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Objective: Little is known about how and to what extent people with dementia live positively with their condition. This
study aimed to review and carry out a synthesis of qualitative studies where accounts of the subjective experiences of
people with dementia contained evidence of positive states, experiences or attributes.

Methods: A meta-synthesis was undertaken to generate an integrated and interpretive account of the ability of people with
dementia to have positive experiences. A methodological quality assessment was undertaken to maximize the reliability
and validity of this synthesis and to contextualize the findings with regard to methodological constraints and
epistemological concepts.

Findings: Twenty-seven papers were included. Three super-ordinate themes relating to positive experiences and attributes
were identified, each with varying and complementing sub-themes. The first super-ordinate theme related to the experience
of engaging with life in ageing rather than explicitly to living with dementia. The second theme related to engaging with
dementia itself and comprised the strengths that people can utilize in facing and fighting the condition. The third theme
captured how people with dementia might transcend the condition and seek ways to maintain identity and even achieve
personal growth.

Conclusions: This review provides a first step towards understanding what conceptual domains might be important in
defining positive outcomes for people who live with dementia. Highlighting the potential for people to have positive
experiences in spite of or even because of their dementia has important implications for de-stigmatizing dementia and will

enhance person-centred approaches to care.
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No one should be criticized for not finding positive
aspects of this disease [Alzheimer’s Disease], but no one
should be overlooked who has found gifts amid such loss

(Stucky, Post, Ollerton, FallCreek, & Whitehouse, 2002,
p- 206)

1. Introduction

Discourses around dementia can involve fear (Laforce &
McLean, 2005; Moniz-Cook et al., 2006), stigma (Garand,
Lingler, Connor, & Dew, 2009; Moniz-Cook & Man-
thorpe 2009), negative media representations (Kirkman,
2006) and pessimistic attitudes on the part of professionals
(Clarke, Heyman, Pearson, & Watson, 1993; Keightley &
Mitchell, 2004; Moore & Cahill, 2013; Snyder, 1999).
However, whether personal experiences of the condition
involve anticipated levels of suffering is actually unclear
(de Boer et al., 2007). Equally, while psychosocial inter-
ventions such as group cognitive stimulation (Spector et
al., 2003) and cognitive rehabilitation (Clare & Woods,
2004) can improve quality of life, little is known about
how this is achieved and what contribution, if any, is
made by the person themselves to the outcome of such
interventions.

While some accounts of positive lived experiences in
dementia have emerged (Bryden, 2008; Phinney, 2008)
their full range has yet to be investigated. Whether people
with dementia can retain the capacity to experience posi-
tive states actively has been questioned (Schreiner, Yama-
moto, & Shiotani, 2005). Positive narratives described by
a group of people living with dementia are acknowledged
and highlighted by Steeman et al. (2007) but these are
framed conceptually in terms of a coping strategy that
functions to help the person avoid negative social posi-
tioning as they actively attempt to maintain a sense of per-
sonal value. As such, loss, threat and a struggle to cope are
seen as the only context within which positive experiences
and narratives can be interpreted. Such assertions may
reflect the dominance of negative narratives relating to
living with dementia and its bio-medical construction as a
universally ‘devastating disease’ (Henderson, 2002), fac-
tors that potentially obfuscate the documentation and
interpretation of the positive subjective experiences of
people living with dementia. The extent to which accounts
of the experience of dementia might be constrained within
negative discourses and also subject to factors such as
privilege and marginalization has recently begun to be
examined (e.g. Hulko, 2009).
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Fully wunderstanding the positive experiences,
strengths and capabilities that people with dementia might
retain has important implications for enhancing concep-
tual accounts of well-being and quality of life and for the
development of positive outcome measures in person-cen-
tred dementia care (Moniz-Cook, Vernooij-Dassen,
Woods, & Orrell, 2011).

Conceptual frameworks and constructs developed and
researched from the perspective of positive psychology
(Peterson & Seligman, 2004) are relevant to this effort.
Positive psychology refers to scientifically informed per-
spectives on aspects of the human condition that can lead
to happiness and fulfilment (Carr, 2011) and the study of
conditions and processes that contribute to ‘the flourishing
or optimal functioning of people, groups, and institutions’
(Gable & Haidt, 2005, p. 104). There is increasing evi-
dence that positive psychological constructs such as hope,
optimism, reciprocity, benefit-finding and personal growth
are linked with positive adjustment to chronic physical
health problems (Aspinwall & Tedeschi, 2010) and such
constructs are beginning to be applied to understanding
adjustment to dementia (Duggleby, Williams, Wright, &
Bollinger, 2009; Vernooij-Dassen, Leatherman, & OldeR-
ikkert, 2011; Wolverson, Clarke & Moniz-Cook, 2010).
Person-centred care, it may be argued, is intrinsically con-
cerned with promoting positive well-being and optimal
functioning for people living with dementia.

The present review was grounded in the subjective
experiences of people with dementia. We aimed to docu-
ment and provide a synthesis of the positive experiences
and attributes reported or demonstrated by people with
dementia in order to inform knowledge and the measure-
ment of outcomes associated with ‘living well” with the
condition.

2. Methods
2.1. Search and inclusion strategy

Previous reviews and syntheses indicate that the lived
experiences of people with dementia are highly individual
journeys involving myriad negative feelings emerging in
the context of a struggle to maintain identity and find
ways to adjust to losses, change and uncertainty (De Boer
et al., 2007; Steeman, de Casterle, Godderis, and Gryp-
donck, 2006). As valuable as these syntheses are, we were
mindful of the biomedical and deficit-orientated context
(cf. Portacolone, Berridge, Johnson, & Schicktanz, 2014;
Sabat, 2001) within which previous research into subjec-
tive experiences in dementia is likely to have been con-
ducted. In contrast to previous reviews, we therefore
deliberately sought studies which contained any possible
evidence of positive states, experiences or attributes in
people with dementia irrespective of whether studies
aimed to examine such phenomena explicitly or specifi-
cally. Our methodological approach thus had a purposive
component in relation to the selection of relevant articles,
data extraction and the (re)interpretation of primary
themes and quotes. The need to adopt such an approach in
circumstances where new insights are being sought across

a diverse literature base to improve the knowledge base is
not without precedent (see e.g. Paterson, Thorne, Canam,
& Jillings, 2001). Moreover, we selected only qualitative
research in this field given that the study was focused on
the subjective lived experience and the meanings that
individuals construct about their personal experiences and
social contexts (Miles & Huberman, 1994).

A systematic search was completed in March 2015
and utilized three computerized databases: MEDLINE,
CINAHL and PsychINFO. Nesbit’s CINAHL evidence-
based filter for qualitative research was also used.

Key search terms were: ‘dementia’ and ‘Alzheimer’s’
combined with:

(1) Terms selected to access the lived experience lit-
erature in dementia. These were ‘experience’,
‘perspective’, ‘well-being’ ‘adjustment’, ‘coping’,
‘meaning’ and ‘lived experience’.

(2) Terms selected to represent a range of possible
positive experiences and personal attributes that
might be present in the experience of dementia.
These included; ‘happiness’, ‘wisdom’, ‘hope’,
‘optimism’, ‘resilience’ and ‘faith’ (Peterson &
Seligman, 2004).

Truncation of search terms was used where appropri-
ate (e.g. dement”) to ensure flexibility and breadth of data
capture. To help ensure a full search, manual searches
were conducted of the reference lists of all included
articles and a hand search of the Journal of Dementia was
also conducted.

Studies were included only if they clearly explored
the subjective, lived experiences of people with demen-
tia using first-hand accounts. Lyman (1989) issued an
influential call for researchers to investigate the subjec-
tive perspectives of those with dementia and papers
were therefore only included if they were published in
peer-reviewed journals between January 1990 and
March 2015 (inclusive). All qualitative methodologies
were considered. Since the aim of the review was to
explore the existence and nature of positive experiences
in living with dementia as a broad-spectrum biopsycho-
social condition, all types of dementia were considered.
Studies were only included if they had used well-estab-
lished criteria to confirm the existence of dementia in
their participants (e.g. ICD-10; WHO, 1992. DSM 1V;
APA, 2000), regardless of severity. Once these prelimi-
nary inclusion criteria had been met, studies were only
included if, in addition, they contained evidence of posi-
tive lived experiences, positive states, attributes or capa-
bilities. This was achieved in three stages. First,
retrieved papers were reviewed by title, to select for
lived experience studies. Abstracts were then screened
to ensure that the studies contained subjective accounts
and that participants were people with a diagnosis of
dementia, rather than caregivers. Finally, full text
papers were screened. In particular, a detailed, qualita-
tive examination of results sections was conducted to
look for evidence of positive lived experiences and
capabilities.
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Articles were not included if they:

(1) Were published in a language other than English.

(2) Were biographical or auto-biographical accounts
of living with dementia from the perspective of a
single person with dementia.

(3) Lacked an empirical basis, i.e. absence of a dis-
cernible research methodology.

(4) Were reviews of the literature on lived experien-
ces in dementia. We sought to examine primary
and reliable sources of evidence pertaining to the
extent to which positive strengths and experiences
are present in dementia and to synthesize this
evidence interpretively.

(5) Related exclusively to young-onset dementia as
the needs and experiences of people with young-
onset dementia are likely to be distinct and diver-
gent from those of older people and therefore
deserve attention in their own right (see e.g.
Clemerson, Walsh, & Isaac, 2013).

(6) Prioritized the views of family or professional
care-givers over those of people with dementia.
Some studies include accounts given by care-
givers but these are used to contextualize and tri-
angulate themes that emerge from primary
accounts given by people with dementia (e.g.
Clare, Roth, & Pratt, 2005).

(7) Only explored circumscribed experiences in
dementia (such as receiving a diagnosis) rather
than ongoing lived experiences.

(8) Did not report any aspect of positive lived experi-
ences in dementia anywhere in the study.

(9) Lacked evidence of adequate methodological
quality, following a systematic evaluation of
quality of methods and validity of findings (see
below).

2.2. Quality assessment

We followed approaches used by Steeman et al. (2006)
and Thomas and Harden (2008) for the systematic assess-
ment of methodological quality of qualitative studies, in
order to maximize the validity and reliability of the
review’s findings. We evaluated the quality of each
included study using a pre-established, structured rating
instrument (Methodology Checklist: Qualitative Studies
— National Institute for Health and Clinical Excellence
[NICE], 2009) that focused on five key areas: (1) clarity
of reported aims; (2) study design; (3) methods (data col-
lection, ethical issues and researcher reflexivity); (4) rig-
our of data analyses; (5) validity, relevance and critique
of findings. We paid particular attention to the adequacy
of sampling techniques and the apparent rigor of data
analyses to ensure that any identified accounts and themes
relating to positive experiences and/or attributes were
derived from a transparent analytic strategy and that pre-
sented themes were credible in representing the personal
experiences of participants living with dementia. Ratings
of methodological quality were conducted by the first two

authors and moderated by the third, with no significant
disagreements arising.

Studies were given categorical ratings to reflect the
extent to which the validity of their findings was likely to
be threatened by their methodological quality (Table 1).
In accordance with the quality checklist that we employed
(NICE, 2009), studies were assigned ‘category A’ ratings
if they fulfilled all stated criteria or if any unfulfilled crite-
ria were judged very unlikely to alter their findings and
conclusions. Studies were assigned to ‘category B’ if they
fulfilled most key criteria (more than 50%) on the check-
list, showed clear evidence of rigour in data analysis and
if, overall, any unfulfilled criteria were judged unlikely to
alter their findings and conclusions. Studies assigned to
‘category C’ were those for which key methodological
criteria (adequacy of reported sampling techniques, data
collection and/or rigour in data analysis) were unfulfilled
and where the validity/relevance of findings were there-
fore unclear. Studies in this category were excluded from
the synthesis if, in addition, data analyses were deemed to
lack any clear rigour and there was insufficient evidence
that bias had been controlled.

2.3. Analysis and synthesis

The method of ‘thematic synthesis’ described by Thomas
& Harden (2008) was used as a basis for the analysis and
synthesis of accounts of positive experiences evident in
identified studies. We also drew on the method for meta-
data analysis described by Paterson et al. (2001) and on
concepts discussed by Zimmer (2006). An iterative,
inductive analysis was undertaken by the first two authors,
firstly in isolation and later in collaboration. This initially
involved the line-by-line reading and re-reading of the
results sections of each article in order to isolate and
extract any positive experiences/states and related themes
that were presented by each study. These themes, along
with related primary quotations, were then themselves
(re)interpreted and coded into broader descriptive themes,
within and then across articles. These descriptive themes
formed the basis for the next interpretative level of syn-
thesis in which higher level themes pertaining to the
nature of positive experiences and attributes in dementia
were generated. Following this, descriptive themes were
developed into sub-themes relevant to each higher order
analytical theme, with the aim of constructing an initial
conceptual account of positive experiences in dementia.

3. Results
3.1. Identification and classification of relevant studies

The preliminary database searches yielded 424 qualitative
articles. Sixty-three articles were deemed to be relevant
on the basis of their title and so the abstracts of these stud-
ies were retrieved. Following abstract screening, 23 stud-
ies were excluded because they had not focused on the
continuous experience of living with dementia but looked
at specific elements of people’s experience such as activ-
ity preferences, the experience of receiving a diagnosis or
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experiences of services. Four further studies were
excluded because they had interviewed caregivers along-
side people with dementia but it was not possible to sepa-
rate the analysis to explore the views just of people living
with dementia. Two studies were excluded because they
examined the experiences of living with young onset
dementia. Three studies were excluded because they were
not found to contain any positive reports.

3.2. Characteristics of included studies

Of the 31 articles meeting inclusion criteria, 4 were
excluded following methodological quality assessment.
The majority of participants sampled by the final pool of
27 included studies (see Table 1) lived in the community,
with 20 studies recruiting from a community sample.
Three studies recruited from residential care (Clare et al.,
2008; Graneheim & Jansson, 2006; Jonas-Simpson &
Mitchell, 2005) and four studies included participants
living in a mixture of settings (Dalby, Sperlinger, &
Boddington, 2011; MacRae, 2010; Parse,1996; Roger,
2006). Geographically, samples were drawn from a vari-
ety of countries including, Canada, China, Denmark,
Sweden, UK and USA. All participants had a diagnosis
of dementia, the most common subtype being
Alzheimer’s disease (AD) (with seven studies exclusively
involving people with AD). Other dementia subtypes
examined in the studies were vascular dementia, frontal
temporal dementia, mixed dementia, Parkinson’s disease,
Huntington’s disease and dementia not specified/ unde-
termined. Four studies noted the presence of dementia in
participants but did not specify subtype (Clare, et al.,
2008; Graneheim & Jansson, 2006; Hulko, 2009; Ostwald
et al., 2002). The sample sizes ranged from 2 to 81, total-
ling 439 people with dementia. Two studies did not report
gender (Clare et al., 2008; Jonas-Simpson & Mitchell,
2005) but of those that did, 151 were male and 169
female. Five studies did not report participant ages
(Beard, 2004; Dalby et al., 2011; Jonas-Simpson &
Mitchell, 2005; MacRae, 2010; Parse, 1996), but for
those that did, ages ranged from 50’s (Nygard & Borell,
1998) to 96 (Clare et al., 2008). Two studies reported
data from the same sample of participants (Clare, 2002;
Clare, Roth & Pratt, 2005).

Studies were diverse in relation to their methodologi-
cal and theoretical perspectives. Of those that explicitly
claimed a methodological orientation, 6 used grounded
theory and 13 were phenomenological in approach (10
interpretive and 3 descriptive). Another four used less
prominent methods such as narrative analysis or discourse
analysis. The remainder (Gillies, 2000; Jonas-Simpson&
Mitchell, 2005; Meene, Kinney, & Morhardt, 2002; Ost-
wald et al., 2002) used less well-specified qualitative
methodological approaches. For example, Gillies (2000)
reports an exploratory study using thematic analysis.
Most studies were cross-sectional with the exception of
four longitudinal studies (Clare Roth & Pratt, 2005; Mac-
quarrie, 2005; Nygard & Borell, 1998; Steeman et al.,
2013). The disciplinary orientation of authors was varied

and included clinical psychologists, nurses and social
workers.

3.3. Methodological quality

Five studies were assigned a ‘category A’ status following
methodological quality assessment (see Table 1) but the
majority of included studies (n = 19) were assigned a
‘category B’ status, implying adequate rather than strong
methodological quality overall. The most common reason
for studies failing to earn category A status was lack of
clarity in reporting around sampling and/or data collection
methods. Three included studies were assigned a category
C status on the basis of our methodological assessment
(Harris, 2006; Nygard & Borell, 1998; Ostwald et al.,
2002). In all three, while there was some lack of clarity
regarding the validity of findings, this was primarily
linked to inadequate reporting of recruitment and sam-
pling strategies. Additionally, in all three there was evi-
dence of sufficient rigour in the analysis of qualitative
data with no clear evidence of potential biases.

Although all studies showed at least some evidence of
rigour in data analysis and validity/relevance of findings,
they varied in the extent to which they fulfilled other
methodological criteria in each of the key areas addressed
by the quality appraisal checklist employed. Variation
was most evident in the clarity with which sampling tech-
niques and data collection methods were reported. Only
eleven of the articles clearly reported the roles of the
named researchers with regard to data collection, analysis
and write up. The remainder either lacked clarity on this
or did not report researchers’ roles. Only half of the papers
(13/27) adequately described how ethical issues in the
study were addressed. With the exception of Graneheim
and Jansson (2006) and Sorensen et al. (2008) all articles
clearly reported the implications of their findings but
eleven did not present an adequate methodological cri-
tique of their studies or findings.

3.4. Thematic synthesis — key themes in positive
accounts of experiences in dementia

Three higher order themes and nine sub-themes emerged
from the thematic synthesis. Each of these themes were
represented in at least one study and many studies covered
multiple themes (Table 2). We interpreted these themes as
overlapping rather than mutually exclusive but we made
no assumptions about causal relationships between them.
However, the higher order themes varied in relative ‘size’,
i.e. the extent to which they were represented in the results
of the included papers and we therefore sought to inte-
grate this observation into our interpretive synthesis.

3.5. Engaging with life in ageing

This first higher order theme describes aspects of the liter-
ature associated with general positive experiences of age-
ing well. A pervasive theme within this was a sense of
agency amongst older people living with dementia; a
sense of actively engaging with and appreciating life
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Table 2.

Overview of thematic synthesis with supporting studies.

Higher order theme Sub-theme

Representative studies

Engaging with life in ageing

Keeping going

Love and support

Engaging with dementia Facing it, fighting it

Humour
Hope

Identity and growth Giving thanks

Still being me

Growing and transcending

Seeking pleasure and enjoyment

Clare, Roth, and Pratt (2005); Jonas-Simpson and Mitchell (2005);
Macquarrie (2005); Meene et al. (2002); Mok et al. (2007);
Nygard and Borell (1998); Van DijkHuizen, Clare, and Pearce
(2006)

Clare et al. (2008); Gillies (2000); Jonas-Simpson and Mitchell
(2005) Macquarrie (2005); Mok et al. (2007); Steeman et al.
(2013)

Caddell and Clare (2011); Jonas-Simpson and Mitchell (2005);
Ostwald et al. (2002); Parse (1996); Roger (2006); Steeman
etal. (2013)

Caddell & Clare (2011); Clare (2002); Gillies (2000); Harman and
Clare (2006); Mok et al. (2007); Nygard and Borell (1998);
Parse (1996); Roger (2006); Sorensen et al. (2008), Steeman
et al. (2013); Wolverson et al. (2012)

Langon et al. (2007); Van Dijkhuizen, Clare and Pearce (2006)

Dalby et al. (2011); Gillies (2000); Jonas-Simpson and Mitchell
(2005); Macquarrie (2005); MacRae (2010); Mok et al. (2007);
Nygard and Borell (1998); Ostwald et al. (2002); Wolverson et
al. (2010)

Clare, Roth and Pratt (2005); MacRae (2010); Clare et al. (2008);
Sorensen et al. (2008)

Clare et al. (2008); Harman and Clare (2006); Graneheim and
Jansson (2006)

Jonas-Simpson and Mitchell (2005); MacRae (2010); Steeman et
al. (2013); Werzak and Stewart (2002)

Clare, Goater and Woods (2006); Clare, Roth and Pratt (2005);
Dalby et al. (2011); Graneheim and Jansson (2006); Meene et
al. (2002); Parse (1996); Sorensen et al. (2008)

despite challenges and limitations. Three specific sub-
themes appeared linked to this higher order theme of
active engagement with later life: seeking pleasure and
enjoyment, keeping going and love and support.

3.5.1. Seeking pleasure and enjoyment

Several studies report expressions of pleasure and enjoy-
ment in later life. In some cases, a general satisfaction and
contentment with present life is expressed by people with
dementia:

Oh, my life is about as good as ever I enjoyed it.

(From the theme ‘Feeling Content’; Jonas-Simpson &
Mitchell, 2005, p. 4)

However, many participants in included studies report
taking active steps to enjoy particular activities and derive
real pleasure from doing so (Clare, Roth & Pratt, 2005;
Menne et al., 2002; Macquarrie 2005; Mok, Lai, Wong, &
Wan 2007; Nygard & Borell, 1998). Maintaining engage-
ment with previously valued occupations as well as seek-
ing new challenges seemed important:

I do all the cleaning of the house ... that keeps me going.

(From the theme ‘Pride and Enjoyment’; Macquarrie,
2005, p. 437)

I like the programmes where they ask questions and like
that, to see if I can answer ’em ...

(From the theme ’Problem solving — engaging in activ-
ity)’; Van DijkHuizen, Clare, & Pearce, 2000, p. 87)

Specific examples of valued activities that bring plea-
sure and enjoyment include walking, music, reading,
games, housework and art (e.g. Beard, 2004; Clare, Roth,
& Pratt, 2005; Nygard & Borell, 1998). Overall, what
emerged here was evidence not only that people with
dementia have the capacity to experience enjoyment but
they actively take steps to engage positively with ageing
and they seek meaningful and pleasurable activities as
part of this effort.

3.5.2. Keeping going

For some participants, life is reportedly *much the same’
as it had always been (Gillies, 2000; Jonas-Simpson &
Mitchell, 2005), suggesting that people with dementia can
experience a continuity of life pre- and post-diagnosis.
However, ensuring that life remains the same appears to
require purpose, persistence and energy and this also
involves a conscious decision to ‘keep going’ (e.g. Clare
et al.,, 2008; Macquarrie, 2005; Steeman et al., 2013).
Several studies make reference to the notion that this
‘keeping going’ requires strong agency on the part of the
person with dementia:
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All the while I'm well enough to keep going I’ll keep
going. And that’s it.

(From the theme ‘I’m alright, I’ll manage’; Clare et al.,
2008, p. 716)

A significant part of this effort appears related to a
potential shift in time focus; across several studies partici-
pants make references to focusing on the present rather
than planning for the future and this appears related to
positive coping (see Wolverson et al., 2010) rather than
passive resignation:

I’ve found it is no use worrying, I can only wish to live
each day as it comes.

(From the theme ‘Living each day as it comes’; Mok et
al., 2007, p. 597)

In addition, some studies make references to the
notion that people with dementia retain, and place value
on, having an explicit sense of control, as part of their
effort to ‘keep going’:

...I’m in complete control of my own, whatever 1 want,
intend to do. I get it done and if I don’t want to do it, I
don’t do it and so on.

(From the theme ‘Constructing agency — All that I am’;
Macquarrie, 2005, p. 437)

Overall, this literature suggests that people with demen-
tia are able to communicate their desire to maintain both
their sense of agency and a feeling of continuity in life by
turning toward the present as a means of achieving this.

3.5.3. Love and support

Positive experiences of loving relationships with others
are strongly present in the findings of several studies
(Caddell & Clare, 2011; Jonas-Simpson & Mitchell,
2005; Ostwald et al., 2002; Parse, 1996; Steeman et al.,
2013):

I’ve got a good wife you see, she’s brilliant, she always
helps me...a wonderful daughter and lots of good friends,
you know-what more could I wish for really?

(From the theme ‘Always that connection versus it’s not
just me’; Caddell & Clare, 2011, p. 392)

Participants conveyed the ability to maintain an appre-
ciation of relationships and regard their relationships as a
source of strength and inspiration (e.g. ‘Importance of
relationships’; Jonas-Simpson & Mitchell, 2005). In other
accounts there are indications that people can retain posi-
tive feelings about their close relationships and even posi-
tive expectations about the availability of support:

If my husband wasn’t here, my daughter’s there, and if
she wasn’t, her husband would be there, you know what I
mean? ...

(From the theme ‘Interactions with friends and family’;
Roger, 2006, p. 189)

Together, these accounts demonstrate how, despite
ageing and dementia, people strive to maintain connec-
tions as they engage with their everyday lives; they are
able to continue to appreciate and feel satisfied with their
close relationships, and can actively draw on these for
inspiration and support:

Being with people. I love being with people.

(From the theme ‘Being valued for who you are’, Steeman
etal., 2013, p. 226)

3.6. Engaging with dementia

This second higher order theme captures how, in addition
to engaging actively with life in the context of ageing,
people with dementia actively engage with life and their
dementia. Thus, they report positive experiences in the
context of living with the symptoms and challenges asso-
ciated with the condition. It is apparent that some of the
processes and personal and social resources outlined
above in relation to engaging with life in ageing are also
used by people in dealing with their dementia, sometimes
in modified ways. In particular, the notion of ‘keeping
going’ (i.e. active perseverance through resilience) in
spite of dementia is a consistent theme. Engaging with
dementia actively and positively seems to be underpinned
by a process of ‘facing’ and accepting the condition. For
some, this seems to lead on to actively fighting dementia
while for others hoping and using humour represent posi-
tive coping strategies.

3.6.1. Facing it and fighting it

Living positively despite dementia appears to be a con-
scious decision involving active acceptance of dementia
and choosing to ‘make the best’ of what is retained:

I’ve accepted it, you know, just do the best you can and
that’s all you can do.

(From the theme ‘Interactions with friends and family’;
Roger, 2006, p. 189)

Rather than being resigned to a diagnosis and fate,
acceptance in some form or other such as ‘facing facts’
(Mok et al., 2007) is for some part of moving forward
(Parse, 1996; Sorensen et al., 2008) and is an active com-
ponent of maintaining well-being. For example, Gillies
(2000) reports an account of acceptance as ‘coping on an
emotional level’. For some, the decision to ‘face’ a diag-
nosis is accompanied by a sense that the effects of demen-
tia are not as far reaching or devastating in the context of
day-to-day life as we might traditionally assume:

I still carry on as if nothing happened as such, ’cause noth-
ing major has happened...I’m taking it all in my stride at
the moment.
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(From the theme ‘Life is much the same’. Caddell &
Clare, 2011, p. 389)

In several other accounts, perhaps rather than being
associated with carrying on as before, acceptance is
instead connected with a decision to actively ‘fight’
against dementia, perhaps as part of attempts to maintain
continuity as the illness progresses:

Then you decide, well OK, we’ll fight it as long as we can.

(From the theme ‘Developing a fighting spirit’; Clare,
2002, p. 144)

In such accounts, dementia is framed as a challenge to
be taken up, which in doing so appears to spur or maintain
a sense of agency (Roger, 2006) and a determination
(Wolverson et al., 2010) to live life to the full in spite of a
diagnosis of dementia (Clare, 2002; Gillies, 2000; Harman
& Clare, 2006; Nygard & Borell, 1998). Fighting demen-
tia appears to allow some people to gain a sense of control
(Gillies, 2000) and mastery (Nygard & Borell, 1998).
Again this appears to be an active ‘decision’ taken by the
individual with dementia to fight the dementia for as long
as possible (Clare, 2002), to ‘fight it at the moment, in my
own way, on my own’ (Harman & Clare, 2006).

3.6.2. Humour

The literature demonstrates that people with dementia are
able to enjoy humour and laughter and also value making
others laugh (Langon, Eagle, & Warner, 2007). For some,
humour appears to be associated with coping via taking a
positive perspective which in turn de-emphasizes the posi-
tion and the power of dementia in the context of their
everyday lives:

I’ve got into the habit of making a joke about it otherwise
it would take over my life.

(From the theme ‘Normal vs. abnormal memory loss-put-
ting it into context’;Langon et al., 2007, p. 995)

Humour might be associated with an attempt to main-
tain well-being as it helps people to minimize dementia
and feel more ‘normal’:

I’'m alright; I’'m luckier than a lot of people.

(From the theme ‘Normalizing: Minimisation (humour)’;
Van Dijkhuizen, Clare, & Pearce, 2006, p. 86)

This particular quote and theme seems also to suggest
that social comparisons are linked to this process of put-
ting dementia in context and thus being able to engage in
humour.

3.6.3. Hope

General accounts of expecting the best and maintaining a
positive outlook on life and the future (Gillies, 2000;
MacRae, 2010; Mok et al., 2007) emerged:

Life cannot be a bed of roses, but you can make it pretty
good if you think in the right way.

(From the theme ‘Choosing an attitude for living on’;
Jonas-Simpson & Mitchell, 2005, p. 57)

In particular, the experiencing of hope is both readily
identified by people with dementia and is seen as a natural
process not affected by the condition (Wolverson et al.,
2010). Rather than describing hope as a cognitive process
or expressing specific goals, hope is referred to as a more
generalized motivational force (Dalby et al., 2011; Mac-
quarrie, 2005; Nygard & Borell, 1998; Wolverson et al.,
2010), associated with a sense of agency and determina-
tion that aids living well. Crucially, reference is made in
one paper to the notion that hope in dementia requires per-
sonal effort and agency;

If at first you don’t succeed, there is no use giving up — if
you don’t hope for things you don’t get them.

(From the theme Self activating hope’; Wolverson et al.,
2010, p. 454)

While small in number, reports of experiencing hope
and optimism are present in this literature thus highlight-
ing the potential that people with dementia have, for
retaining these qualities and drawing on them in an ongo-
ing effort to maintain well-being in the face of the
condition.

3.7. Identity and growth

A final higher order theme relates to how people with
dementia actively preserve continuity in their sense of
identity and that this can be connected to re-evaluating
meaning and even growing as a human being. A signifi-
cant component of is the experience and expression of
feelings of gratitude that have been established through a
process of active and positive life review. This theme is
derived from a smaller literature base suggesting that con-
cepts such as gratitude, wisdom and personal growth are
phenomena that do exist and reflect new areas of potential
enquiry in the context of having dementia. We therefore
report aspects of the theme here with the intention of
drawing attention to the potential significance of these
experiences in the lives of people with dementia and their
consequent relevance to ongoing clinical and research
endeavours.

3.7.1. Giving thanks

Several references to a sense of gratitude for a life well
lived were noted. In many cases this was linked to a pro-
cess of positive life review on the part of the person with
dementia (Clare, Roth, & Pratt, 2005; Clare et al., 2008).
In particular, MacRae (2010) draws attention explicitly to
this process in the theme ‘life review’ whereby partici-
pants actively look back in making sense of their lives and
use this to counter-balance other experiences they have in
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the present. The gratitude that is expressed by participants
across several studies also appears associated with feel-
ings of satisfaction and integrity;

I’ve had a lovely life and I feel satisfied.

(From the theme ‘Coping strategies — recounting the life
story’; Sorensen et al., 2008, p. 294)

There is also a suggestion that this in turn may engen-
der hope and agency in actively engaging with the rest of
life that is available;

I’ve had a tremendous life. I wouldn’t trade it with anyone,
and when it ends, you know, I'm just grateful for all I’ve
had, and I’m hoping to enjoy every minute I’ve got left’.

(From the theme ‘Life Review’; MacRae, 2010, p. 300)

3.7.2. Still being me

Many included papers present accounts of how experienc-
ing dementia relates to the preservation of identity and
sense of self. Across studies, the importance of maintain-
ing a sense of identity in general was highlighted as a
strong concern for people with dementia (e.g. Clare et al.,
2008; Harman & Clare, 2006; Steeman et al., 2013). In
tandem, the need to feel of worth and ‘believe in yourself’
was highlighted (e.g. Jonas-Simpson & Mitchell, 2005).
While dementia has clear potential to threaten a person’s
sense of self, what emerged here as a consistent theme
was that people with dementia can also retain the percep-
tion that their identity is stable:

I’m still the same person.

(From the theme ‘Perceived change in self’; MacRae,
2010, p. 297)

You’ve lost your memory but you haven’t lost your mind.
And you’re still the same person.

(From the theme ‘Seeing self as the same person’; Werzak
& Stewart, 2002, p. 81)

Furthermore, that for some people, that process of
adjusting to a diagnosis of dementia may result in a shift
in core values relating to identity (Steeman et al., 2013)
potentially allowing for, the preservation of a positive
sense of identity:

It’s easier now....you may be yourself. Just an ordinary
man.

(From the theme ‘Accepted’; Graneheim & Jansson,
2006, p. 1401)

3.7.3. Growing and transcending

Some report positive experiences as a result of living with
dementia, where, for example, the diagnosis of dementia

enhanced life by allowing new opportunities for self
understanding:

I’ve learned an awful lot in this curious reaction thing...
you understand about yourself...in some ways I could be
grateful for what’s happened.

(From the theme ‘Learned from it/positive aspects’; Clare,
Goater, & Woods, 2006, p. 756)

For others, there is a clear value attached to being able
to contribute and therefore help other people from the
position of having dementia:

There’s this kind of research...I managed to make a con-
tribution...it’s something positive.

(From the theme ‘Making a contribution’; Clare, Roth, &
Pratt, 2005, p. 504)

Other accounts of positive experiences related to shar-
ing knowledge and experiences with others (Sorensen et
al., 2008; Graneheim & Jansson, 2006; Meene et al.,
2002), demonstrating the capacity of people with demen-
tia to accept and transcend the condition (Parse, 1996).
This ability to take a broader view of life and of dementia
appears again to allow some people to put dementia in
context and thereby minimize its impact on their life and
their identity. For some this involves recognizing that life
inevitably contains difficulty and tribulation; ‘without the
rain the flowers wouldn’t grow’ (Dalby et al., 2011,
p. 13). Some other accounts demonstrate an almost spiri-
tual wisdom surrounding a connectedness with humanity at
a deeper level, but within the context of having dementia:

And what’s lovely ... people like me are retiring and get-
ting Alzheimer’s disease and all the rest, at home. All
these other people are queuing up and waiting to go. So
it’s a big cycle.

(From the theme ‘Connections with people’; Dalby et al.,
2011, p. 89)

4. Discussion

A key aim of a person-centred approach to dementia is to
maximize the potential of the individual (Edvardsson,
Winblad, & Sandman, 2008). Valuing and understanding
the strengths and resources that people bring to living
with dementia, in order to ensure holistic and meaningful
evaluations of quality of life, is therefore crucial. Accord-
ingly, this review and synthesis was purposive in docu-
menting positive lived experiences in dementia and the
personal strengths and resources potentially connected
with these experiences. We drew on the perspective of
positive psychology to inform this, as an alternative con-
ceptual framework to the loss-deficit paradigm (see Sabat,
2001) that has arguably underpinned much dementia
research to date.

The influence of a loss-deficit paradigm in dementia
extends to the lived experience research included in this
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review and also to interpretations made by previous
researchers. Notably, we only found two studies that
explicitly examined the positive strengths or resources of
people with dementia (Wolverson et al., 2010; Dalby
et al.,, 2011). While positive subjective experiences in
dementia have been reported elsewhere they are invari-
ably interpreted as a struggle against the threats and losses
that the condition brings, such as ‘fighting spirit’ (Clare,
2002), ‘perseverance’ (Beard, 2004), ‘staying intact’
(Dalby et al., 2011) and ‘resisting the threat’ (Nygard &
Borell, 1998). Elsewhere, accounts of positive experien-
ces have been interpreted as forms of denial or “positive
illusion’ (Taylor, 1989). Consequently, it can be argued
that this narrow paradigm has neglected the notion of a
fulfilled individual who can retain choices, preferences,
and strengths or the person who is capable of agency,
mastery and growth even in the face of chronic illness
(Aspinwall & Tedeschi, 2010). Thus, the potential for
positive human experiences in dementia to co-occur with
those that are difficult has been overlooked.

Previous reviews exploring subjective experiences
(De Boer et al., 2007; Steeman et al., 2006) recognize
that, in an attempt to actively adjust to and cope with
dementia, relationships, acceptance, continuation and
contentment appear vital issues but, consistent with an
underlying loss-deficit paradigm, these have been placed
within a social context of grief, loss, change and uncer-
tainty. By contrast, the findings of this review capture a
preserved sense of agency (Macquarrie, 2005) where
people can actively seek pleasure and enjoyment, love
and support and report experiences of hope, humour,
and personal growth. Our findings therefore provide a
first step towards understanding the conceptual domains
that might underpin positive adjustment in people living
with dementia.

The first of our higher order themes challenges the
notion that living with dementia is the solely negative
experience that might be expected (cf. de Boer et al.,
2007). This theme suggests that, for some, dementia
remains in the background of people’s experiences while
actively striving to age well is in the foreground. This is
consistent with the ‘shifting perspectives’ account of liv-
ing with a chronic condition (Paterson, 2001). Further-
more, the sub-themes of ‘seeking pleasure and
enjoyment’, ‘keeping going’ and ‘love and support’
closely mirror key psycho-social dimensions of successful
ageing such as positive coping, personal agency and social
engagement (Baltes & Baltes, 1990). The notion that peo-
ple with dementia can age successfully has, to date, been
constrained both by narrow conceptualizations of demen-
tia and biomedically focused, unidimensional models of
ageing, but these can be challenged by subjective accounts
(see Cosco et al., 2014). Broader conceptualizations of
successful ageing, as well as related constructs such as
gero-transcendence (Tornstam, 1996) could therefore be
of value to future research into positive subjective experi-
ences in dementia. Equally, the extent to which positive
experiences in living with dementia are related to the pres-
ervation of adaptive personality traits such as positive
affectivity, extraversion and openness to experience (see

Kolanowski, Litaker, & Buettner, 2005) bears further
empirical investigation.

The second higher order theme to emerge from our
synthesis reflects how people actively manage the conse-
quences of dementia. Consistent with a loss-deficit para-
digm we note that people with dementia are regarded as
actively coping, by accepting and ‘fighting’ against the
condition in order to maintain a positive self-concept in
the face of losses and threats (e.g. Clare, 2002). However,
a positive psychology perspective invites a re-appraisal of
people’s experiences beyond common discourses of
‘coping’ (Clare, 2002), ‘maintaining’ (MacRae, 2010) or
‘preserving’ (Harris & Sterin, 1999) by providing new
insights into the personal strengths and virtues (Peterson
& Seligman, 2004) that may also exist in people with
dementia. These include the capacity for perspective (hav-
ing the wisdom to ‘look beyond’ the dementia in accept-
ing it — Clare, Goater, & Woods 2006), bravery (having
the courage to face challenges, threats and difficulties —
Harman & Clare, 2006), persistence (persevering despite
the challenges and obstacles of dementia — Caddell &
Clare, 2011) and vitality (approaching life with enthusi-
asm and energy in spite of dementia — Wolverson et al.,
2010), all of which we noted within our review. Hope and
humour deserve particular consideration as potentially
key personal resources that help people with dementia to
live well. Indeed, both are well documented as strong pre-
dictors of well-being and adjustment in a range of other
chronic health conditions (see Lefcourt, 2002; Rand &
Cheavens, 2009). They might therefore be considered pos-
itive outcomes in their own right in the context of demen-
tia or may facilitate other positive outcomes and quality
of life generally and further research could explore these
issues. Humour may serve the function of maintaining
and strengthening close social bonds and may therefore
take on extra significance in the lives of older people liv-
ing with dementia (Stevens, 2012). The nature and func-
tion of hope may alter for people living with dementia
(see Wolverson et al., 2010) and the possibility that hope
in dementia relates to a process of active acceptance, as
described within the theme Facing it and Fighting it, is a
valuable question that further qualitative work should
investigate.

The notion that people living with dementia can retain
such resources and that they might operate to help in tran-
scending their condition and maintaining supportive rela-
tionships stands in contrast to a dominant biomedical
model of deficit and inexorable decline. Extending the
notion of living well in spite of dementia, our third higher
order theme hints at the possibility of living well because
of having dementia. The nature of gratitude, growth and
transcendence have yet to be fully examined in people
who live with dementia. It should not be presumed that
growth is prompted only by traumatic circumstances
(Weiss, 2014), but may be related to aging well (e.g. gero-
transendence, Tornstam, 1996). How positive personal
factors such as gratitude, wisdom and self-compassion
might support the continuation of a positive sense of self
in dementia are also important questions for future
research to address.
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5. Limitations

Some comments must be made with regard to the limita-
tions of this review, which relate both to the quality of the
retrieved studies and the methodology employed by this
review itself. Controversy exists in relation to whether
and how qualitative studies of differing methodological
and epistemological positions can be compared on meth-
odological quality (Walsh & Downe, 2005) and we
acknowledge this. However, according to the quality
assessment we employed, only 5 of the 27 studies showed
strong methodological quality, which raises important
questions regarding scientific rigor generally in this field.
Key problems with this literature base relate to variation
in quality of data collection and sampling methods, lack
of transparency in reporting issues such as researcher roles
and also consistency of methodological critique. This has
the potential to limit the validity of our own interpreta-
tions and may dilute the perceived value of the lived expe-
rience literature. The need to ensure high levels of rigor
and transparency in future qualitative research into posi-
tive lived experiences in dementia is clearly important.

The generalisability of samples included in extant
lived experience studies represents a further methodologi-
cal limitation for this review. Participants involved in
studies of lived experiences in dementia are invariably
those who, despite their condition, are still able to com-
municate verbally (De Boer et al., 2007). As such, sam-
ples are often weighted toward people in the earlier stages
of dementia, who are often community dwelling. Few
studies have explored living with moderate to severe
dementia and so we do not know if such positive experien-
ces and states as we interpret and describe here can be
generalized to those surviving longer with the condition
in different contexts. In addition, the samples in included
studies are usually weighted toward white, educated mid-
dle-class women. It is therefore possible that the interpre-
tations we have made with regard to the nature of positive
lived experiences are unduly influenced by the relative
privilege and dominant values and assumptions of that
subgroup rather than representing people with dementia
as a whole, thus inadvertently reflecting a process of mar-
ginalization in dementia that has been documented and
discussed by others (see Hulko, 2009).

Further potential limitations exist regarding the meth-
odology employed by this review. The synthesis of quali-
tative studies is challenging because of the divergent
epistemological and methodological positions adopted
and the resulting risk of losing the context and original
meanings of participants’ experiences when synthesizing
across studies. Careful attention must be paid to examin-
ing convergences and divergences in interpretations of
personal experiences between studies, which are poten-
tially moderated by methodological quality and the influ-
ence of meta-theoretical positions (e.g. implicit loss-
deficit paradigms). A related issue is that data extraction
and re-interpretation were inevitably inferential processes
subject to our own assumptions as researchers interested
in positive experiences in dementia as well as the purpo-
sive nature of the review itself. For example, while some

quotations selected for inclusion were explicitly positive
others were more ambiguous and subjective: [ hardly ever
think about that, one wants to repress having a disease,
even if one knows it is there (in Nygard & Borell, 1998;
under the theme ‘resistance and management of threat”)
and thus more open to a positive reinterpretation. More-
over, as a consequence of the way other researchers have
managed positive reports, sometimes quotations were
selected as positive that had not been attached to a particu-
larly positive theme within the source paper. While it is
our view that the extracted data and its interpretation do
represent the experiences of participants in included stud-
ies this is open to debate and re-interpretation itself.

6. Conclusions

The systematic and explicit exploration of positive
strengths and virtues in the lives of people with dementia
is necessary in order to understand lived experiences in
their entirety and therefore inform person-centred per-
spectives. Our intention is not to make light of or to glam-
orize the experience of dementia and we must remain
mindful of falling prey to the ‘tyranny of the positives’
(see Held, 2004) in relation to dementia. Nonetheless, this
review and synthesis promotes a balanced perspective
where positive experiences are not overlooked and can be
understood using positive psychology perspectives and
concepts. We conclude that people living with dementia
can retain important strengths and have positive experien-
ces in spite, and even because of, living with the condi-
tion. A positive person-centred approach to dementia care
and research should transcend any ongoing debate about
whether or not such experiences can be regarded as ‘real’
and instead should look toward how they can be facili-
tated and maximized in order to help the individual living
with dementia achieve his or her optimal level of
functioning.
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