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ABSTRACT

FACULTY OF HEALTH SCIENCES

Thesis for the degree of doctorate in clinical practice

AN EXPLORATION OF THE PERCEPTIONS OF YOUNGER PEOPLE WITH DEMENTIA ABOUT
HOPE

Many people with dementia report that hope is important to them. Despite this, people with
dementia experience low levels of hope and high levels of hopelessness. This experience is
different from that of people with terminal illness who typically report high levels of hope.
Facilitating hope in people with dementia has been described as an integral part of caring and
vital to the work of nurses as well as central to person-centred care. Nevertheless, studies to date

lack detail about how staff might recognise, explore and promote hope.

The aim of the research was to examine the phenomenon of hope from the perspective of
younger people (those under 65) with dementia, in order to generate new understanding, and
enable community based healthcare professionals to support well-being. The study used a
modified diary-interview method. Participants were given a camera and asked to take pictures of
whatever made them feel hopeful. During a post-diary semi-structured interview, a conversation
about hope took place. Findings have indicated that hope is important to younger people with
dementia. People hoped for a future, and five themes in particular were elicited about what
people hoped for; good health for themselves and others; for enjoyable events to take place; for

continued contact with other people; for success in their endeavours; and for a better world.

Sources of hope were: the surrounding environment; ‘taking action’; the person’s own internal
resources, and keeping connected to others. An over-arching theme was ‘defying dementia’
where participants demonstrated resistance to negative stereotypes. Living with dementia did not
curtail hope, although it could be weakened when participants felt ‘cast adrift’. Further research is
required to ascertain whether hope should be a more central part of conversations professionals

undertake with people with dementia.
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Chapter 1

Chapter 1: Introduction

1.1 Background

Dementia has been defined as a syndrome where there is deterioration in memory, thinking and
behaviour and the ability to perform everyday activities (WHO, 2017). There are many different
forms of dementia, Alzheimer’s being the most common (Alzheimer’s Society, 2015). According to
a recent report there are estimated to be over 850,000 people with dementia in the UK, 42,325 of
whom have early-onset dementia (onset before the age of 65) (Alzheimer’s Society, 2014).
Dementia (especially Alzheimer’s disease) has been described as having three different stages;
early or ‘mild’ stage where minor changes are seen in the person’s abilities and behaviour such as
mislaying items around the house and losing track of the day or date. A ‘moderate’ stage where
people need more help managing their day-to-day life and may need reminders to eat dress and
use the toilet, and late or ‘severe’ stage where the person becomes totally dependent on others
and experiences difficulties such as recognising familiar objects, eating and walking (Alzheimer’s
Society, 2015). However, the stage model is not universally accepted (Sixsmith et al, 1993) having
been described as deterministic, and failing to take account of how social factors such as loss of
personhood and poor quality care affects disease progression (Kitwood, 1998). Also, it is
recognised that there is individual variation in symptoms and different forms of dementia
(Alzheimer’s Society, 2015). This has prompted an interest in the subjective world of people with

dementia, and in understanding what affects their experience.

One growing area of interest is on the experience of hope. Research has shown that many people
with dementia report that hope is important to them (Clare, 2002; Aminzadeh et al, 2007,
Phinney, 2008) while others experience low levels of hope (Chapman, 2011) and high levels of
hopelessness (Nygard & Borell, 1998; Svanstrom & Dahlberg's, 2004). This experience is different
from that of people with terminal illness whose hope remains (Buckley & Herth, 2004; Sanatani et
al, 2008; Cutcliffe & Zinck, 2011) and who typically report high levels of hope (Duggleby & Wright,
2005). Facilitating hope in people with dementia has been described as an integral part of caring
and vital to the work of nurses (Cutcliffe, 1996; Cutcliffe & Grant, 2001; Cotter, 2009) as well as
central to person-centred care (Martin, 2009; Hill et al, 2010). Nevertheless, studies to date lack
detail about how staff might recognise, explore and promote hope in their practice beyond
breaking diagnosis sensitively (Aminzadeh et al, 2007) and within the context of a caring
relationship (Cutcliffe & Grant, 2001). Similarly, the possibilities that hope could offer people with
dementia within a mental health ‘recovery’ approach (Woods, 2007; Adams, 2010) or a citizenship

approach (Bartlett & O’Connor, 2007) show potential, but to date lack empirical study.

1
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The concept of hope is particularly salient in the context of younger people with dementia (those
under 65 years of age) who it has been argued may have different needs to older people (Keady &
Nolan, 1999; Beattie et al, 2002). They are more likely for example to be physically fit and active,
and to be aware of their problems, increasingly the likelihood of frustration and distress (Jefferies
& Agrawal (2009). Younger people are commonly still in paid work when symptoms begin, and
may need to retire early bringing financial hardship (Woods, 1999) especially where there are pre-
existing financial commitments such as mortgages and loans (Jefferies & Agrawal, 2009). Their
younger age makes them more likely to have dependent children, who are likely to be impacted
by their illness (Keady & Nolan, 1997; Cox & Keady, 1999; Walton, 1999) especially if the dementia
may be genetic (Gilliard, 1999). Younger people typically experience a delay in diagnosis and
treatment (Harris & Keady, 2004) due to a multitude of factors including unusual symptoms, rarer
forms of dementia being common, misdiagnosis, and lack of experience of younger people on the
part of health care providers (Hunt, 2011). There is also concern that younger people and their
families may be marginalized, socially isolated and lack support (Kaiser & Panegyres, 2006)

encountering a lack of age appropriate services (Beattie et al, 2002).

To date studies that have mentioned the importance of hope have been almost exclusively
qualitative. For example, the need to retain hope was a spontaneously elicited and central theme
of focus groups conducted by Harris (2002) and also focus groups and interviews carried out by
Pipon-Young et al (2012) who asked people diagnosed with dementia before the age of 65 about
their experiences of living with the illness. Pipon-Young et al (2012) noted the similarities with the
‘Recovery’ approach to mental healthcare, and concluded that dementia services should begin to
focus on how they can engender hope. A review of three autobiographies written by younger
people with dementia by Basting (2003) found that all authors expressed hope that their writing
would help others, while Graboys (2012) who was 49 when he was diagnosed with dementia has
described the importance of hope to him which he said gave him optimism and the ability to see
that life was worth living. Not all studies have demonstrated that hope was present in younger
people with dementia however; Nygard & Borell (1998) for example found that living with

dementia had a negative impact on people’s hope.

There are only a handful of studies which have explicitly sought to understand hope in people
with dementia. A concept analysis has been conducted by Cotter (2009), while Cutcliffe & Grant
(2001) examined how nurses inspire hope in people with dementia, Chapman (2011) sought to
quantitatively measure hope in older people with dementia and to understand if it was related to

stigma. Only Radbourne (2008; see also Wolverson et al 2010) asked people with dementia about
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their hope however. In her study of ten older people with early-stage dementia, she conducted
semi-structured interviews to explore their hopes, and what helped and hindered them. Hope
was found to be present, and vital to participants. This hope was threatened by living with old age
and dementia, and they worked to achieve a “position of contentment or resolution” (Radbourne,
2008; p59). Participants were found to use coping behaviours, and worked to keep healthy and
maintain relationships, in order to “keep living, and keep living well” (Radbourne, 2008, p71).
There is therefore a need for further exploration of the concept of hope and whether it is useful
to people with dementia, particularly younger people whose opinions do not yet appear to have
been sought. Qualitative methodologies should date been able to provide some useful insights

regarding hope, although further, more in-depth study is needed.

The current study therefore used qualitative methods to explore perceptions of hope from the
perspective of people with dementia. In the study, as with Radbourne (2008), people with
dementia were asked directly about hope, rather than asking nurses, as in Cutcliffe & Grant
(2001) and it sought to understand the views of younger people with dementia about hope,
rather than older people as in Radbourne (2008). For the purposes of this study younger people
are defined as people under 65 years, the standard cut off age for adult and older adult mental
health services in the UK. The study also used photo diaries not seen in either of these studies in
an attempt to elicit rich data. Photographs served as memory prompts for participants, facilitating
discussion and allowing a richer insight into their world. The study sought to understand whether
participants believed that hope was helpful, where it came from, and what helped and what
hindered their hope; be it the actions of individuals, society or their own ideas and coping
strategies. It was hoped that with this knowledge it would be possible to inform and improve the

care delivered by staff working with people with dementia in community settings.
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Chapter 2: Literature Review

2.1 Overview

An initial review of the literature using CINAHL, EBSCO Host and OVID databases and search terms
‘hope AND dementia’ returned only one study which offered perspectives on the hope experience

of people with dementia (Wolverson et al, 2010).

The search was then widened using search terms ‘hope AND cancer,’ ‘hope AND palliative’, ‘hope
AND recovery’, ‘hope AND nursing’, ‘hope AND spirituality’ and hope AND disability’ which helped
to locate studies about hope in other populations. These were hand searched for other studies of
interest and for reference to dementia and other types of cognitive impairment. These studies

were then retrieved and the process repeated.

Search terms ‘dementia AND experience’, ‘dementia AND perspective’ and ‘dementia AND
positive’ yielded a large number of studies which gave the experiences and perspectives of people
with dementia. Papers were hand searched for mention of hope or related concepts. Several

further studies were identified which were obtained and these were then hand searched.

Themes generated from this search and an overview of the literature are discussed in section 2.1,
together with details of two subsequent searches; in July 2015 and September 2016. Section 2.2

defines hope, and sections 2.3 to 2.10 explore different perspectives on hope in more detail.

2.2 Themes generated from the literature search

All relevant papers were themed by the underlying theoretical assumptions of the authors,
generating seven categories which can be seen in figure 1 on the following page. These seven

categories will be discussed in more depth in the following sections of this literature review.
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1. Biomedicine

2. Mental Health Recovery

3. Critical approaches including disability and social models

4. Lived Experience

5. Nursing Perspectives

6. Psychological Perspectives

7. Spirituality

Figure 1 The seven categories generated from literature search

In July 2015, the original search was repeated due to the fact that 29 months had passed since the
original search was undertaken. This was again updated in September 2016 as a significant
amount of time had again passed. On both occasions DelphiS was used and in addition to ‘hope
AND dementia’, search terms ‘hope AND Alzheimer’s Disease’ and ‘dementia AND positive’ were
added, returning 780 papers in July 2015 and a further 46 in September 2016, a total of 826
papers. Other types of dementia such as vascular dementia and lewy-body dementia were not
used as search terms as it was anticipated that these would be picked up through the existing

terms.

After removal of duplicates, letters, book reviews, conference proceedings, poster presentations,
news stories, articles with no identifiable author and those which were not in the English
language a combined total of 152 articles remained. A total of 39 articles were then removed as
these concerned the hope of carers of people with dementia rather than people with dementia
themselves. Another paper concerned people with brain injury rather than dementia and so this

was removed.

A significant number of papers (n=102), mostly from the search ‘Dementia AND Positive’ were
then excluded as they did not concern hope or hope related concepts. Most articles which fell
into this category (n=62) were biomedical studies using phrases such as ‘Ubiquitin-positive’, ‘Tau-
positive’, or ‘screened positive for dementia’ in the title. Others excluded were ten papers about
dementia in people who were HIV-positive (not about hope), studies about ‘positive effects’ of
various interventions, and where these did not describe impact on mood or hope they were

excluded from further analysis. Table 1 on the following page summarises these findings.
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Action Hope AND Hope AND Dementia Total
dementia Alzheimer’s | AND positive

Total number papers returned 102 178 546 826

Excluded as duplicates 55 67 374 496

Excluded as not in English 4 4 2 10

Excluded as either; letter, book review, 16 42 18 76

description of conference, poster

presentation, news story or no author

Excluded as about carers only 3 4 32 39

Excluded as not about people with 0 1 0 1

dementia

Not about hope or related concepts 2 0 100 102

Total excluded: 80 118 526 724

Total remaining 22 60 20 102

Table 1

Results of DelphiS searches on July 2015 and September 2016 (combined results)

The remaining 102 articles were then subjected to more detailed thematic analysis, the results of

which can be seen in table 2 on the following page.
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Theme Hope and Hope and Hope &
Alzheimer’s | Dementia Positive
Disease
Biomedical Understanding | Hope through better 10 1 0
biology of understanding of causes of
dementia dementia
Detection of Hope for quicker diagnosis 2 0 0
dementia Early diagnosis as hope 2 0 0
Preventing Hope for prevention through | 1 0 0
dementia controlling risk factors
Hope for prevention via 12 2 0
pharmacology / scientific
treatment
Medical Hope for drug treatment for 27 5 0
treatments for | dementia
dementia Positive outcome of drug 0 0 2
treatment
Political & Attention given | Health policy/attention to 1 1 0
Strategic to dementia dementia
Understanding | What ‘dementia positive’ 0 0 1
what means in policy
‘dementia
positive’ means
Psychosocial | Understanding | Understanding the hope 0 3 1
hope and experience
related Measuring mood related 0 0 4
concepts neuropsychiatric symptoms
seen in dementia
Debating whether hope is 3 6 0
lost through failed drug
treatments
Person-centred | Hope through person-centred | 1 0 0
care care
Positive outcomes through 0 0 1
person-centred care
Positive changes and 0 0 3
strengths seen in dementia
Psycho-social Hope through psycho-social 1 4 0
intervention intervention
Increase in positive affect 0 0 4
through psycho-social
intervention
Positive outcomes through 0 0 4
psycho-social intervention
TOTAL 60 22 20
Table 2 Results of DelphiS literature search; how hope is represented in the literature
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The analysis revealed that a biomedical understanding of hope dominated the literature with 64
papers. Psychosocial related papers made up another sizable number, with political and strategic

articles making up a small number (n=3) which can be seen in figure 2 below.

Literature search; higher order categories generated

70 64

» 60

2 50

2

« 40

o

5 30

K]

€ 20

=]

2 10 3

O |
Biomedical Political & Strategic Psychosocial
Higher order categories
Figure 2 DelphiS literature search; higher order categories generated

Biomedical hope involved a particular focus on medical treatments for dementia which were seen
to be creating hope through the possibility of cure or effective treatment. Thirty-four papers of
this type were returned. There was also hope expressed for preventing dementia (through for
example the creation of a vaccine) and fifteen papers fell into this category. Papers which
concerned the furthering of knowledge about dementia (in order to better target future
treatments) were seen in eleven articles, and in four articles quicker detection and diagnosis was

described as key to hope (see figure 3 below).

Biomedical understanding of hope in dementia

40
35
30
25
20
15 11

10 .
4
5
0 I

Understanding Biology Detection of dementia Preventing Dementia Medical Treatments
of Dementia for Dementia

34

15

Number of papers

Categories generated

Figure 3 DelphiS literature search; Biomedical understanding of hope
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In none of the biomedical articles was hope itself investigated or measured (this was done in
some of the other approaches) and people with dementia were not consulted. It was assumed in
each that an increase in hope would result from the good news story each told. Examples of this
were an editorial by Doraiswamy (2003) entitled ‘Interventions for mild cognitive impairment and
Alzheimer Disease: new strategies, new hope’, and Feng et al’s (2009) literature review; ‘Neural
stem cells and Alzheimer’s Disease: challenges and hopes’. All biomedical papers reviewed

guantitative research only, with no qualitative studies found.

Three articles (O’Connor, 2009; Sokol, 2013; Lin & Lewis, 2015) took more of a political and
strategic perspective. The first two argued that attention being given to dementia through
national dementia strategies in the UK and USA respectively brought hope to many people (this
was not measured). Lin & Lewis meanwhile sought to understand what being ‘dementia positive’
meant when the phrase was used in policy documents (this was an intentional focus on strengths

and person-centred values). This can be seen in figure 4 below.

Political and strategic related understanding of hope

5 2

2

g4

83 1

°2

21

E

=0

Attention Given to Dementia Understanding What 'Dementia Positive'
Means

Categories generated

Figure 4 DelphiS literature search; Political and strategic understanding of hope

The third overarching theme was a ‘psychosocial’ understanding of hope (see figure 5 on
following page). This included five studies where hope and related concepts were discussed

within the context of person-centred care.
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Psychosocial understanding of hope in dementia

18 17
16
» 14
8 12
s
« 10
o
g 8
E 6 5
=]
zZ 4
2 .
0
Understanding Hope & Creating Hope Through Creating Hope Through
Related Concepts Person-Centred Care Psycho-Social Interventions

Categories generated

Figure 5 DelphiS literature search; Psychosocial understanding of hope

One of these (Reese, 2002) was an editorial about knowing and understanding care home
residents. The other four were empirical studies which described positive changes (e.g. Kitwood,
1995) and preserved abilities such as resilience in people with dementia (e.g. Giebel et al, 2016).

But none measured hope.

Thirteen papers were returned which discussed the impact of psycho-social interventions on hope
and related concepts. Four were editorials, and nine empirical studies. Of the empirical studies
only one (Wu & Koo, 2016) measured hope, while the others described ‘increased positive affect’
or ‘positive effects’ of interventions using different outcome measures such as well-being
(Soderhamn et al, 2014) and feeling energised (Davidson et al, 2013). The study by Wu and Koo
(2016) was an RCT carried out in Taiwan which measured the impact on hope (using the Herth
Hope Index) of a spiritual reminiscence intervention for people with dementia. A significant

improvement was seen compared with the control group.

The remaining 17 studies sought to understand hope and related concepts and these were the
most relevant to this study. As the most relevant, these were again broken down into categories

(see figure 6 on following page) generating three groups.
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Psychosocial; breakdown of ‘understanding hope and related concepts'
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Figure 6 DelpiS literature search; Psychosocial understanding of hope; hope and related

concepts

The first group contained four quantitative studies which sought to understand the prevalence of
mood related neuropsychiatric symptoms in people with dementia. Teipel et al (2014) found that
apathy was the most common symptom in the 27 people with dementia that they studied. Boone
et al (2003) meanwhile found that people with Fronto-temporal dementia were more likely to
display apathy, lack of initiative and flattened effect compared with people with Alzheimer’s
Disease. Thyrian at al (2015) found clinically relevant apathy in 20% of the 248 Germans with
dementia studied, depression in 10%, and clinically relevant euphoria in 3%. In a larger scale study
Thyrian et al (2016) meanwhile found that depression had been diagnosed in almost 17% of the

430 people with dementia in their study.

The second group contained eight editorials that described a loss of hope, and a discussion paper
by Chen et al (2011) which argued that the positioning of Alzheimer’s as a disease rather than as
aging creates hope for a cure. Hodges (2013) in ‘hope abandoned; memantine therapy in
Frontotemporal dementia’, and Dimond (2010) in ‘hopes dashed for Alzheimer’s patients’ both
described disappointing results of recent drug trials that had led to a loss of hope. Vann (2013)
highlighted the lack of efficacy of medications in general, as did Graham (2001) who debated
whether the limited availability of medications also affected people’s hope. Similar critiques of

the biomedical approach were offered by Post (2001) who wondered whether unrealistic hopes
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for a cure should be indulged, and by Prakash (2014) who quested whether the stopping of
cognitive enhancing medications might be seen as abandoning hope. Post (2011) and Woodward
(2008) finally, emphasized that focus should not be just attached just to cure as good care was still

needed.

The final group, named ‘understanding hope and related concepts’ contained three articles (see
figure 6). All were directly relevant to the study as they involved exploration of the concept of
hope in people with dementia. One was a reflective article written by a person with dementia
(Graboys, 2012). The second, a study of the experience of older people with dementia (Steeman
et al, 2007), and the third a literature review of hope in early stage dementia by Cotter (2009).
Articles about hope in people with dementia were found to fit within the seven categories
identified in the first search. Relevant empirical studies returned from all searches were subjected
to further critical appraisal which included use of CASP (2013) tools to determine their quality (see
appendix A for an example of this). The seven categories generated shall now be examined in

turn.

2.3 Defining Hope

Hope has been conceived in different ways depending on the perspective taken. It is a positive
emotional state which is the opposite of hopelessness (biomedicine), a fundamental part of
wellbeing (mental health Recovery approaches), a right of all people whose existence can be
threatened by others (critical approaches including disability and social models), a highly
individual experience that can co-exist with hopelessness (phenomenology and lived experience),
a positive coping strategy connected to caring (nursing perspectives), a cognitive process which
can be explained by the presence of ‘agency’ and ‘pathway’ thinking (psychological approaches)
or as a natural phenomenon intertwined with faith (spiritual perspectives). An exploration of what

each perspective can offer the understanding of hope in people with dementia now follows.
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2.4 Biomedicine

2.4.1 Hope for a cure

Hope in people with dementia was found to be primarily associated with cure, earlier diagn