this point a fourth researcher, ELS, was involved, to provide a validity check of analysis
and interpretation. ELS has an expertise in qualitative research and read all the transcripts to
support the remaining analytical process, including defining the final themes and manuscript
preparation. This review process was iterative, processing back and forth between themes and
raw data in order to reach a collective agreement around the important patterns, and to
confirm the internal homogeneity and external heterogeneity of the themes.?® Several versions
were constructed before deciding on the final thematic structure. An example of data extracts
with their coding and final theme are shown in in Table 2.

Table 2. Example of data extracts and coding with theme.

Data extract Coding Theme
Yes, it is called Lewy body dementia but | think that’s so rotten... if you Stigmatization Self-

tell colleagues then they change so that you have Lewy body dementia perception
so they... then... then they will put a mark in your forehead... dementia and coping

that’s no point... no point in telling him...that’s too complicated... he will
never get it. Or a joke or something funny... there’s not point... he won’t
get it anyway. And... it's not true... because you will... | think but maybe
the surroundings don’t... but they... in your own eyes... you have to
protect yourself... in your soul... against this... dementia... mark [3]

| probably could say that... when it comes to... activities at the interest of ~ Changing roles
the family for example paying bills and things like that, then | have

consciously trained you [turns to wife] Because she had no idea about it

[...] l used to take care of it [5]

Important in life... very... existential question [mumbles] ah, what is Acceptance
important in life, damn, what can | say? Yes, just live! [...] Yes, what can

| do about it, there’s nothing to do then, more than maybe | could

improve the possibilities of living a little bit longer... but probably you

can'’t... not at least in my time right... but | will have to live the life | can

live. | can’t understand how you can think in any other way. We live in

the now, you can’t live somewhere else [1]

In presented extracts [...] indicate that some text without substantial importance has been
removed, whilst ... without brackets indicate silence within a sentence. All data analysis was
conducted in Swedish language using the original transcripts. Extracts were translated only in
the write-up phase by VL who is native to the local region and has lived many years in the
UK. The translation from Swedish has been kept as literal as possible, except where minor
modifications have been necessary in order to preserve conversational style, idioms,
colloquialisms or level of affect.

Ethical considerations

This study was approved by the local institutional review board (IRB) in Lund, Sweden (dnr
2015/895). Written informed consent was obtained from all participants.
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FINDINGS

Three overarching themes were identified in the participant accounts, characterizing their
experience of living with DLB: (1) Disease impact; (2) Self-perception and coping strategies
and (3) Importance of others. Each theme will be described in detail in separate sections.
Conceptually, the three themes outlined are believed to be dynamically related, rather than
independent to each other. Figure 1 illustrates the imagined sequence whereby the disease
process generates symptoms which lead to a change in function and behaviour (Theme 1).
These changes can in turn threaten and alter self-perception, leading to a need for developing
coping strategies (Theme 2). This relationship is envisaged as bidirectional, in that internal
processes regarding self-perception can similarly influence the consequences of disease.
Moreover, external processes such as family, healthcare and society, will feed into the
sequence, also having an effect on self-perception and the disease experience (Theme 3).

Theme 1: Disease impact

Chronic illnesses are characterized by symptoms resulting in secondary consequences which
can influence Well-being.27 The content of this theme highlights the ability and willingness of
participants with DLB to describe, in their own voice, the experience of these symptoms and

what difficulties emerge as a result.

Symptom experience

Compared to accounts by other people with dementia,” a wider spectrum of symptoms were
described by the participants of this study, with less emphasis on memory and orientation
problems. Cognitive complaints were however articulated, and recognized in terms of
forgetfulness, difficulties remembering names, struggle in keeping up in conversation, being
inactive or passive, having slower thoughts and visuospatial problems. Most participants
demonstrated insight into the complexities of their own cognition and how this was
influenced by fluctuations, which could render a feeling of frustration. Fluctuations was
expressed as symptoms coming or going, variation in attention or the feeling of suddenly
losing their train of thought. One participant described his cognitive symptoms like this:

I don’t think myself that I am particularly memory deficient... I have to say... I have
on the other hand become slow. I think a little slower... sometimes I forget... a key
word which I am going to say... yes, when I talk to people and that, but it comes
soon... in a minute or so I can fill in what was missing... that’s what it’s like still [3]

Physical changes were highlighted, with accounts of unsteadiness, stiffness and slowness,
sometimes leading to frightening experiences:

But I find myself having walked a stretch... and then I am standing in the other end
without my walker... and then I get absolutely terrified of how I will be able to get
back... and then I have to hold on the walls... it is so to say... very troubling [3]

Excessive tiredness and need for sleep was profound for some, needing “for example sleeping
half the day [2]”, and sometimes debilitating to life with lack of improvement with
pharmacological treatment. Frightening nightmares were also described, as well as difficulties
in separating dreams from reality, indicative of REM sleep behaviour disorder. For some,
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dream enactment had improved over the disease course, but some described how this
eventually meant that he “didn 't even want to go to bed [4]”, and another how terrible anxiety
would be “left from the dream [3]” even after waking up. Participants would also, with
caution, reveal seeing things that were not there, indicative of visual hallucinations. Insight
was retained during the description of illusions and hallucinations. The emotional response
could vary from fear to relative indifference:

That you... see a person... in... in... in the room... maybe I have hung... my clothes on
some... on some hanger so that it shapes a person... and then... it follows... so
suddenly that person starts walking and become very real... But then... well, it is not
unpleasant... not so that I am scared or anything like that [5]

There were also descriptions of other symptoms - dropping their blood pressure when
standing up (orthostatic hypotension), problems with peeing (urinary incontinence), finding it
difficult to swallow (dysphagia) and feeling low in mood (depression) — all which are
recognized symptoms in DLB, demonstrating the ability to self-report symptoms.

Restricted activities, participation and relationships

A distinct variation was seen in the experience of symptoms between participants, and to what
extent a symptom would impact on life. The most troubling symptom would however be
significantly restrictive in character and limit activity, participation and social engagement.
One such aspect was deteriorating motor function with worsening gait and balance, resulting
in falls and injuries. Participants accounts would indicate a fear of falling, which subsequently
led to risk behaviours such as moving around slower, using walking aids or completely
refraining from leaving the house. This would be amplified in the presence of external
barriers, such as outdoor environments not supporting participants’ requirements eg lack of
wheelchair access and uneven pavements. This account by one of the participants emphasizes
how reduced mobility diminishes independence and self-sufficiency in his life as a result:

Yes, it bumps like nothing else, shakes [refers to cobblestones] But then you at least
get somewhere... then when you get to one of those doorsteps in a shop... it’s the end.
Sometimes I have to send in whoever is driving me around to make the errand for me
and then it can sometimes end up incorrectly [3]

Physical barriers would prevent travelling to visit friends and family, leading to increasing
isolation and reduced quality of life. Participants also depicted personal psychological
barriers, for example not attending an event because of the potential social inconveniences
that would arise, and a sense of being a burden:

1 get worse in my balance... when I was like that... then people are rushing to help
me... [ was probably sitting five rows down or three, and then people will help me up
the stairs... and then the wheelchair is up there. Then there’s no problem... there are
elevators... and the mobility services work... but I want it less and less... I don’t want
to go there... I think it... it causes such hell of a sensation... people needing two living
supports to get somewhere [3]

Cognitive deficits also contributed to limited interactions with others. In other studies, this has
often been attributed to memory or language deficits, affecting communication with others.*®
For the participants of this study, the primary cognitive culprits were instead identified to be
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excessive tiredness, reduced mental speed and passivity, which was described as risk of
falling asleep, not following conversations and reduced interest in the social situation. These
cognitive barriers to meaningful interactions could ultimately result in withdrawal from social
settings:

I am... unfortunately very lonely [...] Yes, I had this card playing gang... but I've let
that go because I can’t hear what they say... I think I told you before... so I can’t give
fun replies to jokes [...] it passes by... it goes so quickly so that when I have finally
come up with what reply I am going to give... then they have already moved on [...] 1
don’t go there anymore [...] It is sad, very sad [3]

Activities were not always restricted because of complete loss of skill or ability. It could also
be because of an unwillingness to perform the activity at a lower standard than expected:

Interviewer: Have you not played golf since?

Participant: Yes, I have done a little bit, but not anymore... not now

Interviewer: Why is that?

Participant: I don’t have the energy now... and when I don’t have the energy then I'm
not good enough and then the result... gets worse... I am a competitive person
[laughs] I quit. I did that, I could not find the interest anymore. [2]

Overall, there was a recognition that the disease-process generates a wide range of symptoms,
which are challenging to the person due to the resulting physical and social consequences.
These potential losses would however also be influences by personal qualities, attributes and
beliefs of the person living with disease, representing a psychological aspect of disease-
experience, outlined in Theme 2.

Theme 2: Self-perception and coping strategies

The experience of self in dementia has been described widely in the literature and is a
complex concept.'>**>* There is no consensus of how to define self in dementia, with various
theoretical models proposed, as well as a continuous debate as to what extent the self persists
or diminishes in people with dementia.">**** For the purpose of this study, self has been
defined broadly as a multifaceted concept including sense of identity, personal beliefs about
ones attitudes, skills and traits, as well as self as a reflection of interactions with others. A
sense of self was identified in all participants throughout the interviews, regardless of
cognitive dysfunction, suggesting that this does not necessarily weaken because of DLB
disease. Take for example how one participant, whilst describing disease-related changes, also
expresses sense of self:

So that... the disease has taken a place in my life of course... it... and I regret that |
can’t cycle and drive the car and those things. It... it has been the big change really in
my life... that I can no longer get out. In forests and land in the same way as before. |
am a nature person who listens to small birds and big birds and animals on the whole

[3]

Threatened self-perception

Disease-related changes, both cognitive and physical, were found to threaten self-perception,
in the way that they were felt to influence identity, skills and traits. Cognitive function, in
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particular memory, has been identified important for sense of self, as it is important for the
personal narrative.*> One participant described his concerns:

I noticed a difficulty in remembering names. This is what I was most worried about...
because it wasn’t, well... it was my memory... which is the part of my body that I have
been working the most with [2]

Physical or cognitive changes could also lead to an inability to provide for the household,
being less accountable and having less responsibilities. This could threaten self by changing
the perceived persona, or create a feeling of being a burden for those around, as expressed by
one participant:

1t is tiresome for my spouse [...] We would both be better off [...] Well, I have been in
heaven here when she has been managing it [...] It will be a little different to come to
a place where... group living... yes, well I have to take the consequences of that [ ...]
As we are... my spouse is locked down as a result... if she need to drive... she doesn’t
dare being gone for too long [4]

Sense of self was also affected by how participants believed others viewed them and their
illness. Some expressed how the dementia term, and how they thought others interpreted this,
was problematic. The word was related to stigmatization and sometimes the feeling that
others would only approach with caution:

Participant: Now everyone knows that I have a disease right, but we never speak
about it. Then you have to be a bit more pally so to say

Interviewer: Why do you not talk about it?

Participant: Insecurity? What can you say? Is it embarrassing?

Interviewer: For you or for them?

Participant: For them. Maybe they think it’s embarrassing for me too.

Interviewer: Would you think so?

Participant: No... I have a disease here in the head and it causes some problems and
so on. But I live a life, I know what my name is, it is a lot I don’t know anymore but
that doesn’t matter [1]

Another person described it as having a “mark in your forehead... dementia that’s no point...
he will never get it [3]”, feeling as if others assumed dementia inevitably implies a loss of
function to a point where meaningful interaction is no longer possible. Along these lines,
there was a feeling that those around, such as family or colleagues, have an exaggerated or
mistaken view of what the disease actually entails. This was sometimes associated to
perceived physical and psychological exclusion, contributing to loneliness and unhappiness.
Facing this, some participants maintained empathetic to those around who they felt did not
understand them, suggesting intact mentalizing processes and emotional cognition:

I have friends who... who will say “can you find the toilet?” That’s a given right, that
[ can find the toilet, I have been there several times right. But obviously they have all
the reasons in suspecting that I would not be able to find the toilet if I am sick and
strange right. So that... it’s hard. [1]

Strategies and coping
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It was clear that in spite of negative experiences due to the illness, some participants
maintained an air of optimism and declared a sense of well-being. These participants were
identified to adopt strategies and coping mechanisms to handle symptoms and threats to self-
perception, and in doing so refused to passively accept disease-associated changes. This is
similar to findings in the wider field of dementia,'* and contests a view that is often portrayed
by the public, whereby persons with dementia are simply submissive sufferers. A number of
specific strategies were identified, which served to promote positive self-perception and sense
of coherence. These involved active fighting strategies such as emphasizing your own
attributes and seeing yourself as an active contributor, as well as strategies protecting the self
by acceptance, letting go of control or avoidance.

Some participants talked about being fundamental optimists and reflected the importance of
valuing their own personality and attributes. This included expressions such as “deciding to
have a smile on my lips [5] ” and communicating the importance of claiming responsibility for
their own happiness and to give life a meaning. Most talked about this an attribute from the
past, which was interpreted as something they continued to actively engage throughout their
disease-course. Another way to demonstrate self-worth was to stand up for yourself in the
case of maltreatment, as this participant encountering an overall negative experience within
the health care services:

There is a really long corridor stretching though the whole house [...] And then he
remembered that he bloody well was going to speak to me too... so then he
screamed... so that it echoed through the whole building there “you there, don’t forget
to increase that, those tablets you're taking — you should take three instead of two!”
[...] I thought that was so incredibly tactless... stand there and scream in the entire
corridor in that... eh... indiscrete, really indiscrete way. I was deeply, deeply affected
by this [...] I was then invited for a return visit and I phoned and said “I never want to
meet that man” [...] So I ended the contact [3]

Some participants had active roles from their past lives that they were striving to maintain
regardless of the disease-process. This was particularly prominent in one participant who was
still working, where the interview would largely focus on different strategies to allow him
doing so:

Participant: Without it [ would have been dead

Interviewer: Do you think so?

Participant: Yes, I definitely think so. Braindead

Interviewer: How do you mean?

Participant: Well... you have... it is what I think about every day. And I look into the
future all the time. We are growing and growing, and the growing one is me... [2]

By having an active role, and participate energetically in life, participants would resist the
notion of becoming passive bystanders throughout the disease-course. Other participants
would find or develop new roles. Joining clubs or societies to seek out new acquaintances and
resist isolation would be one way. The central feature was to identify a role where one could
feel meaningful, such as one participant taking part in research:

But [ have also... helped them [...] I mean in being a guinea pig [laughs] Helping, as
I would say, if it can do something for the health-care now and in the future then |
have nothing against it, if it can be a benefit [4]
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For many, one way of coping with disease-related changes would be to find acceptance, and
focus on the present, rather than future or past, without judgement. Acceptance involved that
of changes in self, or personal identity, developing with disease:

I have always despised people who don’t work hard and who slept. And now I sleep a
lot... and I feel that when [ wake up in the afternoon, then I'm on the ball [2]

Acceptance also comprised adjusting general expectations and appreciating the good things in
life, as it has become, in spite of illness and ageing. Part of this encompassed constructing
new values in life to better suit current function and situation, such as one participant who
reasoned like this:

Interviewer: Is there something else that you feel you can no longer do that you used
to do?

Participant: I can no longer drive a car [...]

Interviewer: Do you miss it?

Participant: Well, not really, no I don’t... I shouldn’t drive a car... why would I do
that? It is foolish to drive a car [1]

Another aspect of acceptance was to let go of control, and instead allowing the spouse or
healthcare professionals to be in charge of care. For some participants this insight came as a
surprise as it did not reflect their ordinary personality. However, by liberating oneself from
the responsibility of the illness, participants could perhaps focus more on positive aspects of
life, in spite of deteriorating function:

1t is she who manages me right. It is, she takes care of everything these days, all the
work, ground work and such... so that... without her, it would have been pure hell,
definitely. It is me who is served. She is so caring for me. She is naggingly caring

[laughs] [2]
Theme 3: Importance of others

Preservation of self throughout disease-course has been described to require the cooperation
of others, something which is not always present, making sense of self vulnerable to the
action and behaviours of others.”> Whilst positive actions from others can be helpful in
maintaining sense of self, a malignant social environment can have a detrimental effects.*
From our participants’ accounts, it was identified that the actions of others would extend
further, and also be relevant for the overall disease-experience and well-being.

Interactions with healthcare played a particular part for many, and the varying encounters,
good and bad, would be narrated throughout the interviews. Varying levels of negative
experiences would be portrayed and situations where the respect for the person was
overlooked would result in an overall poor relationship. One participant described how
around the time of his diagnosis “the children were summoned and he [the doctor] gave a
lecture on how badly I would end up [ ...] to quickly deteriorate and become a demented old
man [3]”, quickly undermining the participant’s autonomy. A number of participants also
experienced lack of competency around the DLB diagnosis. This was sometimes associated
with also experiencing delayed diagnosis, and inappropriate or lack of treatment, something
which was perceived negatively and created insecurity.
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Contrary to this, others would describe healthcare interactions where respect and shared
decision-making served as the foundation. Respect was interpreted to be conveyed in the
communication style; listening, engaging with person and relatives, using lay-man terms and
reasoning. One person described his experiences:

I have never seen such a doctor... do you understand? She was remarkably normal
right... she would talk as if she talked with anyone, or anything right [...] Yes, it was
really good, totally fantastic. And then she said ‘I can take you on’ and that was
completely something else [...] She pays... sorry... she behaves as any other person
right... those bloody doctors don’t... they come there and swank... most of them do...
don’t they? [1]

To be treated with respect, regardless of the illness, was linked to trust. Within the healthcare
services, structural matters such as good availability and regular communication were
identified to ensure a trusting relationship. Within the personal sphere the spouse was often
described as providing physical and psychological care, as well as reducing the need for
formal caregivers in the home. Other relationships were also classified as important, and
although they rarely bore the equivalent significance of a partner, they would be important
means for allowing social participation and partaking in activities outside of the home.

The flip side of trusting others would be the resulting vulnerability, since the loss of this
person could result in both despair and isolation:

I have met a... girl I have to say [...] and she was employed by... social services, is
that the name? [...] She came and sometimes didn’t... and then we ended up on
speaking terms... and so we... she has been very, very helpful... extremely helpful and
driven me around in the wheelchair without complaining... in sun and rain and we
have been to the cinema lots of times... and we have been to... yes... concerts [...] It is
more or less over [...] She switched jobs [...] So that... I am unfortunately very lonely

[3]

Social and psychological isolation was expressed and viewed as a negative result of the
illness, with less friends, family or former colleagues reaching out or wanting to remain in
contact. For the eldest of the participants, there was also an acknowledgement that age itself
would lead to a natural reduction of friends and acquaintances.

DISCUSSION

This study provides a broad insight into the first-hand experience of living with DLB and
demonstrates the feasibility of conducting in-depth interviews in this patient population.
Three major themes, dynamically inter-related as outlined in Figure 1, were identified (1)
Disease impact, in terms of symptom experience and restricted participation and activities; (2)
Self-perception and coping strategies and (3) Importance of others, in terms of respect, trust
and social isolation. While previous qualitative studies in persons with dementia have elicited
similar concepts to those found here,"'* no study has explicitly focused on persons with
DLB. Specific findings include the greater variety in symptoms, leading to different barriers
influencing well-being. For example, previous studies have attributed loss of confidence in
moving outside due to fear of getting lost,”” whilst the participants of this study identified fear
of falling and risk of being dependent on others as the major concern. Similarly, participants
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expressed not being able to partake in social situations because of the slowness in articulating
thoughts and not keeping up to speed with the conversation, rather than not knowing or
remembering what to say. Furthermore, the first-hand descriptions of the wider symptom
complex such as sleep disorders or visual hallucinations have been relatively absent from the
literature, important as they characterize the illness-experience in DLB. It also highlights the
importance of symptomatic-relief for array of symptoms, including those which are
noncognitive in nature and sometimes underrecognized.”

Well-being has traditionally been defined using a biomedical approach where quality of life
has been assumed linear to physical and cognitive functioning. For persons with a progressive
neurodegenerative disorder, this view would imply that quality of life decreases as the
condition worsens, and that good quality of life cannot be achieved in presence of these
deficits.” This study, and the works of others, suggest that this disease-orientated approach is
inaccurate.””™*' Instead, well-being is better defined, as suggested by the World Health
Organization** as a composite of physical, psychological and social well-being. The findings
of this study are in line with this view, demonstrating that the impact of disease entails more
than the experience of symptoms alone. For example, although DLB leads to deteriorating
physical function and reduced mobility, it is the effects on social engagement which is
primarily linked to well-being, similar to findings in other patient groups.*** This can be
encouraging as it means that well-being is not simply a result of illness itself, and could
therefore be both dynamic and modifiable, in spite of progressive neurodegeneration. Hence,
factors unrelated to the disease-process could counter-act the consequences of the disease.

Similar to studies in other progressive illnesses, it was found that DLB disease threatens self-
perception due to the struggles and losses of physical, social and psychological character,
leading to loss of self, reduced self-worth, withdrawing behaviours and
nonparticipation.>?’** This necessitates the development of strategies, in order to go through
this process and still maintain the qualities that attribute and define you as a person (Theme
2). Active contesting strategies consisted of standing up for yourself, demonstrating your own
worth, reaching out to others or finding new motivations and roles. Others would foster
strategies of acceptance of the current situation, or even avoidance and withdrawal. This also
included adapting to the current situation, adjusting life-goals, reappraising one’s ability and
altering expectations, a general strategy recognized in the literature to avoid disappointment.*
Because sense of self is part of a social process, the person is confronted with the task to find
a meaningful role in their transformed social context. For participants in this study who
employed this strategy, it manifested as exploring novel or different responsibilities or
seeking out other enjoyments or social connections, in order to promote positive self-
perception. Managing the changes in self-perception, using successful coping strategies, can
therefore be considered as one way of improving well-being in DLB.

The experience of living with DLB was also be dependent on the cooperation and support
from others; family, friends, healthcare and society (Theme 3). Feeling misunderstood or not
respected by others would lead to behaviours such as withdrawal, avoidance, lack of trust and
inflamed self-perception. In contrary, avoiding disempowerment, labelling, or
depersonalization, would enhance respect and trust. Participants recognized that the
progressive nature of the neurodegenerative disease would require help from others to support
functions of daily living. However, there was a wish for this support to be given respectfully
and at a level of the ability of need in order to maintain independence, dignity and sense of
self, similar to findings in studies of other people with dementia.*
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A purposive fairly homogenous small sample was selected according to the recommendations
for using IPA, allowing full appreciation of each participant’s account.” Some variation was
demonstrated in cognitive level and subjective quality of life measured with QoL-AD,
meaning that differing perspectives where viewed. With only slight information added by the
final interview, sample size was deemed adequate for the purpose of this study.
Transferability was affected by excluding non-Swedish speakers and by including male
participants only, due to not finding suitable females for the study. The homogeneity in their
living situation can also influence the results, with all five participants living at home where
of four with their spouse. Furthermore, verbal communication was well-preserved and all
participants were home-dwelling, perhaps suggesting a milder stage. However, it should also
be recognized that persons with DLB can have an unpredictable disease trajectory, where the
disease stage can be difficult to identify using current parameters. This was manifested in this
study population, as one participant unexpectedly passed away only few weeks after being
interviewed.

Interviews were conducted at home to create a relaxed non-medical setting, making the
participants comfortable to talk about their experiences on a personal level. In view of the
exploratory nature of this study, the interviews were flexible and guided by the participants
which was an advantage as there was no pre-specified agenda. It was recognized in the
planning stages that although VL did not have a prior relationship with the participants, being
a doctor and a PhD student affiliated to the memory clinic, could itself influence the interview
sitation.”” However, the presence of strong negative perceptions indicate that participants still
felt free to express their views. Conducting repeat interviews would have been useful for
validity and credibility, and to give an opportunity to assess consistency in the views
expressed, particularly with regards to cognitive impairment. Repeat interviews could also
have addressed longitudinal illness-experience, something which was disregarded in this
study.

Interpretative phenomenological analysis (IPA) is a flexible and versatile research approach
for understanding people’s experiences and how they make sense of these.”” It has been
widely used in health research and deemed suitable for the research question. Findings were
presented together with quotes from the participants, to illustrate that pre-existing theoretical
concepts were not imposed on the participants’ experiences, ensuring integrity of the analysis.
Nevertheless, IPA involved an interpretative analytical process, meaning that viewpoints and
pre-existing understandings within the research team can bias the analysis and final results.**
VL and AHL are clinical doctors and EL is a senior clinician and professor in cognitive
disorders, all with prior experience of DLB. In addition, EL has a prior relationship with the
participants which could influence the analysis. However, ELS is an associate professor in
community medicine and has expertise in qualitative research but not in DLB and helped
minimize the bias that the clinical preunderstanding of the others could cause, as well as
ensuring that the final themes covered all data.

Implications

Despite increased emphasis on user-involvement, there are few studies focusing solely on the
views of DLB persons in terms of illness-experience, care and treatment, contributing to
ignorance and stigma.® The findings demonstrate that DLB persons are able to provide
relevant accounts in an interview-setting, which is encouraging and should influence both
qualitative and quantitative research in the future.
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Findings in this study also have implications for clinical practice. Ignorance within the health-
care setting was identified to result in delayed or incorrect diagnoses, and subsequently
inadequate treatment, similar to findings in a survey-based study.'’ Further educational
resources and clinical support is therefore required for those settings where persons with DLB
can be encountered, including both primary and specialist care settings. Continuous care
should ideally be provided by physicians experienced in the complex management of these
patients. Other than pharmacological management, persons with DLB might also benefit from
counselling, psychological support or goal-oriented rehabilitation,™ particularly since this
study has demonstrated the use of coping strategies to manage disease-related changes.

The experience of stigma and being misunderstood reflects the unawareness within wider
society for the many expressions of dementia. This is reflected also in the lack of voluntary
organizations providing support for those affected by DLB, compared to for example AD, in
many parts of the world. In view of the historically negative connotations of the dementia
term, one initial step to increase public awareness could be to transition to using
neurocognitive disorders, as suggested by the DSM-V.*

CONCLUSIONS

This study outlines the first-hand experience of living with DLB disease. Through analysis of
in-depth interviews, this study identified that DLB persons experience symptoms different to
those of other types of dementia, resulting in distinctive physical, cognitive and social
consequences. How these disease-related changes affect the overall disease-experience and
well-being were found to be dependent on self-perception and successful coping mechanisms,
as well as the views and actions of those around the person. These findings have implications
for both research and clinical practice, demonstrating the feasibility of direct involvement of
DLB persons in identifying important aspects of care, which include improved healthcare
services. The aspiration is that this can inspire future work involving participants with DLB,
exploring perspectives on pharmacological and non-pharmacological management of disease.
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Figure 1. Experience of living with DLB. The ongoing disease process is generating
symptoms influencing function and behaviours. This leads to secondary consequences
relating to sense of self and well-being, a relationship which is bidirectional. External
processes can feed in to this model, in turn influencing lived experience and sense of self.
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Figure 1. Experience of living with DLB. The ongoing disease process is generating symptoms influencing
function and behaviours. This leads to secondary consequences relating to sense of self and well-being, a
relationship which is bidirectional. External processes can feed in to this model, in turn influencing lived
experience and sense of self.
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a synthesis of recommendations. Acad Med. 2014;89(9):1245-1251.
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ABSTRACT

Objective To explore the subjective experience of living with dementia with Lewy bodies
(DLB).

Design A qualitative study of in-depth interviews using interpretative phenomenological
analysis (IPA).

Setting A memory clinic in Malmo, southern Sweden.

Participants A purposive sample of five male participants with DLB between the ages of 78-
88 years and disease duration of 1,5-7 years.

Results Three themes were identified in relation to the participants’ experiences of living
with DLB: (1) Disease impact, in terms of symptom experience and restricted participation
and activities; (2) Self-perception and coping strategies and (3) Importance of others, such as
healthcare, family and friends.

Conclusions This study provides a broad insight into the first-hand experience of living with
DLB and how it compares to other dementia types. Findings highlight factors characterizing
the disease-experience and well-being, and how persons with DLB address challenges arising
secondary to disease. These findings are important for both research and clinical practice,
demonstrating the feasibility of direct involvement of DLB persons in identifying important
aspects of care, which include improved healthcare services.

Keywords: qualitative research; dementia; Lewy body dementia; quality of life; adjustment

ARTICLE SUMMARY

Strengths and limitations of this study

e Interpretative phenomenological analysis was used in order to explore the first-hand
experience of living with dementia with Lewy bodies.

¢ A small purposive sample was used to acknowledge rich accounts of illness-experience.

e Interviews were broad and flexible in nature and allowed participants to bring up topics
of personal relevance, and were conducted in the participants’ homes to create a relaxed
non-medical environment.

e Transferability was affected by excluding non-Swedish speakers and by not identifying
any suitable females for the study.

e Researchers with varied competencies and backgrounds were included to minimize
potential bias due to clinical preunderstandings in the data analysis, however other
triangulation or member checking was not utilized.
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INTRODUCTION

Dementia is an umbrella term for a group of disorders that have an impact on cognition, memory
and activities of daily life, affecting approximately 47 million globally.! Dementia with Lewy
bodies (DLB) is the second most common type of neurodegenerative dementia after
Alzheimer’s disease (AD), accounting for 7.5% of dementia diagnoses in secondary care,
although many cases are still believed to be missed or misdiagnosed.? Widespread
neuropathological changes are found in DLB, resulting in certain clinical characteristics.> The
cognitive decline is dominated by visuospatial and executive dysfunction, in comparison to
memory and orientation deficits often associated with other dementias. There are four core
additional symptoms; 1) fluctuations in cognition, attention and wakefulness; ii) animated and
detailed recurrent visual hallucinations; iii) rapid eye movement (REM) sleep behavior disorder
leading to recurrent violent dream enactment and iv) parkinsonism, involving rigidity, slowness
and frequency of falls.? This is a complex clinical picture, associated with distinct challenges
compared to other dementia types in terms of clinical management and care,* which is indicated
by higher caregiver burden’® and poorer quality of life.® With no prevention or cure, the mainstay
of care currently consists of providing symptom relief and meeting care needs in order to
improve well-being for the persons and caregivers living with the disease.

The constituents of well-being in DLB, as well as the preferences of patients and their
caregivers, have not been extensively investigated. Most research in the field has traditionally
focused on biomedical aspects of the disease,” and most trials still base their recommendations
on statistical rather than clinical significance, failing to take into account patient-related
outcomes and the views of patients or caregivers.® Studies which have intended to address the
wider impact of DLB disease have focused primarily on caregiver distress and burden.?!> The
perspective of the person living with disease has consequently been overlooked, and viewpoints
which are important for guiding clinical care and to truly develop effective clinical interventions
have been missing.

One way to address these issues is to conduct research providing personal narratives and first-
hand reports of what is it like to live with a condition and the response to this experience.!3
Utilizing qualitative methodology such as in-depth interviews would probably be the most
suitable approach, having the advantage of being able to explore the complexities of these
matters in detail. To date, there are no such studies involving specifically persons with DLB.
Whether or not persons with DLB are able to participate in this type of research, in view of
cognitive and psychiatric symptoms, therefore remains an unanswered question. In comparison,
lived experience has been reasonably well-investigated in people with unspecified dementia or
AD, where specific aspects have been explored such as coping strategies, impact on awareness,
self and identity.!3-1> The generalizability of these findings in persons with DLB can however
be questioned in view of the diverse cognitive, psychiatric and motor features described,
expected to be reflected in the subjective disease-experience.

Therefore, this study aims to conduct a preliminary exploration into the subjective experience
of living with DLB. Through in-depth interviews, the feasibility of involving persons with DLB
in such research will be assessed for the first time. The analysis will further address a specific
objective of identifying factors influencing disease-experience and well-being, information
which is important to communicate to caretakers and healthcare professionals in order to
improve the understanding of this patient group.
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METHODS

The study was reported according to the Standards for Reporting Qualitative Research
(SRQR).!6

Setting and participants

Purposeful sampling was used to increase the likelihood of including participants able to
provide a rich account of their particular experience. To be considered for the study, participants
had to be i) diagnosed with DLB according to consensus criteria;!'? ii) current patients at the
Memory Clinic, Malmd, Sweden; iii) able to consent to the study; iv) community-dwelling and
v) Swedish-speaking. Suitable participants adhering to these criteria were identified by the
senior physician responsible for DLB patients at the Memory Clinic (EL).

VL then contacted the identified patients, explaining the study and offering participation.
Participants were recruited for as long as more information was deemed necessary for the
analytical process. Out of six persons approached, only one person declined participation,
reason being not having the time. The five participants were all white males between the ages
78-88 years. At the time of the study, no females were identified meeting the inclusion criteria,
demonstrating the male predominance in DLB.!® All but one lived with their spouse. At the
time of the interviews, disease duration since diagnosis was between 1,5-7 years.

Two quantitative measures were used to characterize the participants of this study. Cognitive
level was assessed by the global screening instrument mini-mental state examination
(MMSE).!” The MMSE was performed as part of clinical practice prior to the interviews and
recorded scores amongst the participants were between 18-29 points, indicating mild to
moderate cognitive impairment. After the interviews, participants also completed a Quality of
Life- Alzheimer’s dementia (QoL-AD) questionnaire.?’ The scale consists of thirteen items
rated on a scale from 1 to 4, with total scores ranging between 13-52, and higher score reflecting
a better quality of life. QoL.-AD was used to provide a quantitative measure of perceived quality
of life with scores ranging between 21-42 points. This indicates that participants had varying
levels of cognitive function and subjective quality of life. Further demographic information has
been concealed to protect confidentiality.

Data collection

All interviews were conducted face-to-face by VL in the participants’ homes between
December 2015 and June 2017. Participants were encouraged to be interviewed alone, enabling
speaking freely without influence of another person. In one case this was not possible due to
patient-request and the spouse was present throughout the interview. In-depth interviews were
conducted, each interview starting with an open question “Could you start by telling me a little
bit about yourself?”. Thereafter, the interviews took form of a conversation, using reflection
and open-ended questions to facilitate a flexible discussion. There was no strict interview guide
but prompts and questions were used to explore the illness-experience, as well as barriers and
facilitators of well-being. Participants were allowed to guide the interviews to topics of personal
importance with the interviewer following lead. Examples of questions asked in the interview
are shown in Table 1.

The interviews continued until the open-ended questions did not give rise to any new
information or understandings. The duration of interviews was between 60-134 minutes. A
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break was offered, to accommodate for tiredness secondary to their disease, however this was
not needed for any of the participants. No repeat interviews were conducted. All interviews
were audio-recorded and transcribed verbatim by a professional medical secretary. Transcripts
were checked for accuracy by VL re-listening to the interviews. Transcripts were not returned
to participants and they did not comment on findings.

Table 1. Example of interview questions.

Can you tell me about yourself?

Is today a good day? Why is that so?

Can you tell me about the symptoms of your illness?

Is there anything you have started or stopped doing because of your illness?
What do you spend your days doing?

Is there anything that would make your life better the way it is now?

What would you change about your current situation if you could?

What makes you happy or makes life worth living?

How do you consider your quality of life?

Previous research has outlined a number of challenges in conducting in-depth interviews with
people with dementia, again with a focus on people with Alzheimer’s disease.?! Considering
the differing symptomatology in DLB, other challenges were expected. For this reason, field
notes were constructed after each interview commenting on difficulties experienced by the
interviewer. Overall, participants took interest and engaged well with the interviews. At times
cognitive difficulties influenced the interviews, however not necessarily due to memory deficits
as has been seen in AD,?? but rather in losing train of thought and due to cognitive fluctuations.
Unclear speech elaborations occurred at times, but it was found that participants would
eventually return to their principal thought if not interrupted. For this reason, plenty of time
was offered to answer each question posed and for the interview as a whole, to avoid missing
significant information. Many participants had soft and slow speech (due to parkinsonism),
which could lead to sentences being inaudible or difficult to interpret. This was addressed by
asking the person to repeat himself, which also applied if the person appeared vague or unclear
for other reasons. Contrary to our prior hypothesis, interviews were not terminated prematurely
due to excessive tiredness.

Patient and public involvement
Patients and public were not involved in the development of this study.
Data analysis

Interview data was analyzed using interpretative phenomenological analysis (IPA).23 This
method of analysis serves to highlight the participant’s subjective perceptual processes involved
in making sense of their life situation, consistent with the epistmological position of our
research question. In terms of the analytical process, IPA shares elements with many other types
of thematic analyses, aiming to identify, analyze and report patterns within qualitative data.?*
However, IPA comes with specific theoretical commitments which are based on
phenomenology, hermeneutics and ideography.?? In short, this means that IPA will give
experience primacy (phenomenology) and aspire to understand this experience in great detail
(ideography), whilst also recognizing that this involves an interactive and interpretative
interplay between participant and researcher (hermeneutics).>> By assuming a link between
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verbal reports, thoughts and physical experiences, IPA has been recognized as a particularly
useful method for evaluating people’s response to illness,?’ and is therefore frequently used in
health research.

The first phase of analysis consisted of VL, EL and AHL reading through the full transcripts to
the point of being fully immersed in the data, to be familiar with both breadth and depth of the
content. Notes were made throughout the process, and relevant units of meaning and emerging
themes of interest were identified. Themes were identified as those aspects of the data that
captured something important in relation to the research question. Transcripts were coded
accordingly, and a list of preliminary themes was generated. Transcripts were then re-read
several times until the authors ensured that the list was comprehensive and that relevant extracts
were compiled for each theme. All data was coded manually, rather than using a software
program.

At this point a fourth researcher ELS was involved, to provide a validity check of analysis and
interpretation. ELS has expertise in qualitative research and read all the transcripts to support
the remaining analytical process, including defining the final themes and manuscript
preparation. This review process was iterative, processing back and forth between themes and
raw data in order to reach a collective agreement around the important patterns, and to confirm
the internal homogeneity and external heterogeneity of the themes.?¢ Several versions were
constructed before deciding on the final thematic structure. Examples of data extracts with their
coding and final theme are shown in in Table 2.

Table 2. Example of data extracts and coding with theme.

Data extract Coding Theme
Yes... it is called Lewy body dementia but | think that’s so rotten... if Stigmatization Self-

you tell colleagues then they change so that you have Lewy body perception
dementia so they... then... then they will put a mark in your forehead... and coping

dementia that’s no point... no point in telling him...that’s too
complicated... he will never get it... or a joke or something funny...
there’s not point... he won'’t get it anyway... and... it's not true...
because you will... | think but maybe the surroundings don't... but
they... in your own eyes... you have to protect yourself... in your
soul... against this... dementia... mark [3]

| probably could say that... when it comes to... activities at the interest Changing roles
of the family for example paying bills and things like that then | have

consciously trained you [turns to wife] Because she had no idea about

it [...] | used to take care of it [5]

Important in life... very... existential question [mumbles] ah, what is Acceptance
important in life... damn... what can | say? Yes... just live! [...] Yes...

what can | do about it... there’s nothing to do then... more than maybe

I could improve the possibilities of living a little bit longer... but

probably you can’t... not at least in my time right... but | will have to

live the life | can live... | can’t understand how you can think in any

other way... we live in the now... you can’t live somewhere else [1]

In the presented extracts throughout the manuscript [...] indicate that some text without
substantial importance has been removed, whilst ... without brackets indicate silence within a
sentence. All data analysis was conducted in the Swedish language using the original
transcripts. Extracts were translated only in the write-up phase by VL who is native to the local
region and has lived many years in the UK. The translation from Swedish has been kept as
literal as possible, except where minor modifications have been necessary in order to preserve
conversational style, idioms, colloquialisms or level of affect.
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Ethical considerations

This study was approved by the local institutional review board (IRB) in Lund, Sweden (dnr
2015/895). Written informed consent was obtained from all participants.

FINDINGS

Three overarching themes were identified in the participant accounts, characterizing their
experience of living with DLB: (1) Disease impact; (2) Self-perception and coping strategies
and (3) Importance of others. Each theme will be described in detail in separate sections.

Theme 1: Disease impact

Chronic illnesses are characterized by symptoms resulting in secondary consequences which
can influence well-being.?’ The content of this theme highlights the ability and willingness of
participants with DLB to describe, in their own voice, the experience of these symptoms and

what difficulties emerge as a result.

Symptom experience

Compared to accounts by other people with dementia,' a wider spectrum of symptoms was
described by the participants of this study, with less emphasis on memory and orientation
problems. Cognitive complaints were however articulated, and recognized in terms of
forgetfulness, difficulties remembering names, struggle in keeping up in conversation, being
inactive or passive, having slower thoughts and visuospatial problems. Most participants
demonstrated insight into the complexities of their own cognition and how this was influenced
by fluctuations, which could render a feeling of frustration. Fluctuations were expressed as
symptoms coming or going, variation in attention or the feeling of suddenly losing their train
of thought. One participant described his cognitive symptoms like this:

I don’t think myself that [ am particularly memory deficient... I have to say... I have on
the other hand become slow... I think a little slower... sometimes I forget... a key word
which I am going to say... yes, when I talk to people and that, but it comes soon... in a
minute or so I can fill in what was missing... that’s what it’s like still [3]

Physical changes were highlighted, with accounts of unsteadiness, stiffness and slowness,
sometimes leading to frightening experiences. Excessive tiredness was profound for some,
needing and sometimes debilitating to life with lack of improvement with pharmacological
treatment. Frightening nightmares were also described, as well as difficulties in separating
dreams from reality, indicative of REM sleep behavior disorder. One participant described how
the dream enactment meant that he “didn 't even want to go to bed [4]”, and another how terrible
anxiety would be “left from the dream [3]” even after waking up. Others described a natural
resolution of these symptoms over the disease course. Participants would also, with caution,
reveal seeing things that were not there, indicative of visual hallucinations. Insight was retained
during the description of illusions and hallucinations. The emotional response could vary from
fear to relative indifference:

That you... see a person... in... in... in the room... maybe I have hung... my clothes on
some... on some hanger so that it shapes a person... and then... it follows... so suddenly
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that person starts walking and become very real... but then... well... it is not
unpleasant... not so that I am scared or anything like that [5]

There were also descriptions of other symptoms - dropping their blood pressure when standing
up (orthostatic hypotension), problems with peeing (urinary incontinence), finding it difficult
to swallow (dysphagia) and feeling low in mood (depression) — all which are recognized
symptoms in DLB, demonstrating an ability to self-report symptoms.

Restricted activities, participation and relationships

A distinct variation was seen in the experience of symptoms between participants and to what
extent a symptom would impact on life. A common denominator was however that the most
troubling symptom would be significantly restrictive in character and limit activity,
participation and social engagement. Many participants experienced deteriorating motor
function with worsening gait and balance, resulting in falls and injuries. Participants’ accounts
would indicate subsequent fear of falling, which in turn led to risk behaviors such as moving
around slower, using walking aids or completely refraining from leaving the house. This would
be amplified in the presence of external barriers, such as outdoor environments not supporting
participants’ requirements eg lack of wheelchair access and uneven pavements. Reduced
mobility would diminish independency and self-sufficiency, and also prevent travelling to visit
friends and family, leading to increasing isolation and reduced quality of life. Participants also
depicted personal psychological barriers, for example not attending an event because of the
potential social inconveniences that would arise, and a sense of being a burden:

1 get worse in my balance... when I was like that... then people are rushing to help me...
I was probably sitting five rows down or three... and then people will help me up the
stairs... and then the wheelchair is up there... then there’s no problem... there are
elevators... and the mobility services work... but I want it less and less... I don’t want
to go there... I think it... it causes such hell of a sensation... people needing two living
supports to get somewhere [3]

Cognitive deficits also contributed to limited interactions with others. In other studies, this has
often been attributed to memory or language deficits, affecting communication with others.?8
For the participants of this study, the primary cognitive culprits were instead identified to be
excessive tiredness, reduced mental speed and passivity, which was described as risk of falling
asleep, not following conversations and reduced interest in the social situation. These cognitive
barriers, limiting meaningful interactions, could ultimately result in withdrawal from social
settings:

I am... unfortunately very lonely [...] yes... I had this card playing gang... but I've let
that go because I can’t hear what they say... I think I told you before... so I can’t give
fun replies to jokes [...] it passes by... it goes so quickly so that when I have finally
come up with what reply I am going to give... then they have already moved on [...] I
don’t go there anymore [...] It is sad... very sad [3]

Overall, there was a recognition that the disease-process generates a wide range of symptoms,
which are challenging to the person due to the resulting physical and social consequences.
These potential losses would however also be influenced by personal qualities, attributes and
beliefs of the person living with disease, representing a psychological aspect of disease-
experience, outlined in Theme 2.

8/19

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 8 of 23

"IYBuAdoa Aq parosrold 1sanb Ag 20z ‘02 Ydorew uo jwod fwg uadolwg//:dny woly papeojumoq "6T0Z Alenuer 6Z U0 £86120-8T0Z-Uadolwa/oeTT 0T Se paysiignd 1siy :uado riAg


http://bmjopen.bmj.com/

Page 9 of 23

oNOYTULT D WN =

BMJ Open

Theme 2: Self-perception and coping strategies

The experience of self in dementia has been described widely in the literature and is a complex
concept.'>?7-32 There is no consensus of how to define self in dementia, with various theoretical
models proposed, as well as a continuous debate as to what extent the self persists or diminishes
in people with dementia.!3-30-33-33 For the purpose of this study, self has been defined broadly as
a multifaceted concept including sense of identity, personal beliefs about ones attitudes, skills
and traits, as well as the self being a reflection of interactions with others. A sense of self was
identified in all participants throughout the interviews, regardless of cognitive dysfunction,
suggesting that this does not necessarily weaken because of DLB disease. Take for example
how one participant, whilst describing disease-related changes, also expresses sense of self:

So that... the disease has taken a place in my life of course... it... and I regret that |
can’t cycle and drive the car and those things... it... it has been the big change really
in my life... that I can no longer get out. In forests and land in the same way as before...
I am a nature person who listens to small birds and big birds and animals on the whole

[3]

Threatened self-perception

Disease-related changes, both cognitive and physical, were found to threaten self-perception,
in the way that they were felt to influence identity, skills and traits. Cognitive function, in
particular memory, has been identified important for sense of self, as it is important for the
personal narrative.3? One participant described his concerns:

I noticed a difficulty in remembering names... this is what I was most worried about...
because it wasn’t, well... it was my memory... which is the part of my body that I have
been working the most with [2]

Physical or cognitive changes could also lead to an inability to provide for the household, being
less accountable and having less responsibilities. This could threaten the perceived self and
create a feeling of being a burden for those around, as expressed by one participant:

1t is tiresome for my spouse [...] We would both be better off [...] Well, I have been in
heaven here when she has been managing it [...] It will be a little different to come to a
place where... group living... yes, well I have to take the consequences of that [...] As
we are... my spouse is locked down as a result... if she need to drive... she doesn’t dare
being gone for too long [4]

Sense of self was also affected by how participants believed others viewed them and their
illness. Some expressed how the dementia term, and how they thought others interpreted this,
was problematic. The word was related to stigmatization and sometimes the feeling that others
would only approach with caution:

Participant: Now everyone knows that I have a disease right but we never speak about
it... then you have to be a bit more pally so to say

Interviewer: Why do you not talk about it?

Participant: Insecurity? What can you say? Is it embarrassing?

Interviewer: For you or for them?
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Participant: For them... maybe they think it’s embarrassing for me too

Interviewer: Would you think so?

Participant: No... I have a disease here in the head and it causes some problems and
soon... but I live a life... I know what my name is... it is a lot I don’t know anymore but
that doesn’t matter [1]

Another person described it as having a “mark in your forehead... dementia that’s no point...
he will never get it [3]”, indicating a feeling that others can assume that dementia inevitably
implies a loss of function to a point where meaningful interaction is no longer possible.
Participants generally expressed a belief that those around, such as family or colleagues, have
an exaggerated or mistaken view of what the disease actually entails. This was sometimes
associated to perceived physical and psychological exclusion, contributing to loneliness and
unhappiness. Facing this, some participants maintained empathetic to those around who they
felt did not understand them, suggesting intact mentalizing processes and emotional cognition:

I have friends who... who will say can you find the toilet? ... that’s a given right, that |
can find the toilet, I have been there several times right... but obviously they have all
the reasons for suspecting that I would not be able to find the toilet if I am sick and
strange right... so that... it’s hard [1]

Strategies and coping

In spite of negative experiences due to the illness, some participants maintained an air of
optimism and declared a sense of well-being. These participants were identified to adopt
strategies and coping mechanisms to handle symptoms and threats to self-perception, and in
doing so refused to passively accept disease-associated changes. This is similar to findings in
the wider field of dementia,'* and contests a view often portrayed by the public, whereby
persons with dementia are simply submissive sufferers. A number of specific strategies were
identified, which served to promote positive self-perception and sense of coherence. These
involved active fighting strategies such as emphasizing personal attributes and seeing yourself
as an active contributor, as well as strategies protecting the self by acceptance, letting go of
control or avoidance.

Some participants talked about being fundamental optimists and reflected the importance of
valuing their own personality and attributes. This included expressions such as “deciding to
have a smile on my lips [5]” and communicating the importance of claiming responsibility for
their own happiness and to give life a meaning. Most talked about this as an attribute from the
past, which was interpreted as something they continued to actively engage throughout their
disease-course. Another active strategy to demonstrate self-worth was to stand up for yourself
in the case of maltreatment, exemplified by this otherwise negative healthcare system encounter
by one participant:

There is a really long corridor stretching though the whole house [...] And then he
remembered that he bloody well was going to speak to me too... so then he screamed...
so that it echoed through the whole building there “you there, don’t forget to increase
that, those tablets you 're taking... you should take three instead of two!” [ ...] I thought
that was so incredibly tactless... stand there and scream in the entire corridor in that...
eh... indiscrete really indiscrete way... I was deeply deeply affected by this [...] I was
then invited for a return visit and I phoned and said “I never want to meet that man”

[...] So I ended the contact [3]
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Some participants had active roles that they were striving to maintain regardless of the disease-
process. By doing so, participants would resist the notion of becoming passive bystanders
throughout the disease-course. This was particularly prominent in one participant who was still
working, where the interview would largely focus on different strategies to allow him doing so:

Participant: Without it I would have been dead

Interviewer: Do you think so?

Participant: Yes, I definitely think so... braindead

Interviewer: How do you mean?

Participant: Well... you have... it is what I think about every day... and I look into the
future all the time... we are growing and growing... and the growing one is me... [2]

Other participants would find or develop new roles. This could involve joining clubs or societies
to seek out new acquaintances and resist isolation, or even partake in dementia research,
anything whereby a meaningful role could be found.

For many, one way of coping with disease-related changes would be to acceptance and focus
on the present, rather than future or past, without judgement. Acceptance involved that of
changes in self, or personal identity, due to disease:

I have always despised people who don’t work hard and who slept... and now I sleep a
lot... and I feel that when I wake up in the afternoon... then I'm on the ball [2]

Acceptance also comprised adjusting general expectations and appreciating the good things in
life, as it has become, in spite of illness and ageing. Part of this encompassed constructing new
values in life to better suit current function and situation, such as one participant who reasoned
like this:

Interviewer: Is there something else that you feel you can no longer do that you used to
do?

Participant: I can no longer drive a car [...]

Interviewer: Do you miss it?

Participant: Well not really... no I don’t... I shouldn’t drive a car... why would I do
that? It is foolish to drive a car [1]

Another aspect of acceptance was to let go of control, and instead allowing the spouse or
healthcare professionals to be in charge of care. For some participants this insight came as a
surprise as it did not reflect their ordinary personality. However, by liberating oneself from the
responsibility of the illness, participants could perhaps focus more on positive aspects of life,
in spite of deteriorating function.

Theme 3: Importance of others

Preservation of self throughout the disease-course has been described to require the cooperation
of others, making the self vulnerable to the actions and behaviors of others.3 Whilst positive
actions from others can be helpful in maintaining sense of self, a malignant social environment
can therefore have a detrimental effects.3® From our participants’ accounts, it was identified
that the actions of others would consequently be relevant for the overall disease-experience and
well-being.
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Interactions with healthcare played a particular part for many and the varying encounters, good
and bad, would be narrated throughout the interviews. Varying levels of negative experiences
would be portrayed with situations where the respect for the person was overlooked would
particularly result in an overall poor relationship. One participant described how around the
time of his diagnosis “the children were summoned and he [the doctor] gave a lecture on how
badly I would end up [...] to quickly deteriorate and become a demented old man [3]”,
undermining the participant’s autonomy. A number of participants also experienced lack of
competency around the DLB diagnosis. This was sometimes also associated with experiencing
a delayed diagnosis and inappropriate or lack of treatment, something which was negatively
perceived and created insecurity.

Contrary to this, others would describe healthcare interactions where respect and shared
decision-making served as the foundation. Respect was interpreted to be conveyed in the
communication style; listening, engaging with person and relatives, using lay-man terms and
reasoning. One person described his experiences:

I have never seen such a doctor... do you understand? She was remarkably normal
right... she would talk as if she talked with anyone or anything right [...] Yes it was
really good... totally fantastic... and then she said “l can take you on” and that was
completely something else [...] She pays... sorry... she behaves as any other person
right... those bloody doctors don't... they come there and swank... most of them do...
don’t they? [1]

To be treated with respect, regardless of the illness, was linked to trust. Within the healthcare
services, structural matters such as good availability and regular communication were identified
to ensure a trusting relationship. Within the personal sphere the spouse was often described as
providing physical and psychological care, as well as reducing the need for formal caregivers
in the home. Other relationships were also classified as important, and although they rarely bore
the equivalent significance of a partner, they would be important means for allowing social
participation and partaking in activities outside of the home. The flip side of trusting others
would be the resulting vulnerability, since loss of this person could result in both despair and
isolation:

I have met a... girl I have to say [...] And she was employed by... social services... is
that the name? [ ...] She came and sometimes didn’t... and then we ended up on speaking
terms... and so we... she has been very very helpful... extremely helpful and driven me
around in the wheelchair without complaining... in sun and rain and we have been to
the cinema lots of times... and we have been to... yes... concerts [...] It is more or less
over [...] She switched jobs [...] So that... I am unfortunately very lonely [3]

Social and psychological isolation was expressed and viewed as negative consequences of the
illness, with less friends, family or former colleagues reaching out or wanting to remain in
contact. For the eldest of the participants, there was also an acknowledgement that age itself
would lead to a natural reduction of friends and acquaintances.

Overall results

Conceptually, the three themes outlined are thought to be dynamically related rather than
independent to each other. Figure 1 illustrates the imagined sequence whereby the disease-
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process generates symptoms which lead to a change in function and behavior (Theme 1). These
changes can in turn threaten and alter self-perception, leading to a need for developing coping
strategies (Theme 2). This relationship is envisaged as bidirectional, in that internal processes
regarding self-perception can similarly influence the consequences of disease. Moreover,
external processes such as family, healthcare and society, will feed into the sequence, also
having an effect on self-perception and the disease experience (Theme 3).

DISCUSSION

This study provides a broad insight into the first-hand experience of living with DLB and
demonstrates the feasibility of conducting in-depth interviews in this patient population. Three
major themes were identified from the interviews: (1) Disease impact, in terms of symptom
experience and restricted participation and activities; (2) Self-perception and coping strategies
and (3) Importance of others, related to respect and trust for those around. While previous
qualitative studies in persons with dementia have elicited similar concepts to those found
here,'3!# no study has explicitly focused on persons with DLB. Specific findings in this study
include a greater variety in symptoms, leading to different barriers influencing well-being. For
example, previous studies have attributed loss of confidence in moving outside due to fear of
getting lost,3” whilst the participants of this study identified fear of falling and risk of being
dependent on others as the major concern. Similarly, participants expressed not being able to
partake in social situations because of the slowness in articulating thoughts and not keeping up
to speed with the conversation, rather than not knowing or remembering what to say.
Furthermore, the first-hand descriptions of the wider symptom complex such as sleep disorders
or visual hallucinations have been relatively absent from the literature, which is important as
they characterize the illness-experience in DLB. It also highlights the importance of
symptomatic-relief for a wide array of symptoms, including those which are noncognitive in
nature and sometimes underrecognized.*

Well-being has traditionally been defined using a biomedical approach where quality of life has
been assumed linear to physical and cognitive functioning. For persons with a progressive
neurodegenerative disorder, this view would imply that quality of life decreases as the condition
worsens and that good quality of life cannot be achieved in presence of these deficits.’® This
study, and the works of others, suggest that this disease-orientated approach is inaccurate.’%-4!
Instead, well-being is better defined, as suggested by the World Health Organization*? as a
composite of physical, psychological and social well-being. The findings of this study are in
line with this view, demonstrating that the impact of disease entails more than the experience
of symptoms alone. For example, although DLB leads to deteriorating physical function and
reduced mobility, it is the effects on social engagement which was demonstrated to be primarily
linked to well-being, similar to findings in other patient groups.*>** This can be encouraging as
it means that well-being is not simply a result of illness itself, and could therefore be both
dynamic and modifiable, in spite of progressive neurodegeneration. Hence, factors unrelated to
the disease-process could counter-act the consequences of the disease.

Similar to studies in other progressive illnesses, this study showed that DLB disease can
threaten self-perception due to the struggles and losses of physical, social and psychological
character, leading to loss of self, reduced self-worth, withdrawing behaviors and
nonparticipation.!>27-34 This necessitates the development of coping strategies, in order to go
through this process and still maintain the qualities that attribute and define you as a person
(Theme 2). Active contesting strategies consisted of standing up for yourself, demonstrating
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your own worth, reaching out to others or finding new motivations and roles. Others would
foster strategies of acceptance of the current situation, or even avoidance and withdrawal. This
also included adapting to the current situation, adjusting life-goals and reappraising one’s
ability and altering expectations, which are general strategies recognized in the literature to
avoid disappointment.*> Because sense of self is part of a social process, the person is
confronted with the task to find a meaningful role in their transformed social context. For
participants in this study who employed this strategy, it manifested as exploring novel or
different responsibilities or seeking out other enjoyments or social connections, in order to
promote positive self-perception. Managing the changes in self-perception, using successful
coping strategies, can therefore be considered as one way of improving well-being in DLB.

The disease-experience was also be dependent on the cooperation and support from others;
family, friends, healthcare and society (Theme 3). Feeling misunderstood or not respected by
others would lead to behaviors such as withdrawal, avoidance, lack of trust and inflamed self-
perception. In contrary, avoiding disempowerment, labelling, or depersonalization, would
enhance respect and trust. Participants recognized that the progressive nature of the
neurodegenerative disease would require help from others to support functions of daily living.
However, there was a wish for this support to be given respectfully and at a level of the ability
of need in order to maintain independence, dignity and sense of self, similar to findings in
studies of other people with dementia.*®

A purposive and fairly homogenous small sample was selected according to the
recommendations for using IPA, allowing full appreciation of each participant’s account.?3
Some variation was demonstrated in cognitive level and subjective quality of life measured
with QoL-AD, meaning that differing perspectives where viewed. With only slight information
added by the final interview, sample size was deemed adequate for the purpose of this study.
Nevertheless, in view of the broad symptom and severity spectrum of DLB, part of the study
findings might not be generalized to the entire DLB population, but are primarily applicable to
patients resembling those within this study. Transferability was affected by excluding non-
Swedish speakers and by including male participants only, due to not finding suitable females
for the study. The homogeneity in living situation could also influence the results, with all five
participants living at home whereby four together with a spouse. Furthermore, verbal
communication was well-preserved perhaps suggesting a milder disease-stage. However, it
should also be recognized that persons with DLB can have an unpredictable disease trajectory,
where the disease-stage can be difficult to identify using current parameters. This was
manifested in this study population, as one participant unexpectedly passed away only few
weeks after being interviewed.

Interviews were conducted at home to create a relaxed non-medical setting, making the
participants comfortable to talk about their experiences on a personal level. In view of the
exploratory nature of this study, the interviews were flexible and guided by the participants
which was an advantage as there was no pre-specified agenda. It was recognized in the planning
stages that although VL did not have a prior relationship with the participants, being a doctor
and a PhD student affiliated to the memory clinic, could itself influence the interview sitation.*’
However, the presence of strong negative perceptions indicate that participants still felt free to
express their views. Conducting repeat interviews would have been useful for validity and
credibility, and to give an opportunity to assess consistency in the views expressed, particularly
with regards to cognitive impairment. Repeat interviews could also have addressed longitudinal
illness-experience, something which was disregarded in this study.
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Interpretative phenomenological analysis (IPA) is a flexible and versatile research approach for
understanding people’s experiences and how they make sense of these.? It has been widely
used in health research and deemed suitable for the research question. Findings were presented
together with quotes from the participants, to illustrate that pre-existing theoretical concepts
were not imposed on the participants’ experiences, ensuring integrity of the analysis.
Nevertheless, IPA involves an interpretative analytical process, meaning that viewpoints and
pre-existing understandings within the research team can bias the analysis and final results.?*
VL and AHL are clinical doctors and EL is a senior clinician and professor in cognitive
disorders, all with experience of DLB patients. In addition, EL has a prior relationship with the
participants which could influence the analysis. However, ELS is an associate professor in
community medicine and has expertise in qualitative research but not in DLB, and therefore
helped minimize the bias that the clinical preunderstanding of the others could cause as well as
ensuring that the final themes covered all data.

Implications

Despite increased emphasis on user-involvement, there are few studies focusing solely on the
views of DLB persons in terms of illness-experience, care and treatment, contributing to
ignorance and stigma.® The findings demonstrate that persons with DLB are able to provide
relevant accounts in an interview-setting, which is encouraging and should influence both
qualitative and quantitative research in the future.

Findings in this study also have implications for clinical practice. Ignorance within the
healthcare setting was identified to result in delayed or incorrect diagnoses and subsequently
inadequate treatment, similar to findings in a survey-based study.!? Further clinical support and
educational resources are therefore required for those settings where persons with DLB can be
encountered, including both primary and specialist care settings. Continuous care should ideally
be provided by physicians experienced in the complex management of these patients. Other
than pharmacological management, persons with DLB might also benefit from counselling,
psychological support or goal-oriented rehabilitation,*® particularly since this study has
demonstrated the use of coping strategies to manage disease-related changes.

The experience of stigma and being misunderstood reflects the unawareness within wider
society for the many expressions of dementia. This is reflected also in the lack of voluntary
organizations providing support for those affected by DLB, compared to for example AD, in
many parts of the world. In view of the historically negative connotations of the dementia term,
one initial step to increase public awareness could be to transition to using neurocognitive
disorders, as suggested by the DSM-V.#

CONCLUSIONS

This study demonstrates for the first time the feasibility in conducting in-depth interviews with
persons with DLB, and outlines areas of importance for the disease-experience. It was found
that symptoms experienced were different to those in other types of dementia, resulting in
distinctive physical, cognitive and social consequences. The overall disease-experience and
well-being were subsequently found to be dependent on self-perception and successful coping
mechanisms, as well as the views and actions of those around the person. These findings have
implications for both research and clinical practice, highlighting the importance of direct
involvement of DLB persons in identifying suitable healthcare interventions. The aspiration is

15/1

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

"IYBuAdoa Aq parosrold 1sanb Ag 20z ‘02 Ydorew uo jwod fwg uadolwg//:dny woly papeojumoq "6T0Z Alenuer 6Z U0 £86120-8T0Z-Uadolwa/oeTT 0T Se paysiignd 1siy :uado riAg


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

that this can inspire future work, such as exploring the patient-perspectives on pharmacological
and non-pharmacological management of disease.
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Figure 1. Experience of living with DLB. The ongoing disease-process is generating
symptoms influencing function and behaviors. This leads to secondary consequences relating
to sense of self and well-being, a relationship which is bidirectional. External processes can
feed in to this model, in turn influencing lived experience and sense of self.
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Figure 1. Experience of living with DLB. The ongoing disease-process is generating symptoms influencing

function and behaviors. This leads to secondary consequences relating to sense of self and well-being, a

relationship which is bidirectional. External processes can feed in to this model, in turn influencing lived
experience and sense of self.
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Reporting checklist for qualitative study.

Based on the SRQR guidelines.

Instructions to authors

Complete this checklist by entering the page numbers from your manuscript where readers will find each of the

items listed below.

Your article may not currently address all the items on the checklist. Please modify your text to include the

missing information. If you are certain that an item does not apply, please write "n/a" and provide a short

explanation.

Upload your completed checklist as an extra file when you submit to a journal.

In your methods section, say that you used the SRQR reporting guidelines, and cite them as:

O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative research: a
synthesis of recommendations. Acad Med. 2014;89(9):1245-1251.

Reporting Item

Page

Number

Problem formulation

Purpose or research

question

#1

#2

#3

#4

Qualitative approach and ~ #5

research paradigm

Concise description of the nature and topic of the study
identifying the study as qualitative or indicating the approach
(e.g. ethnography, grounded theory) or data collection methods

(e.g. interview, focus group) is recommended

Summary of the key elements of the study using the abstract
format of the intended publication; typically includes

background, purpose, methods, results and conclusions

Description and signifcance of the problem / phenomenon
studied: review of relevant theory and empirical work; problem

statement

Purpose of the study and specific objectives or questions

Qualitative approach (e.g. ethnography, grounded theory, case
study, phenomenolgy, narrative research) and guiding theory if
appropriate; identifying the research paradigm (e.g.

postpositivist, constructivist / interpretivist) is also
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Researcher characteristics  #6

and reflexivity

Context

Sampling strategy

#71

Ethical issues pertaining ~ #9

to human subjects

Data collection methods #10

Data collection
instruments and

technologies

Units of study

Data processing

#11

#12

#13

BMJ Open

recommended; rationale. The rationale should briefly discuss
the justification for choosing that theory, approach, method or
technique rather than other options available; the assumptions
and limitations implicit in those choices and how those choices
influence study conclusions and transferability. As appropriate

the rationale for several items might be discussed together.

Researchers' characteristics that may influence the research,
including personal attributes, qualifications / experience,
relationship with participants, assumptions and / or
presuppositions; potential or actual interaction between
researchers' characteristics and the research questions,

approach, methods, results and / or transferability
Setting / site and salient contextual factors; rationale

How and why research participants, documents, or events were
selected; criteria for deciding when no further sampling was

necessary (e.g. sampling saturation); rationale

Documentation of approval by an appropriate ethics review
board and participant consent, or explanation for lack thereof;

other confidentiality and data security issues

Types of data collected; details of data collection procedures
including (as appropriate) start and stop dates of data collection
and analysis, iterative process, triangulation of sources /
methods, and modification of procedures in response to

evolving study findings; rationale

Description of instruments (e.g. interview guides,
questionnaires) and devices (e.g. audio recorders) used for data
collection; if / how the instruments(s) changed over the course
of the study

Number and relevant characteristics of participants, documents,
or events included in the study; level of participation (could be

reported in results)

Methods for processing data prior to and during analysis,
including transcription, data entry, data management and
security, verification of data integrity, data coding, and

anonymisation / deidentification of excerpts
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1 Data analysis

2

3

4

5

? Techniques to enhance
8 trustworthiness

9

10

12 Syntheses and

interpretation

17 Links to empirical data

21 Intergration with prior
work, implications,

24 transferability and
contribution(s) to the field

29 Limitations

32 Conflicts of interest

Funding

#14

#15

#16

#17

#18

#19

#20

#21
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Process by which inferences, themes, etc. were identified and
developed, including the researchers involved in data analysis;

usually references a specific paradigm or approach; rationale

Techniques to enhance trustworthiness and credibility of data
analysis (e.g. member checking, audit trail, triangulation);

rationale

Main findings (e.g. interpretations, inferences, and themes);
might include development of a theory or model, or integration

with prior research or theory

Evidence (e.g. quotes, field notes, text excerpts, photographs) to

substantiate analytic findings

Short summary of main findings; explanation of how findings
and conclusions connect to, support, elaborate on, or challenge
conclusions of earlier scholarship; discussion of scope of
application / generalizability; identification of unique

contributions(s) to scholarship in a discipline or field
Trustworthiness and limitations of findings

Potential sources of influence of perceived influence on study

conduct and conclusions; how these were managed

Sources of funding and other support; role of funders in data

collection, interpretation and reporting

5-6

7-13

7-13

13-15

2,14-15

16

16

39 The SRQR checklist is distributed with permission of Wolters Kluwer © 2014 by the Association of American
41 Medical Colleges. This checklist was completed on 25. June 2018 using http://www.goodreports.org/, a tool

42 made by the EQUATOR Network in collaboration with Penelope.ai
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