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Participation as means for adaptation in dementia: a conceptual model

Sylwia M. G�orska, Donald Maciver and Kirsty Forsyth

School of Health Sciences, Queen Margaret University, Edinburgh, UK

ABSTRACT
Objectives: There are a number of conceptual models of dementia, capturing a range of biopsy-
chosocial factors. Few integrate the lived experience of dementia. The aim of this study was to
develop a conceptualisation grounded in the first-hand accounts of living with the condition and
reflecting its complexity.
Method: The study was conducted within an explanatory, critical realist paradigm. An overarching
narrative approach, informed by a previously completed systematic review and metasynthesis of
research on the lived experience of dementia and the assumptions of complexity theory, was used
to guide data collection and analysis. Data were contributed by 31 adults, including 12 people liv-
ing with dementia and 19 family caregivers.
Results: The experience of living with dementia was conceptualised as a process of adaptation
through participation, emerging from ongoing, dynamic and nonlinear interactions between the adap-
tive capacity of a person with dementia and the adaptive capacity within the environment. The pro-
posed conceptual model describes contexts and mechanisms which shape this capacity. It identifies a
range of potential outcomes in dementia. These outcomes reflect interactions and the degree of
match between the adaptive capacity of a person and the adaptive capacity within the environment.
Conclusion: By recognising and exploring the potential for adaptation and enduring participation
in dementia, findings of this research can support practitioners in facilitating positive outcomes for
people affected by the condition.
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Introduction

This research seeks to contribute a conceptual model of
dementia reflective of lived experience. It is anticipated
that this model can support practitioners in facilitating
positive outcomes.

Polarisation of conceptual positions

Thinking about dementia has been dominated by biomed-
ical models, which explain symptoms in relation to neuro-
pathology (Cheung, Chien, & Lai, 2011). However, despite
contributions to the understanding of the neurological
aspects of dementia and efforts to manage symptoms
(Cheung et al., 2011), researchers within the social model
of disability argued that the biomedical models do not
offer a comprehensive account of the condition (Downs,
Clare, & MacKenzie, 2006).

This critique led to research efforts aiming to understand
factors determining people’s experience of dementia. As a
result, conceptualisations of dementia evolved to incorpor-
ate biological, psychological and social domains (e.g. Kales,
Gitlin, & Lyketsos, 2015; Kitwood, 1997; Sabat & Harr�e, 1992;
Spector & Orrell, 2010). The biopsychosocial view has been
influential in empowering people with dementia to chal-
lenge accepted constructions of their experience (Dorenlot,
2005) and triggered a drive for change (Innes & Manthorpe,
2013). However, just like the biomedical understanding,
biopsychosocial models have been contested as limiting

(Zwijsen, Van der Ploeg, & Hertogh, 2016), with Dewing
(2008) arguing that they fail to fully deal with the notion of
embodiment and its importance.

Such polarisation of conceptual positions in relation to
dementia is unhelpful and inaccurate (Manthorpe & Iliffe,
2016; Zwijsen et al., 2016), particularly in light of research
evidence showing the malleability of a nervous system in
contact with the environment (neuroplasticity) (Vance,
Roberson, McGuinness, & Fazeli, 2010). As a result, the
need for fresh conceptualisations of dementia, incorporat-
ing the lived experience and capturing its complexity, has
been increasingly recognised (Dewing, 2019; Manthorpe &
Iliffe, 2016; Zwijsen et al., 2016).

First-hand experience

Theoretical conceptualisations shape professional approaches
to care and socio-cultural attitudes towards people with
dementia (Innes & Manthorpe, 2013), with implications for
stigma, reduced mental health and wellbeing (Riley,
Burgener, & Buckwalter, 2014). Existing conceptualisations
are dominated by knowledge based on professional expert-
ise, rather than personal experiences (Bartlett & O’Connor,
2010). This is because, for a long time, due to the assump-
tion of diminished competence, people with dementia were
excluded from academic and clinical discourse (Rabins,
Kasper, Kleinman, Black, & Patrick, 1999). This exclusion nar-
rowed explanatory potential of research and deprived peo-
ple with dementia of participation in the development of
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knowledge that influences their experience (Bartlett &
O’Connor, 2010; Dewing, 2019; Swaffer, 2014; Zeilig, 2013).

It is recognised that, in order to truly move towards per-
son-centred care and ethics, our understanding of dementia
must incorporate the lived experience (Dewing, 2019; Estey-
Burtt & Baldwin, 2014; Swaffer, 2014). This will facilitate con-
sideration of “complex configurations of a person’s values,
wishes, needs, context, web of relationships, situated-ness in
terms of history and place, and their desired trajectory(ies)”
(Estey-Burtt & Baldwin, 2014, p. 59); alongside existing theor-
etical explanations (Dewing, 2019). Over the last two deca-
des, due to better understanding of issues pertaining to
insight, awareness and competence (Clare, 2004; Howorth &
Saper, 2003; Trigg, Jones, & Skevington, 2007) and emerging
contributions of people with the lived experience (e.g.
Bryden, 2015; Swaffer, 2016; Taylor, 2006), research on the
lived experience has been growing (e.g. Karlsson,
Savenstedt, Axelsson, & Zingmark, 2014; Lawrence, Samsi,
Banerjee, Morgan, & Murray, 2011). However, due to the pre-
dominantly descriptive/interpretive nature of individual stud-
ies, their potential to inform theoretical developments has
not been realised (G�orska, Forsyth, & Maciver, 2018).

Recently, this research has been subject to metasynthe-
sis (G�orska et al., 2018), indicating that people’s experience
is shaped by multiple personal and environmental factors
which remain in a constant, transactional relationship to
each other and determine the way people adjust over
time. This is in line with complexity theory which considers
experience from multiple levels, from molecular to cultural,
views development as emergent, non-linear and multi-
determined, and provides theoretical principles for under-
standing the process of change (Bronfenbrenner, 1994;
DiCorcia & Tronick, 2011; Gurland & Gurland, 2009; Keenan,
2010, 2011; Kielhofner, 2008; Roy & Andrews, 1999;
Schroots, 1995; Szanton, Gill, & Thorpe, 2010; Thelen, 2005;
Townsend & Polatajko, 2013; World Health Organisation
(WHO), 2001). However, although the aforementioned
metasynthesis was informative in identifying key personal
and environmental factors affecting people’s experience
and recognising adaptive behaviours that people engage
in, due to methodological limitations of the included stud-
ies, the dynamic relationships between contextual factors
and mechanisms underlying adaptive behaviours could not
be fully explored.

Hence, this research examines findings of a previously
completed metasynthesis of research on the lived experi-
ence of dementia (G�orska et al., 2018) against the narrative
data contributed by those affected by the condition. To
maintain focus on complexity, the study design was
informed by realist evaluation methodologies (Pawson &
Tilley, 1997) and relevant complexity-consistent frameworks
(e.g. DiCorcia & Tronick, 2011; Keenan, 2010, 2011;
Kielhofner, 2008; WHO, 2001). To our knowledge, this
research is the first to put forward a conceptualisation of
dementia built from a synthesis of contemporary literature
and incorporating first-hand experience.

Methods

Design

As this study aimed to contribute a conceptual model
reflective of lived experience, it was important to seek

accounts of those directly affected (Bogdan & Biklen, 1998).
Hence, we used a narrative methodology (Clandinin, 2013;
Stanley, 2008) to study stories contributed by both people
with dementia, hereafter referred to as ‘person/people’;
and their family members, denoted as ‘caregivers’.

The analysis was informed by assumptions of critical
realism, which recognises the importance of meaning and
context, allowing investigation of dementia inclusive of voi-
ces of those affected by the condition as well as know-
ledge generated through previous research (Ritchie &
Lewis, 2003). It emphasises the importance of and provides
means for investigating mechanisms shaping outcomes,
enabling the complexity of dementia to be captured
(Fletcher et al., 2016; Pawson & Tilley, 1997).

Participant selection

Participants were recruited from dementia health and social
care services within a local authority in central Scotland.
Participants were provided with information about the
study, both verbally and in writing, and granted written
informed consent.

A maximum variation sampling (Patton, 2002) was used
to facilitate recruitment of participants across the dementia
spectrum. Guidance was sought from medical services and
from caregivers to evaluate the ability to make an informed
decision, to consent, and to participate. Only those individ-
uals who were able to give informed consent were asked
to participate.

Thirty-one adults, 12 people with dementia (38.7%) and
19 caregivers (61.3%); were recruited. This includes ten
family dyads. Characteristics of all participants are summar-
ised in Tables 1 and 2.

Table 1. Sample characteristics, people with dementia (n¼ 12).

Frequency % Mean SD Range

Gender
Male 1 8.3
Female 11 91.7
Marital status
Married 4 33.3
Widowed 7 58.3
Divorced 1 8.3
Household circumstances
Living alone 6 50
Living with partner 4 33.3
Household of three 2 16.7
Source of informal support�
Spouse 4 42
Adult children 7 58
Use of formal services��
Home Care 7 58.3
Day Services 8 66.7
Diagnostic group
Alzheimer’s Disease 7 58.3
Unspecified Dementia 3 25
Mixed 2 16.7
Severity of dementia
Mild 8 66.7
Moderate 4 33.3
Age (years) 84 5.37 77–93
Time at current address (years) 48 9.98 27–62
SIMD (quintile) 2.75 .62 2–4
Time from onset to

diagnosis (years)
3.25 2.92 0–11

�Total number < 12 as one of the participants lives alone and does not
receive any informal support.��Total number > 12 as some participants receive both forms of support.
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Data collection

Interviews were designed according to Jovchelovitch and
Bauer (2000) guidelines which, while facilitating a spontan-
eous narration of participants’ experience, ensured that
issues and concepts central to this research were suit-
ably explored.

Critical realist-informed interviews require the researcher
to have detailed knowledge of previous relevant research,
which is tested against interview data (Pawson & Tilley,
1997). Accordingly, findings of previously completed meta-
synthesis of research on the experience of living with
dementia (G�orska et al., 2018) informed the design of the
interview schedule, allowing exploration of contextual fea-
tures and mechanisms affecting possible outcomes in
dementia (Pawson & Tilley, 1997). In other words, personal
and environmental factors identified through metasynthesis
as shaping people’s experience of living with dementia,
and relationships between these factors, were explored
through narrative interviewing. Interviews were audio
recorded and lasted on average 60min. Each interview was
transcribed verbatim to facilitate analysis.

Data analysis

The analytic procedure drew on principles of narrative ana-
lysis, and incorporated two methods, ‘categorical’ and
‘holistic’ (Lieblich, Tuval-Mashiach, & Zilber, 1998). In the cat-
egorical approach, narratives were analysed in the search for
themes and features, to identify and explore mechanisms
that may lead to outcomes, and what aspect of context may
matter. A framework approach (Ritchie & Spencer, 2002),
allowing concepts derived from existing theories to be
combined with concepts emerging ‘de novo’; was used as
support. Analytical procedures included familiarisation, identi-
fication of thematic framework, charting themes, and map-
ping and interpreting data (Ritchie & Spencer, 2002). The
approach allowed testing findings of the metasynthesis of
research on the lived experience of dementia (G�orska et al.,
2018) and basic assumptions of complexity theory (e.g.
DiCorcia & Tronick, 2011; Keenan, 2010, 2011; Kielhofner,
2008; WHO, 2001) against narrative data, while ensuring that
results were grounded in participants’ perspectives.

As categorical analysis carries risk of underemphasising
the unique aspects of each story (Polkinghorne, 1995) and
may overlook the systemic and contextual character of
reported experiences (Layder, 1998); holistic narrative analyses

were also performed. This allowed consideration of partici-
pants’ accounts in their entirety (Lieblich et al., 1998), facilitat-
ing appreciation of temporal order, causality, motivations and
choice, and contextual influences (Polkinghorne, 1995). This
component of the analysis was informed by the realist evalu-
ation perspective which ‘focusses on developing, testing and
refining theories regarding complex causal mechanisms and
how these interact with individuals’ agency and social context
to produce outcomes’ (Fletcher et al., 2016, p. 287). Realists
consider that experience (Outcome) emerges out of dynamic
and complex interactions between features within individuals
and their environment (Contexts), which are shaped by a
range of biological, psychological and social processes
(Mechanisms). Hence, the main objective in this study was to
explore how different mechanisms, within different contexts,
lead to adaptive or maladaptive outcomes for people affected
by dementia; otherwise known as CMO configurations
(Pawson, 2006).

Rigour

Methods used to safeguard rigour included a robust philo-
sophical and theoretical grounding of research design; tri-
angulation of theory, methods, sources and interpretations;
contradictory case analysis; and ongoing reflexivity
(Lincoln, Lynham, & Guba, 2011).

Ethics

The research protocol was endorsed by the South East
Scotland Research Ethics Service (NR/1109AB20). The main
ethical considerations included participants’ beneficence,
informed consent and confidentiality. These were managed
in accordance with relevant legal and policy requirements
(Scottish Government, 2000; UK Government, 2005).

Results

The main output of this study is the ‘Adaptation through
Participation’ conceptual model, presented in Figure 1. We
define participation as “engagement in activities of daily
living that are part of one’s sociocultural context and are
necessary to one’s well-being” (Kielhofner, 2008, p. 101).
Adaptation is conceptualised as a regulatory process acti-
vated in response to change within the person or within
the environment, determined by the status of and transac-
tional interactions between multiple factors within the per-
son and within the environment; aimed at achieving a
match between person’s needs and environmental resour-
ces/demands (DiCorcia & Tronick, 2011).

The three main themes identified in the study are repre-
sented in the model: (1) Adaptive capacity of a person with
dementia (Context and Mechanisms); (2) Adaptive capacity
within the environment (Context and Mechanisms); (3)
Adaptive processes and outcome trajectories. Example nar-
rative evidence for all themes is presented in Table 3.

Theme 1: Adaptive capacity of a person
with dementia (context and mechanisms)

Adaptive capacity of a person is understood as the poten-
tial within a person to adjust to internal or external

Table 2. Sample characteristics, family members (n¼ 19).

Frequency % Mean SD Range

Gender
Male 5 26.3
Female 14 73.7
Marital status
Married 13 68.4
Divorced 1 5.3
Separated 1 5.3
Single / never married 4 21.1
Employment status
Full-time employment 1 5.3
Part-time employment 2 10.5
Self-employed 1 5.3
Unemployed 3 15.8
Retired 11 57.9
Voluntary work 1 5.3
Age 64.89 13.97 40 – 84
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changes. This capacity is underpinned by dynamic, nonlin-
ear interactions between personal and environmental fac-
tors and mechanisms described below.

Context
We identified four interrelated contextual factors affecting
people’s adaptive capacity: (1) individual history of partici-
pation and adaptation, (2) experience of symptoms, (3)
motivation for participation and (4) identity.

Overall, individual history of participation and adaptation,
incorporating life-long values and interests as well as previ-
ous exposure and ways of responding to challenges, was
found to shape people’s adaptive responses and choices.

…my mum’s never been a big reader, because from a very
young age she had to do so much work. [… ] She does some
knitting, yes, she has got knitting on the go, she just doesnae
do it as much. (Caregiver 4)

Experience of symptoms was also important. The impact
of symptoms was reported to increase with their severity.
Symptoms were crucial in shaping people’s motivation for
participation and, in turn, their capacity to adapt. Both peo-
ple with dementia and caregivers associated the experience
of cognitive, psychological and physical symptoms with
diminishing skills. This related to a wide range of skills and,
with the progression of the condition, was reported to
result in a deteriorating ability to complete activities; lead-
ing to a decreased sense of competence and, conse-
quently, reduced motivation.

I believe I could still do things but I’ve got a fear of tackling
things that I used to do before and I don’t think I can do it
now for some reason. I seem to have lost… My mind doesn’t
seem to work the same how I used to do all these things.
(Person 4)

Another factor related to the experience of living with
dementia was identity. Changes in participation did not

appear to affect identity if people were able to engage in
activities that were meaningful and important. But, diffi-
culty maintaining participation in meaningful activities
appeared to hinder their ability to incorporate the experi-
enced changes into identity. Despite this, both people with
dementia and caregivers reported a maintained sense of
identity into advanced stages of the condition. Sense
of identity influenced choices that people made in terms of
participation and was a powerful mechanism determin-
ing adaptation.

R: [… ] there is a big change in me, I know that myself. And
sometimes I feel I should kick myself out of it. I don’t think I
can change myself back again. I: So what is the change about?
What has changed? R: I used to be able to go out myself and
things like that. I can’t do that now. (Person 1)

Mechanisms
Five mechanisms shaping the adaptive capacity were iden-
tified, these include: (1) sense of meaning, (2) sense of
competence, (3) sense of agency, (4) sense of connected-
ness, (5) sense of self.

Sense of meaning signifies the importance and value
that daily participation holds for people. It is developed
over time through history of participation as individuals
experience and reflect upon their engagement in activity,
‘I’ve always been interested in music and in jazz music –
boogie woogie – liked the music. We used to go to sym-
phony concerts in the [Concert Hall], which I thoroughly
enjoyed’ (Person 6).

Participants indicated that sense of meaning is triggered
when a person experiences enjoyment, satisfaction or a
sense of achievement. It appears to be influenced by an
interaction between an individual’s sense of competence,
agency, connectedness and self; and the adaptive capacity
within the environment.

Figure 1. Adaptation through Participation model.
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Sense of competence reflects the degree to which indi-
viduals are confident that they have the skills required for
successful participation in the activities that they wish or
need to do. Sense of competence is elicited when a person
experiences accomplishment. It is shaped by a dynamic
interplay between experienced symptoms, meaning
assigned to participation, sense of agency, connectedness
and self; and the capacity of the environment to support
participation. Data indicates that sense of competence
might be particularly sensitive to the level of awareness
experienced by a person i.e. with the progression of
dementia, a person who has intact awareness may demon-
strate a reduced sense of competence related to their per-
ception of reduced skills for participation. Due to
experienced symptoms and inadequate external support, a
person may experience a disproportionate loss of sense of
competence leading to loss of skills for participation, des-
pite objectively preserved abilities, ‘Mum is forgetting how
to do things because there’s a lot of people now coming
in who are doing things for her’ (Caregiver 10).

Impaired awareness may prevent people adjusting their
sense of competence. They may continue to engage in
activities for which they lack skills. This, combined with
inadequate external support, may lead to withdrawal as a
person experiences repeated failure and associates activ-
ities with negative thoughts and emotions.

Sense of agency signifies belief that one has control over
the initiation and execution of activities. Findings suggest
that sense of agency is activated when one experiences a
sense of control in relation to choices and decisions.
Although sense of agency appears to result from a
dynamic interaction between experienced symptoms, sense
of meaning, competence, connectedness and self; and the
adaptive capacity within the environment; analysis of narra-
tive data indicates that, in the context of dementia, per-
sonal sense of competence and the adaptive capacity
within the environment play a key role.

when I go to the doctor my daughter comes with me usually,
I’m sure she comes in with me to make sure what they’re tell
me. [… ] If she didn’t come in with me and I was saying
maybe I have to take [medication] every two hours and it’s
maybe wrong me saying that it should be every four hours you
know. (Person 4)

While a person’s sense of competence determines
whether they engage in an activity; the proportionality of
support, social attitudes and consistency of the environment
can either support or undermine the sense of agency.

Sense of connectedness incorporates a sense of security
and belief that one remains in respectful and caring rela-
tionships. In this study, sense of connectedness was found
to be realised when people experience positive, consistent
interactions with their environment. A dynamic interaction
between experienced symptoms, sense of meaning, com-
petence, agency and self; and the adaptive capacity within
the environment influence this experience. However, it
appears sensitive to memory problems and confusion, and
other symptoms affecting communication and interaction,
‘I used to speak in company, I am sitting quiet. I am not
taking things in as well as I used to’ (Person 2).

Sense of self refers to a composite sense of who one is,
incorporating an individual’s sense of meaning, compe-
tence, agency and connectedness, reflected in typical

patterns of participation and social roles and enacted
within one’s environment. This was reflected in the
researcher’s interaction with a 90 year old female (person
7), who had difficulty incorporating her diagnosis into her
sense of self (“nothing wrong with it [my memory]”).
Instead, she manifested her sense of self, incorporating her
current sense of meaning, competence, agency and con-
nectedness, in response to the researcher’s remarks about
her garden which, according to her daughter, has been her
lifelong passion:

[… ] after the interview, when I was admiring the garden
[Person 7] became quite animated. She opened the back door
and showed me her garden, which she is obviously proud of.
[… ] She explained that it’s too big for her to keep and that
her son in law does the gardening for her. [… ] She was visibly
pleased when I asked about the garden and happy to have the
opportunity to show it to me. (Field notes extract)

Our findings suggest that, if the ability of a person to
engage in meaningful activities and roles is supported by
their personal capacities and by their environment, the
sense of self remains preserved, supporting ongoing par-
ticipation. If one or more components of this dynamic is
compromised, one’s sense of self may be threatened which
resonates in a person’s pattern of participation.

Theme 2: Adaptive capacity within the environment
(context and mechanisms)

The adaptive capacity within the environment is under-
stood in terms of a potential within the environment to
adjust or be adjusted to changes occurring within it or
within individuals participating in its context. The environ-
ment, in the context of this study, is understood broadly as
physical, social and cultural features of one’s context
(Kielhofner, 2008; WHO, 2001). In their narratives, partici-
pants across the sample referred to all these aspects.
However, in the analysis, the societal and relationship fea-
tures came up as strongest themes and these are emphas-
ised in our model.

Key contextual factors reported by participants across our
sample included family and important others, formal services
and local communities; whereas most impactful mechanisms
were: support from others, social attitudes and consistency of
routine, people and places. The impact of these contextual
factors and mechanisms relative to people’s experience of
living with dementia has been well documented within the
literature (e.g. Bosco et al., 2019; Brittain, Corner, Robinson,
& Bond, 2010; Bunn et al., 2012; Fetherstonhaugh, Tarzia, &
Nay, 2013; Gilmour, & Huntington, 2005; G�orska et al., 2013;
Harman & Clare, 2006; Holst & Hallberg, 2003; Langdon,
Eagle, & Warner, 2007) and therefore will not be expanded
upon here. For example narratives supporting these themes
see Table 3.

Theme 3: Adaptive processes and adaptive trajectories

Adaptive processes
Based on our analysis, outcomes in dementia are influ-
enced by on-going, dynamic interactions between contexts
and mechanisms as described above. Before describing a
spectrum of identified outcomes, it is important to consider
the adaptive processes that lead to these outcomes.
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As depicted in Figure 1, when mechanisms are triggered
within a personal context, they enter and influence the
adaptive process, through which a person engages in par-
ticipation, reflects upon the experience and, based on
thoughts and feelings generated as part of this reflection,
makes choices regarding future actions. This adaptive cycle
within a person is also influenced by the person’s environ-
ment, with the environment in turn being influenced
by the person. Outcomes in dementia depend upon the bi-
directional interactions and level of “match” between the
adaptive capacity of the person and the adaptive capacity
within the environment, and are reflected in a person’s pat-
terns of participation and emotional responses.

Outcome trajectories
Identified outcomes ranged between adaptive and mal-
adaptive. Four main trajectories were identified: (1) main-
taining continuity, (2) ongoing adjustment, (3) struggle and
(4) withdrawal. These trajectories reflect various degrees of
match between the adaptive capacity of a person and the
adaptive capacity within the environment. Notably, the
results indicate that outcomes in dementia reflect a spec-
trum rather than distinct categories. All people with
dementia in the sample experienced mixed adaptive trajec-
tories, demonstrating continuity in some and adjustment,
struggle or even withdrawal in others areas of their lives.
Overall an increase in maladaptive trajectories was
observed and reported by the participants with the pro-
gression of the condition.

Maintaining continuity, represents a response to a
change within a person or within the environment, which
disrupts the pattern of participation and emotional well-
being of a person. However, given the match between the
person’s adaptive capacity and the adaptive capacity within
the environment, a person is able to regain continuity.

I was just walking up and down the kitchen, I wanted to get
the cooker right and I couldn’t remember what to do [… ].
Now I put all the washing in and that but [my husband] wants
to see that things are right with the cooker. (Person 2)

Ongoing adjustment reflects the experience of a person
who undergoes recurrent disruptions to their pattern of
participation, caused by internal or external change. In this
trajectory, the adaptive capacity of a person is not suffi-
ciently matched by the adaptive capacity within the envir-
onment and as a result, adjustments of the internal or
external factors and mechanisms are required to facilitate
new or adapted forms of participation. These adjusted pat-
terns of participation result in longer-term stability and are
accompanied by overall positive emotional adaptation by
a person.

I used to [do the washing] maybe only once a week but now I
do it two or three times in a week [… ], and I’ve stopped
putting it out because it’s quite a lot to get out with one hand
so I just do it all in the house now. (Person 11)

Struggle reflects a mismatch between the adaptive cap-
acity of a person and the adaptive capacity within the
environment, where a person and/or others within the
environment struggle to adjust and resort to coping behav-
iours which are not effective in terms of long-term stability.
Consequently, a person experiences repeated failure,
accompanied by negative emotions such as frustration,

disappointment or anger. This may further compromise
their adaptive capacity. As this dynamic includes environ-
ment interacting with a person, its adaptive capacity may
also become compromised.

I would try and get her to change her clothes and she really
would put up great resistance to this. I would say, “Your
clothes are becoming grubby, you need to change, I need to
wash your clothes,” and she would stubbornly refuse. That
used to upset me [… ] (Caregiver 20)

Withdrawal reflects a recurring mismatch between the
adaptive capacity of a person and the environment, leading
to gradual disengagement of a person from participation.
This trajectory is characterised by the experience of persist-
ent stress and exhaustion, on the part of the person and/or
the environment, meaning that successful adjustment is
difficult to achieve, ‘When he’s really distressed he just
goes to sleep, sometimes deliberately and sometimes I
think just he’s had enough. And so, everything shuts down’
(Caregiver 18).

Discussion

The explanatory model proposed in this paper incorporates
literature evidence and first-hand experience of those living
with dementia as part of its conceptual representation. We
have advanced the conceptual work of G�orska et al. (2018)
and examined it against data contributed by people with
dementia and their family members to develop a new con-
ceptualisation. It comes in recognition that much of the
previous theoretical work is biased towards professional
expertise, limiting its explanatory potential and failing to
capitalise on knowledge rooted in the lived experience
(Bartlett & O’Connor, 2010; Dewing, 2019).

This is reflected in current service delivery internation-
ally, with literature suggesting that, although the require-
ment for interventions to support a range of physical,
psychological and social needs is recognised (Brodaty,
Draper, & Low, 2003; National Institute for Health & Care
Excellence, 2018); physical needs are more carefully
assessed and remain the focus of interventions (Brodaty
et al., 2003; Hansen, Hauge, Hellesø, & Bergland, 2018). This
is explained by limited understanding of psychosocial
needs and low availability of interventions to address these
(Hansen et al., 2018).

Hansen et al. (2018) note that psychosocial needs in
dementia are predominantly perceived as related to
depression, anxiety, unrest and safety and that increased
knowledge is required to prevent these “sensitive needs”
(p.8) from being unassessed and unfulfilled. Swaffer (2014)
argues that we can only develop a true picture of the
needs for people with dementia through their direct inclu-
sion in research and scholarly debate. By providing a plat-
form for people affected by dementia to contribute to
knowledge about their experience, we were able to identify
a range of biopsychosocial needs related to one’s experi-
ence of symptoms, as well as sense of meaning, compe-
tence, agency, connectedness and self; which can inform
the assessment and intervention planning process. These
findings are supported by longstanding research highlight-
ing the importance of meaning and selfhood (e.g. Caddell
& Clare, 2010; Sabat 2001), as well as sense of competence
(e.g. Clare, 2002; Preston, Marshall, & Bucks, 2007), agency
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(e.g. Boyle, 2014; Fetherstonhaugh et al., 2013) and mean-
ingful relationships (e.g. Birt et al., 2019; Han, Radel,
McDowd, & Sabata, 2016) for outcomes in dementia.

The focus on first-hand experience allowed recognition
of ongoing participation as a context and means for adap-
tive processes (Imms et al., 2017). The relationship between
the ability to engage in meaningful daily activities and
wellbeing in dementia was previously recognised, but not
explicitly explored relative to the adaptive potential, by
Kitwood (1997). A growing body of evidence emphasises
the relationship between structural and functional plasticity
of the brain, environmental conditions and participation
(Kolanowski, Fick, Clare, Therrien, & Gill, 2010; Sobral,
Pestana, & Pa�ul, 2015; Valenzuela & Sachdev, 2006, 2009;
Vance et al., 2010). It has been recognised that participa-
tion in meaningful activities induces synaptic plasticity and,
in longer term, structural changes in brains of those living
with dementia (Kolanowski et al., 2010; Sobral et al., 2015;
Valenzuela & Sachdev, 2006; Vance et al., 2010). A recent
literature review (Fallahpour et al., 2016) concludes that
participation in cognitive, physical and social activities
might significantly contribute to prevention of cognitive
decline in later-life; identifying phenomena of neural plasti-
city and brain reserve as possible explanations. Positioning
the adaptive capacity in dementia in the context of partici-
pation, as suggested in our research, appears in line with
these findings. Yet, although use of meaningful activity as
a treatment agent is recommended within clinical guide-
lines internationally (Australian Government, 2016; NICE,
2018), evidence suggests that activity-based and other psy-
chosocial interventions remain underutilized and under-
funded (Hansen et al., 2018; Scales, Zimmerman & Miller,
2018). This may reflect the lack of conceptual clarity around
participation.

Fallahpour et al. (2016) note that the existing research
exploring the relationship between participation and cogni-
tive resilience in dementia does not account for important
aspects of participation e.g. subjective experience, which
may influence its role in adapting to life with the condition.
The WHO (2001) conceptualisation of health and disability,
which recognises the importance of participation by posi-
tioning it in intersection between personal and environ-
mental factors and the experience of a health condition,
has faced similar criticism (Hemmingsson & Jonsson, 2005).
The proposed model considers both objective (e.g. capacity
for doing underpinned by individually experienced symp-
toms) and subjective (e.g. sense of competence, motiv-
ation, sense of self) aspects of participation; offering
potential for comprehensive assessment and intervention.
This is important in the context of research indicating that
these factors might be particularly influential relative to
treatment outcomes in dementia (Herholz, Herholz, &
Herholz, 2013; Kolanowski, Litaker, & Buettner, 2005).

The proposed model corroborates knowledge rooted in
professional expertise, clinical observations and/or proxy
reports (Hall & Buckwalter, 1987; Keady et al., 2013;
Kitwood, 1997; Sabat & Harr�e, 1992) or existing theoretical
understandings (Bender & Cheston, 1997; Dr€oes, 1991;
Kales et al., 2015; Spector & Orrell, 2010) by offering evi-
dence routed in the first-hand experience. Like these mod-
els, it recognises the significance of neurodegenerative
processes and positions these alongside other factors

within the person and environment relative to their impact.
It views an experience of living with dementia as an adap-
tive cycle involving dynamic interaction between the per-
son and the environment (Bender & Cheston, 1997; Dr€oes
1991; Keady et al., 2013; Kitwood, 1997; Spector & Orrell,
2010) and supports the idea of person-environment match
(Dr€oes 1991; Kales et al., 2015). Its unique value is in contri-
buting knowledge reflecting the first-hand experience;
knowledge that can stimulate fresh discussions in the field
and open new avenues in terms of policy, practice
and research.

Limitations

Triangulation of existing knowledge with the subjective
perspective of dementia is a strength of this study
(Finfgeld-Connett, 2014, 2016). Using realist informed meth-
ods provides strong foundations for theory development
(Pawson, 2006). However, limitations of any model of any
complex system apply equally to the model developed
through this research. By default, the proposed model is
reductionist – it is impossible to capture and explain all
nonlinear interactions between contributory factors and
mechanisms identified in this study. In fact, considering the
unique character of the experience of dementia, the possi-
bility of identifying and including all relevant factors and
mechanisms is questionable (Cilliers, 2013).

Implications for practice, policy and research

By recognising the role of participation and the potential
for adaptation in dementia the proposed model implies
that, when designing interventions, greater emphasis
should be placed on supporting every day, meaningful par-
ticipation; rather than on isolated functional domains
(Imms et al., 2017). This is supported by previous research
recognising the value of participation as a treatment agent
in dementia; one that offers far greater malleability and
potential than most known risk factors such as genetics,
health conditions or advancing age (Fallahpour et al.,
2016). Yet, more research is needed to further the
understanding of subjective and objective aspects of par-
ticipation and, based on this knowledge, develop compre-
hensive assessments and interventions.

The presented model enhances understanding of con-
textual factors and adaptive mechanisms within both a per-
son and the environment, which determine how people
experience their symptoms, a key recently identified
research priority (Khillan, Gitlin & Maslow, 2018). It also
highlights the role of matching the adaptive capacity of a
person and the adaptive capacity within the environment.
As such, it does not only acknowledge the environment as
a means of support (Kales et al., 2015), but positions it at
the centre of interventions. This too is in line with recent
recommendations (Khillan et al., 2018).

At a global policy level, documents such as the WHO
Draft Global Plan on the Public Health Response to
Dementia (WHO, 2017) advocate the human rights,
empowerment and engagement, and equity for people
with dementia and their carers. Although, thanks to grow-
ing research on the lived experience and inspirational con-
tributions of those directly affected (e.g. Bryden, 2015;
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Swaffer, 2016; Taylor, 2006), much has been achieved to
reduce stigma (Oliver & Guss, 2019); evidence suggests that
much remains to be done (e.g. Batsch & Mittelman, 2012;
Garma, 2017; Sabat 2018, 2019; Swaffer, 2014). Recently,
Sabat (2019) argued that “malignant social psychology”,
still present in our societies, “reflects misinformed thinking
and the resultant malignant positioning of people with
dementia” (p.62). The model presented in this paper chal-
lenges such positioning by emphasizing sense of meaning,
competence, agency, connectedness and self as underpin-
ning potential for enduring adaptation and participation
throughout the dementia continuum. Indeed, the value
assigned within the presented model to ongoing participa-
tion, as both the means and the outcome of adaptive proc-
esses in dementia, and the provision of a means for
identifying its subjective as well as objective aspects, could
inform development of more ethical and person-centred
approaches of assessment and support.
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