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ABSTRACT  

: The way dementia is understood shapes public attitudes towards those living 
with the condition and professional approaches to treatment. This has implications for the 
experiences of those living with dementia. Theoretical models currently guiding care and 
informing public perceptions are limited and incomplete, reflecting professional rather 
than personal experience. They fail to capture the complexity of this experience, potential 
for adaptation and role of participation relative to health and wellbeing. Research 
presented in this thesis contributes towards bridging this gap through developing a 
conceptualisation grounded in the first-hand accounts, reflecting the complexity of living 
with dementia and exploring factors and processes impacting upon adaptation and 
participation. 

: A modified realist explanatory theory building method was used. This included 
triangulation of subjective perspectives of people living with dementia with complexity-
consistent theories, identification of factors contributing to the overall experience, as well 
as causal mechanisms and processes involved. The first phase used qualitative meta-
synthesis of 34 studies on first-hand experience and informed the development of a 
tentative model of dementia experience. During the next phase, this initial model was 
examined against concepts and ideas from 11 complexity-consistent theoretical 
frameworks. In the final phase, a model was scrutinised against narrative data of 12 people 
living with dementia and 19 family members.   

: The experience of living with dementia is conceptualised as “adaptation through 
participation”, emerging from ongoing, dynamic and non-linear interactions between 
multiple contributory factors and causal mechanisms, both personal and environmental. 
The model identifies and explains causal dynamics and adaptive processes shaping 
outcomes in dementia. Possible trajectories of these outcomes are explored, with the 
model indicating that these should be considered in terms of a spectrum rather than 
distinct stages of dementia progression. “A tree and a forest” metaphor is used to depict 
the proposed model and further explain findings. Diverse understandings of the model’s 
key conceptual domains are captured and explored relative to implications for the 
“adaptation through participation” process in dementia. Finally, findings are discussed in 
the context of the relevant theory and research evidence. 

: By emphasising and explaining the potential for adaptation and enduring 
participation in dementia, the conceptualisation proposed in this thesis can contribute 
towards a shift in current policy and practice from the management of deficits to proactive 
support for continuity of participation throughout the dementia spectrum. However, 
before this is realised, additional work aiming at validation of the proposed model, further 
clarification of conceptual domains and causal relationships between them, and 
exploration of the role of multiple accounts of dementia experience, representing 
perspectives of people living with dementia and the important others; is required to 
establish the practical utility of the proposed model. 

 

 Dementia; Personal Experience; Dynamic Systems; Realist Explanatory 
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Streszczenie 

: Sposób w jaki demencja jest rozumiana wpływa znacząco na społeczne postawy w 
stosunku do osób żyjacych z tą chorobą i na metody leczenia / wsparcia. Te z kolei kształtują 
doświadczenia osób chorych na demencję. Teorie które obecnie wpływają na formy opieki i na 
publiczną percepcję demencji są uznawane za niekompletne. Odzwierciedlają one bowiem opinie 
ekspertów, a nie osobiste doświadczenia osób żyjących z chorobą. Co więcej, nie oddają one 
złożoności tych doświadczeń, możliwości adaptacji i roli partycypacji dla zdrowia i samopoczucia 
osób chorych na demencję. Celem niniejszej rozprawy było rozważenie i sformułowanie 
alternatywnej koncepcji demencji, uwzględniającej subjektywne doświadczenia osób żyjących z 
chorobą; ukazującej jej złożoność i identyfikującej czynniki i procesy wpływające na adaptację i 
partycypację. 

: Autor zastosował zmodyfikowaną eksploracyjną metodę konstrukcji teorii, mającą swe 
zródło w realizmie krytycznym. Umożliwiło to triangulację subjektywnych perspektyw demencji z 
istniejącymi teoriami oddającymi złożoność ludzkich zachowań; jak również identyfikację 
czynników przyczynowych i procesów kształtujących osobiste doświadczenia życia z chorobą. W 
pierwszym etapie badania, autor zastosował meta-syntezę jako jakościową metodę identyfikacji i 
syntezy wynikow 34 badań nad subjektywnym doświadczeniem demencji, wynikiem czego był 
wstępny model demencji. Podczas drugiego etapu model ten został poddany analizie w kontekście 
przesłanek jedenastu teorii oddajacych złożoność ludzkich zachowań. W końcowej fazie, model 
został dodatkowo przeegzaminowany w kontekście danych narracyjnych, reprezentujących 
perspektywy 12 osób żyjacych z demencją i 19 członków ich rodzin. 

: Doświadczenie życia z demencją zostało określone jako „process adaptacji poprzez 
partycypację”, postępujący poprzez ciągłe, dynamiczne, nieliniowe interakcje między 
różnorodnymi, osobistymi i środowiskowymi, czynnikami i mechanizmami przyczynowymi. 
Proponowany model identyfukuje i wyjaśnia procesy adaptacyjne determinujące następstwa 
demencji. Potencjalne trajektorie tych następstw są również rozważone. Wyniki sugerują iż 
trajektorie te powinny być uznane za spektrum a nie odrębne etapy demencji. Wyniki i 
reprezentujący je model zostały uchwycone w postaci metafory „drzewo i las”. Różnorodne sposoby 
rozumienia kluczowych koncepcji uwzględnionych w modelu i ich implikacje dla procesu adaptacji 
poprzez partycypację zostały również rozważone. Kluczowe wyniki badania zostały rozpatrzne i 
przeegzaminowane w kontekście stosownych teorii i wyników badań naukowych. 

: Wyniki badań zaprezentowane w tej rozprawie, poprzez podkreślenie i wyjaśnienie 
potencjału adaptacyjnego i ciagłości partycypacji w odniesieniu do demencji, są w stanie przyczynić 
się do zmian w sytuacji ustawodawczej i praktyce klinicznej, obecnie nastawionej głównie na 
radzenie sobie z efektami symptomów choroby. Jednakże, zanim to nastąpi, model zaproponowany 
w tej rozprawie wymaga dalszej walidacji uwzględniającej dodatkowe wyjaśnienie jego głównych 
koncepcji i relacji przyczynowych pomiedzy nimi; oraz lepsze zrozumienie roli różnorodnych źródeł 
informacji o doświadczeniu życia z demencją np. osób z bezpośrednim doświadczeniem i ich 
bliskich. 

 Demencja; Osobiste Doświedczenie; Systemy Dynamiczne; Zmodyfikowana 
Eksploracyjna Metoda Konstrukcji Teorii
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CHAPTER 1 - INTRODUCTION  

 

People with Dementia (PWD) have the same civil, human and legal rights as everyone else 

(Alzheimer Scotland [AS] 2009; Mental Health Foundation [MHF] 2015). This includes the 

right to full and effective participation and inclusion in society, to individual autonomy 

and independence (United Nations [UN] 1948, 2009). However, it has been recognised 

that, in addition to the impact of the condition, PWD often face cultural, social and 

economic barriers to fulfilling these rights (AS 2009). With the recent rise of the human 

rights-based movement within the dementia community (MHF 2015; World Health 

Organisation [WHO] 2015; Dementia Alliance International [DAI] 2016) this situation has 

begun to be challenged. Nevertheless, PWD continue to experience discrimination and 

obstacles to their participation in everyday life (WHO 2015). 

Global trends in dementia prevalence and its impact in terms of economical and societal 

commitments relative to care and support, as well as the impact the condition has on those 

with the lived experience and their families, resulted in dementia being declared a public 

health priority (WHO 2012). Dementia is an umbrella term for a range of neurological 

conditions which impact on a person’s cognitive, physical and communication skills, 

affecting the ability to carry out everyday tasks and to participate in life (MHF 2015; 

Alzheimer’s Association [AA] 2016). Combined with multiple age-related comorbidities 

(Scrutton and Brancati 2016) and other personal and social factors (Werner et al. 2016), 

dementia leads to a range of complex impairments (MHF 2015; Prince et al. 2015) which 

pose significant restrictions on people’s participation (Prince et al. 2015). This is further 

exacerbated by the dominant view of dementia as a disease associated with progressive 

deficits leading to irreversible decline (MHF 2015). 

It has been recognised that the way health conditions are understood and conceptualised 

shape professional approaches to treatment and socio-cultural perceptions of those 

experiencing them (Ikiugu 2010; Innes and Manthorpe 2013). This in turn has implications 

for the experience of individuals living with a condition. Historically, thinking about 
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dementia and, consequently, approaches to care have been shaped by the biomedical 

model, promoting a straightforward linear causal relationship between neuropathology 

and dementia symptoms (Taft et al. 1997). Such viewpoint results in a deterministic 

approach to caring, predominantly focused on symptoms management (Aminzadeh et al. 

2007). Over the last three decades this perspective has been challenged in favour of a 

biopsychosocial conceptualisation, which recognises that clinical manifestation of 

dementia cannot be fully explained by the neurological deficits alone and proposes that 

dementia results from interaction between neurological impairment and psychosocial 

processes (e.g., Sabat and Harré 1992; Kitwood 1997). Although this shift affords a more 

positive outlook to care, the existing models, rooted in both traditions, have been recently 

critiqued as incomplete and limiting in terms of clinical utility (Gilliard et al. 2005; Spector 

and Orrell 2010; Manthorpe and Iliffe 2016). 

Significantly, it was identified that these models fail to fully recognise the potential for 

adaptation and do not offer a framework for comprehensive conceptualisation of needs 

and resources to support clinical practice (Spector and Orrell 2010). The impact that 

dementia has on people’s ability to participate in daily activities and its relationship to 

health and wellbeing, although documented within the literature (Wicklund et al. 2007) 

has also tended to be overlooked or underestimated. Furthermore, it has been highlighted 

that the existing models reflect the longstanding nature of public and academic debate 

about the condition, which has been dominated by knowledge based on professional 

expertise, rather than that rooted in personal experiences (Bartlett and O’Connor 2010). 

Meanwhile, the existing research provides evidence that people’s experience of living with 

dementia is determined by the dynamic interaction between multiple personal and 

contextual factors and that PWD employ a myriad of adaptive strategies to maintain 

continuity in their lives (Górska et al. 2017). The association between participation, 

engagement in activities and health has also been convincingly argued for within the 

literature on human occupation (Law 2002; Polatajko and Townsend 2007; Kielhofner 

2008; Collier and Pool 2016), is recognised within the current conceptualisation of health 

(WHO 2001) and supported by research relative to dementia (Carpenter et al. 2006; 

Wicklund et al. 2007). Moreover, in recent years, both the potential for adaptation and the 
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importance of participation have been supported by dementia human rights activists, 

through their remarkable testimonies on the lived experience (e.g., Bryden 2015; Swaffer 

2016). 

In the context of this evidence and in response to growing demand from governments 

internationally (UK Government 2013) and the dementia community alike (DAI 2016), 

there is a need to explore innovative frameworks and approaches to treatment with the 

view of improving outcomes and experiences of PWD and their family members (FM). The 

Medical Research Council (Craig et al. 2008) recognises that issues relative to health and 

social care are complex, multi-faceted and dynamic and therefore, require interventions 

that reflect and can address this complexity. To effectively support policy and clinical 

practice, such interventions must be built on adequate theoretical understanding, 

explaining not only relationships between components of health / social phenomena but 

also mechanisms that may induce change (Craig et al. 2008). Westhorp (2013, p. 364) 

argues that “complexity-consistent theories” can effectively support development of such 

mid-range conceptualisations. 

This thesis aims to develop a preliminary theoretical model, inclusive of concepts of 

adaptation and participation and reflecting the complexity of dementia experience, to 

inform policy and practice in dementia. It has been identified that, expanding our 

knowledge and insight into issues of adaptation and participation from a dynamic, multi-

factorial perspective has the potential to impact upon support efforts (Górska et al. 2017). 

Better understanding of multiple factors that shape people’s experience of living with 

dementia as well as relationships between these factors and mechanisms determining 

people’s experience over time, might affect how PWD are perceived and related to in wider 

society and, where required, open new avenues for both formal and informal carers to more 

effective and more ethical ways of support. It may bring us, as a society, closer to realising 

a human rights approach in dementia (UN 2003; WHO 2017).  
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Thesis’ aim: 

 To develop a theory- and evidence-driven understanding of dementia, reflective of its 
complexity and grounded in the first-hand experience of living with the condition. 

This will be achieved through an iterative research process, rooted in an overarching 

critical realist methodology (Eastwood et al. 2014). This will include the synthesis of the 

existing knowledge about the key factors shaping peoples’ experience of living with 

dementia, with particular focus on issues relative to adaptation and participation, to 

support the development of an initial ‘rough theory’ (Pawson et al. 2005; Wong et al. 2013). 

This tentative model will be refined through further review of literature aiming to identify 

theories compatible with the emerging conceptualisation and offering insight into 

mechanisms and contexts determining dementia experience and responses to the 

condition-related changes over time. The refined theory will then be tested against 

qualitative data on people’s experience of living with dementia, collected and analysed with 

the use of narrative methods. Finally, the results of the study will be considered and 

discussed in the context of current knowledge. The preliminary dementia model and its 

implications for policy, practice and further research will also be presented. 

The following research questions will be addressed within the empirical component of this 

study: 

 What impact do personal factors have on people’s participation? 

 What impact do environmental factors have on people’s participation? 

 What factors determine adaptation in dementia? 

o What are the interactions between personal and environmental factors that shape 
identity in dementia? 

o What are the interactions between personal and environmental factors that shape 
competence in dementia? 

The following chapter provides background for the thesis. Starting with the rationale for 

the key terminology (section 1.3), it proceeds by setting the context through the exploration 

of current data relative to dementia prevalence and impact (section 1.4). Section 1.5 focuses 
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on the role of theory in the context of dementia, specifically regarding its impact on 

research, policy, practice, and the experience of people living with the condition. Current 

priorities in the field of dementia are discussed in section 1.6. Section 1.7 introduces the 

overarching methodological approach adopted by the author, while section 1.8 sums up 

the rationale for the current study. Finally, section 1.9 outlines thesis’ structure. 

 

The fifth edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5) 

(American Psychiatric Association [APA] 2013) replaced the term ‘dementia’ with terms 

major- and mild- ‘neurocognitive disorder’. However, on reflection, for the purpose of this 

thesis, the author decided to maintain the use of the word ‘dementia’. The reasons for this 

are threefold: first, it reflects the language currently used and recognised by the general 

public internationally and, indeed, by participants in this study; second, it captures not 

only the medical aspect of the condition but crucially, its present social construction; third, 

it is in line with terminology prevalent in the existing policy and practice across the UK. 

The author uses the phrase ‘person/people with dementia’ (PWD), unless directly quoting 

participants with the lived experience, where additionally pseudonyms are used to 

distinguish individual contributions and ensure anonymity. The term ‘family member/s’ 

(FM) is used to refer to relatives of PWD who act as their primary source of support. 

Alternative terms, such as ‘informal/family carer’ or ‘caregiver’, are used within the 

literature. However, based on the subjective experience of FM who participated in this 

study, and testimonies by PWD available in the literature (e.g., Swaffer 2016), these terms 

do not reflect the FM sense of identity. It appears that primarily, they perceive themselves, 

and are viewed by PWD, as partners, spouses, sons or daughters. Thus, the term FM is used 

throughout this study to reflect this. 

Other abbreviations are explained in the opening sections of this thesis. 
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Dementia is a syndrome of progressive cognitive and functional impairment caused by one 

or more neurodegenerative disease (Werner et al. 2016). Alzheimer’s disease (AD), 

accounting for an estimated 60-80% of all dementia cases; vascular dementia (VD) 

(approx. 10% cases), frontotemporal lobar degeneration (FTLD) (approx. 10% cases) and 

dementia with Lewy bodies (DLB) (˂5% cases); are the most common causes (Alzheimer’s 

Disease International [ADI] 2009; AA 2016). However, evidence from neuropathological 

studies shows that mixed pathologies (e.g., AD with VD or AD with DLB) are common, 

challenging the notion of discrete dementia subtypes. Different causes of dementia are 

associated with distinct neuropathology and symptom patterns, which are well 

documented in the literature (ADI 2009; Guendouzi and Müller 2006; AS 2014; AA 2015, 

2016, 2017). 

Historically, dementia has been associated with non-modifiable risk factors such as older 

age, presence of E genotype ɛ4 allele and family history, which offered little scope for 

prevention and outcome modification (Sosa-Oritz et al. 2012). More recently, potentially 

modifiable risk factors, such as cognitive reserve, cardiovascular health, lifestyle and 

psychosocial factors have been identified, opening ways for altering the impact of 

neurogenerative pathology on functional capacity by delaying the onset and the 

progression of dementia (Sosa-Oritz et al. 2012; AA 2016). 

Although numerous treatments are currently available that address the modifiable risk 

factors or the experienced symptoms, none have been shown to alter the course of 

underlying neuropathology long-term (AA 2015). The existing pharmacological treatments 

temporarily improve symptoms of AD but their effectiveness varies from person to person. 

Non-pharmacological therapies have been consistently shown to improve quality of life 

(QOL) through all stages of the disease but they tend to focus on behavioural management, 

cognitive stimulation and affective issues (Douglas et al. 2004; AA 2015) and do not 

address complex needs of PWD comprehensively. 

Population ageing, growing life expectancy and shortcomings in terms of effective 

treatments (Sosa-Oritz et al. 2012; Prince et al. 2015; AA 2016) are among factors driving 
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increased prevalence of chronic diseases. This is also the case in dementia as, over the last 

few decades, global data reflected a growing tendency in its prevalence. Recent data show 

that in 2015 there were an estimated 47.5 million people living with dementia worldwide 

(Prince et al. 2015), including an approximate 850,000 people in the UK (Alzheimer’s 

Research UK [ARUK] 2016); a 25% increase on data from 2010 (ADI 2009). It is estimated 

that in 2030 global dementia prevalence will reach 75.6 million and 135.5 million in 2050 

(Prince et al. 2015), with the biggest increase in low and middle-income countries. 

Researchers (Prince et al. 2015a; Langa et al. 2016) stress that such predictions must be 

treated with caution as they assume that age- and gender- specific prevalence will not vary 

over time and that the increasing number of older people at risk drives the projected 

changes. However, as the prevalence is a product of incidence and survival, a fall in either 

or both indicators could lead to a fall in age-specific prevalence (ADI 2009). Indeed, recent 

international evidence suggests that the prevalence of dementia, after decades of rapid 

increase, might be stabilising (Rocca et al. 2011; Wiberg et al. 2013; Doblhammer et al. 2015) 

or even declining (Lobo et al. 2007; Matthews et al. 2013; Langa et al. 2016). Yet, these 

findings can be contrasted with those supporting continually growing trends in dementia 

prevalence (Wakutani et al. 2007; Sekita et al. 2010; Mathillas et al. 2011). Furthermore, 

current estimates suggest that 20-50% of dementia cases in high income countries and as 

many as 90% in low and middle income countries remain undiagnosed (Prince et al. 

2015a), affecting the accuracy of the available epidemiological data. The emerging picture 

is therefore imprecise and, considering the predicted demographic trends in low to middle 

income countries (Prince et al. 2013, 2015), the total global levels of dementia prevalence 

are likely to continue to grow. 

In line with its growing prevalence the global economic impact of dementia care also 

continues to soar (Prince et al. 2015; Werner et al. 2016). It increased from US$ 604 billion 

per annum in 2010 to US$ 818 in 2015, a rise of 35.4% (Prince et al. 2015a). A similar trend 

has been documented in the UK, with the annual cost of dementia care rising from £17 

billion in 2008 (Department of Health [DH] 2009) to £24 billion in 2015 (ARUK 2016), an 

increase of over 29%. While these numbers are daunting, the impact on those living with 

dementia and their families is even more profound (WHO 2012). Depending on the 
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underlying neuropathology PWD experience diverse symptoms and impairments, the 

impact of which varies subject to premorbid health status and other personal and social 

circumstances (Werner et al. 2016). Hence, the experience of living with dementia is highly 

individualised. 

Irrespective of this individual trajectory, it has been recognised that dementia interferes 

with cognitive and motor function and affects people’s ability to participate in daily 

activities (Lewis et al. 2014; AA 2016). In addition, PWD experience a range of behavioural 

and psychological symptoms (ADI 2009; WHO 2012). These symptoms and functional 

changes, combined with other personal and contextual factors, pose a threat to identity 

and roles within families and local communities (AA 2016; Górska et al. 2017). Some 

research shows that, as a result, on a group level, PWD experience a lower self-reported 

QOL than both the general population and their healthy peers, which appears to worsen 

with the severity of dementia (Lewis et al. 2014). However, it has been noted that there is 

a large individual variation in QOL among PWD and it does not inevitably decline as the 

condition progresses (Trigg et al. 2015). Nonetheless, there seems to be a consensus that 

PWD do experience gradual deterioration across functional domains, which affects their 

capacity for independent living (Prince et al. 2013; Werner et al. 2016). 

This gradual loss of independence is distressing for PWD and places a significant strain on 

their FM, who undertake the bulk of caring responsibilities globally (Prince et al. 2015a). 

Although FM frequently report positive feelings towards caregiving (Sörensen et al. 2006; 

ARUK 2015) they also report high, care-related stress due to the financial, emotional, 

practical and social impact of caring (Schulz et al. 1995; Mausbach et al. 2013; Seeher et al. 

2013; ARUK 2015; Kasper et al. 2015). 

The described trends in dementia prevalence; its impact in terms of economy, societal 

pressures and lives of individuals; combined with the lack of comprehensive and effective 

approaches to treatment result in the condition being recognised as one of the greatest 

challenges currently facing health and social care services worldwide (WHO 2012) and 

attracting global policy attention (European Parliament 2009; ADI 2012; WHO 2012; UK 

Government 2013). Significantly, a commitment to research, exploring innovative 
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theoretical frameworks and approaches to improve treatment outcomes and the 

experiences of PWD and their FM, features highly on the agenda of the international 

community (UK Government 2013) and is supported by PWD globally (DAI 2016). 

 

A theory is a framework that organises knowledge into a coherent system of concepts 

which can be used to explain phenomena and the relationships among conditions inherent 

in them; to predict future outcomes based on this knowledge; and to plan actions capable 

of inducing change, given these predictions (Ikiugu 2010; Oxford Dictionaries 2017). 

Robust theories are needed to inform effective policy and practice (Craig et al. 2008). 

Indeed, in the context of health care, theories are powerful tools, which influence how 

health conditions are understood and conceptualised and therefore shape professional 

approaches to treatment and socio-cultural perceptions of, and attitudes towards, those 

experiencing ill-health (Innes and Manthorpe 2013). They represent the attribution 

professionals and members of society make for why people behave as they do. By inference, 

they affect how people living with health conditions and their families are treated by others 

and, consequently, impact upon their lived experience (Thelen 2005; Downs et al. 2006). 

This is also true in relation to dementia. 

Over the last 30 years understanding of the condition has undergone a profound evolution 

from age-related ‘senility’; through being predominantly recognised as a disease within the 

biomedical framework; to the emergence of biopsychosocial conceptualisation postulated 

within the social model of disability (Dorenlot 2005; Aldwin and Gilmer 2013). 

The view of dementia as part of normal ageing has long been challenged based on 

neuroimaging evidence (Robertson 1990) and its implications for care, as the approach 

inferred no need for additional health and social care resources (Downs et al. 2006). It has 

been replaced by the biomedical understanding, which explains dementia’s behavioural 

and psychological symptoms in direct relation to neuropathology and defines the 

condition in terms of progressive cognitive impairment (Taft et al. 1997; Cheung et al. 2011). 

It locates the problem within a person and focuses care efforts on the diagnosis and 
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treatment of that individual (Bond 1992; Taft et al. 1997). That is why, despite its 

indisputable contributions to the understanding of neurological processes responsible for 

developing dementia, making the disease’s course more predictable by defining the stages 

of its progression (Spector and Orrell 2010), and leading efforts to manage symptoms 

pharmacologically (Cheung et al. 2011), the assumptions of the biomedical model have 

been disputed. 

Based on research showing the lack of direct correlation between neuropathology and 

dementia symptomatology (Snowdon et al. 1997; Monsell et al. 2013), scholars within the 

social model of disability argued that the biomedical model is too reductionist in its organic 

determinism and thus unable to offer a full account of the condition (Downs et al. 2006). 

Moreover, it was highlighted that, by making a direct link between dementia diagnosis and 

a reduced QOL, the model positions a person as a passive victim, a perspective which does 

not reflect the experience of many PWD (Selwood et al. 2005; Hoe et al. 2009). 

In contrast, although varying in terms of emphasis put on different components (Finnema 

et al. 2000), conceptualisations of dementia proposed within the social model of disability 

postulate that it is better understood as a result of a combination of biopsychosocial factors 

(e.g., Sabat and Harré 1992; Kitwood 1997; Spector and Orrel 2010), hence offering a more 

holistic view of the condition. The model positions the person at the centre of these 

influences and explains behavioural and psychosocial symptoms as resulting from the 

interplay between neurological impairment, physical health, personality, biography and 

social psychology (Kitwood 1997; Downs et al. 2006). Supported within the WHO (2001) 

conceptualisation of health, over the last 20 years the biopsychosocial view of dementia 

has influenced developments in policy and research. Significantly, focusing attention on 

modifiable risk factors such as physical and social environment, lifestyle choices or 

cognitive reserve, the model offered a more optimistic approach to caregiving (Downs et 

al. 2006). It also empowered PWD to challenge the widely accepted constructions of their 

experience (Dorenlot 2005) and triggered a global drive for political and social change 

(Innes and Manthorpe 2013). 
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However, just like the biomedical model, the biopsychosocial model of dementia has been 

challenged as limiting in terms of theoretical and therapeutic potential (Zwijsen et al. 

2016). In particular, the shortcomings of a tendency within the model to downplay the 

impact of physical or cognitive impairments by associating disability predominantly with 

the influence of physical or social environment, voiced by Morris (1991), are echoed in 

relation to dementia. Several authors highlighted that, by underemphasising the influence 

of biological and neurological factors, the biopsychosocial models do not fully account for 

the experience of PWD and their FM and can be harmful by providing inaccurate 

interpretations of symptoms and approaches to practice (Gilliard et al. 2005; Zwijsen et al. 

2016). Additionally, the biopsychosocial perspectives have been critiqued for failing to 

locate individuals’ experience within a wider social, political and cultural context (Innes 

2009). 

As early as 1998, Adams argued that neither the biomedical nor biopsychosocial model is 

capable of an accurate representation of dementia. Dewing (2008) proposes that, in 

relation to dementia, both traditions perpetuate Cartesian’s duality of body and mind, 

except that “the focus is moving more towards the brain than the mind and on one 

particular set of attributes of the brain; cognition” (p.6). She argues that the biomedical 

model overemphasises the role of the brain and its attributes; while biopsychosocial 

conceptualisations fail to fully deal with the notion of embodiment and its importance in 

terms of the lived experience and overstress the impact of psycho-social factors (Dewing 

2008). 

This polarisation of conceptual positions in relation to dementia has been repeatedly 

identified as unhelpful (Innes and Manthorpe 2013; Keady et al. 2013; Manthorpe and Iliffe 

2016; Zwijsen et al. 2016). In fact, in the light of research evidence showing that 

neuropathology and contextual circumstances are interwoven through the malleability of 

a nervous system in contact with the external environment (neuroplasticity) (Vance et al. 

2010; Lock 2013); it appears erroneous (Manthorpe and Iliffe 2016). Interestingly, a call for 

a more radical approach to dementia, an approach that would recognise a complex, 

transactional nature of relationships between personal and contextual factors, was at the 

centre of changes that initiated progression from purely biomedical to biopsychosocial 
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conceptualisations of dementia (Engel 1989; Kitwood 1997; Adams 1998). It appears that 

this has not been fully capitalised upon which, despite dementia’s better fit with the 

assumptions of this model, results in clinical practice predominantly reflecting the 

biomedical perspective (Downs et al. 2006; Manthorpe and Iliffe 2016). 

Recent work has therefore taken steps beyond highlighting dementia as resulting from 

complex, dynamic relationships between personal factors, including neuropathology and 

other comorbidity, and the wider physical and socio-cultural context (Zwijsen et al. 2016). 

Instead, those who influence dementia research, policy and practice have been encouraged 

to adopt a cross-paradigm approach, exploring not only contributions from different 

theoretical and disciplinary perspectives, but also embracing the relevant inputs from each 

of the existing models of dementia (Innes and Manthorpe 2013). Moreover, it was 

highlighted that new theoretical models ought to provide a more effective means for 

conceptualising both needs and capacities of PWD (Dorenlot 2005), focusing on positive 

aspects of dementia experience such as adaptation (Spector and Orrell 2010) and the role 

of meaningful activities (Gilliard et al. 2005). Importantly, it was argued that, to foster a 

more comprehensive, multifaceted picture of dementia with the view of informing 

innovative conceptual models and support development of more ethical and more effective 

approaches to policy and care, such new perspectives must be also rooted in and reflect 

the perspectives of PWD and their FM (Bartlett and O’Connor 2010; Innes and Manthorpe 

2013). The following section discusses each of these priorities in more detail. 

 

1.6.1 Subjective Meaning 

The existing models reflect the longstanding nature of public and academic debate about 

dementia, which has been dominated by knowledge based on professional expertise, rather 

than that rooted in personal experiences (Bartlett and O’Connor 2010). Indeed, PWD were, 

for a long time, excluded from both academic and clinical discourse. This has been based 

on the assumption of diminished competence, mainly in relation to cognitive functions 

such as memory and insight, which was often used as an argument against the reliability 
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of findings based on their accounts (Rabins et al. 1999). Instead research e.g., into concepts 

such as QOL, tended to rely on proxy reports (Rand and Caiels 2015). Such practice 

perpetuated the assumption that PWD are unable to provide reliable accounts of their 

experience as research consistently showed discrepancies between self- and proxy- reports 

(Hoe et al. 2007). However, Howorth and Saper (2003) argued that insight is complex and 

multidimensional and varies significantly amongst PWD and across a range of functional 

domains. Indeed, according to Brod et al. (1999) awareness of feelings and emotions is 

distinct from awareness of cognitive and functional performance and it is this distinction 

that may explain differences between self- and proxy- reports in dementia (Trigg et al. 

2011). While PWD might base their evaluations on their awareness of feelings and 

emotions, which remain relatively intact, QOL assessments by proxy might reflect the 

proxies’ perceptions and assumptions regarding the impact of cognitive and functional 

impairment on wellbeing in dementia (Rand and Caiels 2015). Indeed, evidence shows that, 

in the context of mild to moderate dementia, people can provide reliable accounts of their 

experiences (Logsdon et al. 2002; Trigg et al. 2007). 

The inclusion of PWD in research has also been supported on an epistemological basis. As 

argued by Nygård: 

…people with dementia, even in a mild stage, may be unable to present their full 
story to a researcher. However, when they are excluded on the grounds of limited 
trustworthiness, there seems to be an unspoken belief among researchers that other 
people give a full and ‘‘true’’ picture of their experiences. Yet, it is widely 
acknowledged […] that all respondents present their own perspective (Nygård 2006, 
p.110). 

She suggests that, rather than excluding PWD on the basis of reduced capacity; their 

perspective should be accessed and interpreted alongside evidence obtained from other 

sources and various methods, in a scientific endeavor to enhance understanding of the 

given phenomenon (Nygård 2006). Nygård (2006) further argues that “there is no other 

way to access the experienced worlds of those afflicted than through their expressed words 

and contextual actions” (p.110). 

The exclusion of PWD from research and public discourse resulted in current 

conceptualisations of dementia and, indeed, general views of the condition being 
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incomplete and dominated by negative notions of ‘loss’ and ‘burden’ (Zeilig 2013). This is 

beginning to change, due to emerging contributions of PWD who influence public and 

academic debate through their inspirational testimonies (e.g., Bryden 2015; Swaffer 2016) 

and the rising number of studies focused on first-hand experience of dementia. However, 

although over the last 20 years, a number of models have been developed that reflect a 

more holistic, biopsychosocial approach to understanding dementia (e.g., Spector and 

Orrell 2010), none appears to adequately capture the experience of living with the 

condition (Keady et al. 2013). Consequently, it has been recognised that a new approach to 

theory generation in dementia must incorporate perspectives of both PWD and their FM 

in order to identify personal and contextual factors that are relevant to and shape people’s 

experience (Adams 1998). Based on such knowledge, researchers ought to be able to 

develop conceptual models capable not only of identifying people’s needs and capacities 

but also processes determining how personal and contextual factors interact to shape 

people’s experience over time (Adams 1998; Fallahpour et al. 2016; Zwijsen et al. 2016). 

1.6.2 Dynamic Nature of Experience 

The complex, multifactorial nature of dementia has been acknowledged in the literature 

(Dewing 2008; Fallahpour et al. 2016). Recent review of qualitative evidence relative to 

first-hand experience of dementia also suggests that various personal and contextual 

factors are at play, remain in a constant, transactional relationship to each other and 

determine the way people adjust to the condition-related changes over time (Górska et al. 

2017). However, although a number of studies highlight that this experience is 

characterised by “tension” or a “state of flux” (e.g., Preston et al. 2007; Caddell and Clare 

2011; Phinney et al. 2013; Steeman et al. 2013), to-date its dynamic, transactional character 

has not been fully recognised. Rather, the general discourse largely reflects the view of a 

PWD as a closed system, isolated from his or her environment and gradually disintegrating 

as a result of internal deterioration; dominant in Western societies (Guendouzi and Müller 

2006). The reasons for this may relate to the fact that, the majority of available evidence is 

positioned within a descriptive / interpretive qualitative methodology, predominantly 

based in phenomenology; with few underpinned by specific theoretical frameworks to 

guide study design and the interpretation of findings (Górska et al. 2017). This is limiting 
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as Iwarsson (2013) points out that such an approach fails to build upon the existing 

evidence and misses opportunities for cumulative knowledge generation. 

It has been noted that the view of dementia experience as complex, dynamic and multi-

factorial, is in line with complex systems theories (Górska et al. 2017). The application of 

the complexity theories to the understanding of the process of ageing has been previously 

considered in psychiatry (Engel 1977) and psychology (Schroots 1995). It was also proposed 

as a fitting framework in the field of dementia (Guendouzi and Müller 2006). However, to 

the author’s knowledge, it has not been explored empirically. 

There is a twofold advantage of applying complexity-consistent perspective to dementia. 

Firstly, as the theory considers experience from many levels, from molecular to cultural; 

and views development as emergent, non-linear and multi-determined (Thelen 2005); it 

has the potential to mitigate the polarisation of conceptual positions (reductionist-holist 

dualism), offer a more comprehensive view of the condition, and improve communication 

across disciplines (Engel 1977). This is crucial because, as a complex, multifactorial 

disorder, dementia requires multi-domain interventions delivered by various disciplines 

(Craig et al. 2008; Fallahpour et al. 2015). Indeed, the complex systems’ principle of system 

self-organisation appears to be in line with the emerging phenomenon of neuroplasticity 

(Keenan 2010), which supports its relevance to dementia and increases the likelihood of 

being endorsed by colleagues currently representing opposing paradigms. Secondly, 

complexity theory provides a framework that explains individual trajectories of 

development (Schroots 1995) and offers insight into processes of change (Keenan 2010, 

2011). By doing so, it helps to account for individual differences e.g., in response to similar 

symptoms, while providing means for identifying common factors and processes 

determining potential outcomes (Smith and Thelen 2003). 

Nonetheless, Keenan (2010) cautions that, in the context of health research, complexity 

theory as a set of principles is relatively new and its theoretical development is ongoing. It 

does not stipulate variables for any particular population and so, when applied to a specific 

biopsychosocial experience, it needs to draw upon research specific to this area to identify 

the relevant variables. Moreover, Thelen (2005) indicates that non-linearity and multi-
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causality of human systems, supported within complex systems theory, makes the outcome 

of any health condition highly unique and even unpredictable. These apparent limitations 

may prove advantageous in the field of dementia research. Firstly, the pioneering 

complexity-consistent view of dementia offers the opportunity for it to be grounded in 

perspectives of PWD and FM, an approach that the scientific community has been 

encouraged to take (Bartlett and O’Connor 2010; Innes and Manthorpe 2013). Secondly, 

adopting a perspective that embraces the uniqueness of human experience and accounts 

for variability of outcomes affords a more personal and indeed more realistic outlook on 

people’s experience and on care efforts (Adams 1998; Fletcher et al. 2016; Zwijsen et al. 

2016). 

1.6.3 Adaptation 

The need for a more positive focus in dementia policy and research had been advocated in 

the literature (Dorenlot 2005; Fallahpour et al. 2016). Spector and Orrell (2010) specifically 

argued that innovative models of the condition need to incorporate ‘positive aspects of 

personhood such as adaptation’ (p.959). 

Despite the dominant negative scientific and popular discourse of dementia (Guendouzi 

and Müller 2006; Zeilig 2013) the research evidence indicates that PWD employ a myriad 

of coping strategies to maintain continuity in their lives (Górska et al. 2017), supporting 

the applicability of concepts such as ‘adaptation’ to dementia. Additionally, the 

inconsistency of association between neuropathology and clinical manifestation observed 

in brain autopsy research (Monsel et al. 2013; Brosch and Matthews 2014), although poorly 

understood, may be reflective of the adaptive potential of the central nervous system 

(CNS), frequently referred to as cognitive reserve (Sobral et al. 2015). This is supported by 

the evidence showing the plasticity of the CNS in response to environmental stimuli 

(Kolanowski et al. 2010; Herholz et al. 2013; Sobral et al. 2015). It seems that the 

neuroplasticity may be positive or negative but it continues throughout the lifespan and 

affects the way individuals respond to brain pathology (Kolanowski et al. 2010; Shaffer 

2016). It follows that, when considered through the lens of complexity-consistent theory, 

all relevant factors, both positive and negative, intrinsic and external to the individual, can 
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be considered, to identify potential trajectories of adaptation to a chronic disorder such as 

dementia. 

Focusing on adaptation in relation to dementia is important also in the context of growing 

criticism of the current conceptualisation of health as a “state of complete physical, mental 

and social well-being and not merely the absence of disease or infirmity” (WHO 2001, p.6). 

It has been noted that in contemporary societies, as chronic illness and multi-morbidity 

become the norm, the idea of complete health becomes increasingly redundant (Scholz et 

al. 2015) and does not reflect the experience of many people living with chronic illness or 

disability (Cameron 2014; Trigg et al. 2015). Instead, it was proposed that health would be 

better understood as the “ability to adapt and self-manage” (Huber et al. 2011, p.2) which, 

in terms of complex systems theory, refers to the system’s capacity to shift from imbalance, 

caused by a change in one or more internal or external factors, to balance through the 

process of self-organisation (Keenan 2011). 

It must be asserted however that, exploring the applicability of concepts such as adaptation 

in the context of dementia is not to dismiss the negative aspects of living with the 

condition. These are many and have been well documented in the literature (Aminzadeh 

et al. 2007; WHO 2012; Prince et al. 2015, 2015a). The point is to identify both, areas of 

strength and need, and incorporate both into our understanding of dementia, with the 

view of empowering individuals, care professionals and societies to more effectively and 

ethically manage the negative consequences of dementia by focusing prevention and care 

on protective factors that may delay its onset, promote QOL and reduce the economic 

impact of the condition (Fallahpour et al. 2016). Indeed, Valenzuela and Sachdev (2006) 

caution that interventions tapping into the adaptive potential in dementia may delay its 

presentation rather than decrease its incidence. However, this may have a profound impact 

as, according to recent estimates, success in delaying the onset of dementia for as little as 

a year could reduce the incidence of the disorder by as much as 9,200,000 cases in 2050 

(Brookmeyer et al. 2007). Surely, such outcome is worth pursuing not only from the 

economic perspective but importantly, to enable so many people to enjoy symptom-free 

life for longer. 
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1.6.4 Participation 

The association between participation, engagement in activities and health has been 

convincingly argued for within the literature on human occupation (Polatajko and 

Townsend 2007; Kielhofner 2008; Collier and Pool 2016) and is recognised within the 

current conceptualisation of health (WHO 2001). Kitwood (1997) identified participation 

in occupations as one of the main psychological needs of PWD and its role in the wellbeing 

of PWD is supported by research (Hasselkus and Murray 2007). Nonetheless, it has been 

documented that PWD frequently experience barriers to participation (Letts et al. 2011; 

Padilla 2011). This might, partially, be the consequence of the omission of participatory 

perspectives within the existing models of dementia (Gilliard et al. 2005), which guide the 

approaches to care and service provision. 

Prince et al. (2013) recommended that more research is needed to identify modifiable risk 

factors and incorporate them into theoretical frameworks relative to dementia. A recent 

literature review (Fallahpour et al. 2016) concluded that participation in cognitive, physical 

and social activities might significantly contribute to prevention of cognitive decline in 

later-life. This is supported by research reporting a positive relationship between 

participation in meaningful daily activities and neuroplasticity (Valenzuela and Sachdev 

2006, 2009; Kolanowski et al. 2010; Vance et al. 2010; Sobral et al. 2015). Fallahpour et al. 

(2016) implied that the value of participation in the context of dementia rests in the 

malleability of daily activity as a treatment agent, unlike most known risk factors such as 

genetics, health conditions or advancing age. However, it has been asserted that important 

aspects of participation e.g., subjective experience, which may influence its role in 

preventing or adapting to life with dementia, have not been explored (Fallahpour et al. 

2016). 

The lack of conceptual clarity of participation in the context of dementia may reflect wider 

problems operationalising the concept within the International Classification of 

Functioning, Disability and Health (ICF) (WHO 2001). Hemmingsson and Jonsson (2005) 

note that the framework, which guides approaches to health care globally, fails to address 

not only the subjective meaning of activity, a key factor in the context of health, it also falls 
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short of recognising the importance of autonomy and self-determination, both integral 

components of human rights approach to dementia (WHO 2015; DAI 2016); and complex, 

multidirectional relationships between various components of participation 

(Hemmingsson and Jonsson 2005). It seems that further research, exploring and clarifying 

the concept of participation in dementia, would be beneficial to develop a better 

appreciation of how activity could be effectively incorporated into the understanding of 

the experience of living with the condition and utilised to enhance people’s outcomes 

relative to health, wellbeing and adaptation to dementia related changes. 

 

As indicated, this thesis adopts an overarching critical realist methodology (Maxwell and 

Mittapalli 2011; Westhorp 2013; Fletcher et al. 2016). Full rationale for this is detailed in 

chapter 2. Here, the author highlights two main characteristics of this approach which 

make it compatible with the aims of this study. 

First, critical realism rejects the notion of objective knowledge and accepts the possibility 

of alternative valid accounts of phenomena. By doing so, it recognises the importance of 

subjective meaning, its explanatory significance, and interpretative nature of our 

understanding of the world (Maxwell and Mittapalli 2011). This is noteworthy as in this 

study the author aims to develop a theoretical account of dementia rooted in first-hand 

experience and located within current empirical knowledge. Critical realism supports 

incorporating such multiple perspectives into a single interpretive account. Secondly, by 

recognising complexity and the importance of context, realism replaces positivist causal 

description with causal explanation (Maxwell and Mittapalli 2011). It emphasises that, to 

develop an understanding of any phenomena one needs to consider the relationship 

between causal processes and their effects within context, and not simply focus on the 

systematic relationship between inputs and outputs (Maxwell and Mittapalli 2011). As such 

it is compatible with complex systems theory and supports the author’s commitment to 

consider the multifactorial nature of dementia experience and causal dynamics 

determining outcomes relative to adaptation and participation. 
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The author’s approach to knowledge development i.e., literature review and handling 

empirical data, is in line with this overarching methodology. It adopts the modified realist 

explanatory approach to theory building proposed by Eastwood et al. (2014), an iterative 

research process, starting from meta-synthesis of the relevant qualitative evidence to 

identify factors repeatedly reported by PWD as shaping their experience, with particular 

focus on issues relative to adaptation and participation. This constitutes the emergent 

phase of the presented research, leading to the formulation of the initial model of dementia 

experience, reflective of the subjective meaning. During the construction phase that 

follows, findings of the meta-synthesis are explored through a further literature review, 

aiming to identify theories and concepts compatible with the emerging conceptualisation 

and consider causal dynamics between identified factors; underpinning the refinement of 

the initial model. Specific procedures involved in both reviews are outlined in chapters 3 

and 4 respectively. The refined model is tested against empirical data with the use of 

narrative methods during the final, confirmatory phase of this study. This allows scrutiny 

of the presented evidence- and theory-driven model by examining its compatibility with 

the accounts of PWD and their FM, across the dementia spectrum. The findings are 

discussed in the context of current knowledge, concluding the interpretive effort. 

Although, to facilitate presentation, the described phases are outlined in separate, 

consecutive chapters, suggesting the linearity of the applied research process, in reality 

they were interlinked so that the author repeatedly moved between phases in a dynamic 

way throughout the research process. Figure 1-1 maps these dynamic processes across the 

study timelines.  

As the aim is to generate a cross-paradigm understanding of dementia, the literature 

review draws on multi-disciplinary research evidence. However, although concepts such 

as adaptation and participation are relevant across the lifespan and regardless of health 

status, both the literature review and empirical work in this study predominantly focus on 

the literature specific to late onset dementia, with some reference to wider literature. This 

is because the contextual differences between life stages mean that concepts central to this 

inquiry may manifest differently e.g., in mid- and late- adulthood, even amongst people 

experiencing similar symptoms.
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Year 1 Year 2 Year 3 Year 4 Year 5 Year 6

LITERATURE REVIEW

DATA COLLECTION

Narrative interviews
Observational data
Demographic data

Study write-up

(chapters 5 & 6)
Narrative Analysis

Categorical Holistic

Considering findings in context / confirming the model

EMERGENT PHASE
(chapter 3)

Meta-synthesis of qualitative research on first-
hand experience

Foundations for tentative model

CONSTRUCTION PHASE
(chapter 4)

Comprehensive review of complexity-
consistent theories

Refinement of tentative model

Refining interview 
schedule and RQs

Refining interview 
schedule and RQs

STUDY DESIGN

ETHICS / GOVERNANCE

Ongoing review of the literature relevant to study focus and its objectives

INITIAL CONFIRMATORY PHASE FINAL CONFIRMATORY PHASE
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Research in dementia is increasing. However, the lack of conclusive evidence for 

interventions based on the existing theoretical models might support the notion that these 

models do not fully explain the experience of living with the condition (Zwijsen et al. 2016). 

Indeed, theoretical models which currently guide research, policy and practice in dementia 

have been identified as inadequate (Dewing 2008; Innes and Manthorpe 2013; Keady et al. 

2013; Manthorpe and Iliffe 2016; Zwijsen et al. 2016). In particular, their inability to 

comprehensively capture factors and processes shaping the experience of living with 

dementia; focus on negative aspects of this experience; and omission of participatory 

perspective, have been highlighted in the literature (Dorenlot 2005; Gilliard et al. 2005; 

Spector and Orrell 2010; Innes and Manthorpe 2013). It has been argued that a fresh 

approach to theory generation is required to foster development of a more comprehensive 

and more accurate understanding of dementia (Adams 1998). 

With the rise of human rights approach in dementia (WHO 2015, 2017; DAI 2016), this 

need for a fresh conceptualisation of the condition, based on evidence reflecting the first-

hand experience and incorporating positive constructs such as adaptation and 

participation, has been increasingly recognised. This requirement is also reflected in the 

commitment to explore innovative theoretical frameworks and approaches to care by 

governments internationally (ADI 2012; UK Government 2013), who are increasingly 

concerned with the rapidly growing prevalence, socio-economic and human cost of 

dementia (ADI 2009, 2012; Prince et al. 2015). Such developments are anticipated to result 

in better understanding of the multiple factors that shape people’s experience of living with 

the condition as well as processes determining how multiple personal and environmental 

factors shape people’s experience over time. This in turn might affect how PWD are 

perceived and related to by health professionals and in wider society and, where required, 

open new avenues to more effective and more ethical ways of support. 

In this context, it appears timely to take stock of current knowledge relative to the 

experience of living with dementia, with the view of analysing it and developing a more 

comprehensive understanding of factors and processes impacting upon adaptation and 
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participation. This thesis aims to address this gap by presenting work undertaken to 

synthesise the existing knowledge relative to the dementia experience and test findings 

against empirical data grounded in the first-hand experience. 

 

The thesis structure is as follows: 

The opening chapter outlines the realist explanatory theory building method, an 

overarching methodological approach undertaken in this study. It begins with a debate of 

philosophical foundations and issues pertaining to the design of the presented research. It 

considers quality criteria and methods applied to meet these; as well as the author’s 

position within the research process. Ethical requirements specific to the presented study 

are reflected upon in the chapter’s concluding section.  

The chapter begins with a description of specific methods applied in the emergent phase 

of theory development, the initial stage of this research. It sets out the review aims, criteria 

used to select research evidence and meta-synthesis procedures. It then presents findings, 

including a summary of the reviewed research and themes identified through the analytical 

process. These are scrutinised against relevant theoretical frameworks, existing research 

evidence and predefined quality criteria. The objectives for further work in the area of 

dementia research relative to adaptation and participation are also outlined, supporting 

the rationale for the next phase of this study. 

Chapter 4 presents methods involved in the theory construction phase. It outlines the 

completed analytical procedures including consideration of conceptual boundaries, 

identification of the relevant complexity-consistent frameworks and examination of the 

initial model, based on findings generated through meta-synthesis of qualitative research 
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on the first-hand experience of dementia, within this theoretical context. The chapter 

concludes with the summary of findings that inform the refinement of the proposed model 

and rationale for corroborating it against qualitative data. 

This chapter details methods applied in the confirmatory phase of the current research and 

demonstrate how they fit with its philosophical foundations. It considers procedures 

employed to facilitate sampling, data collection, data management and analysis. To 

enhance transparency, the main methodological, ethical and practical considerations 

relative to methods applied in this empirical phase, are also highlighted and discussed. 

This chapter details the results of the study, generated through both categorical and 

holistic narrative analysis. In total, four themes are presented and supported by narrative 

evidence. These focus on key factors shaping people’s experience of living with dementia, 

causal dynamics impacting adaptive processes involved, and their potential outcomes. 

Additionally, differences in the way PWD and their FM experience and understand 

concepts identified in this study as components of the adaptation through participation 

process in dementia are also identified and considered. 

The chapter considers the findings of the final, confirmatory phase of the study in the 

context of the relevant research and prevailing theory. The nature of the presented findings 

is reflected upon relative to the author’s philosophical and methodological assumptions. 

The proposed conceptualisation of the experience in dementia is then debated in relation 

to the current understanding of participation and adaptation, and the related concepts. 

The proposed causal dynamics are explored alongside the potential outcomes of the 

adaptive processes in dementia and discussed in the context of the existing knowledge and 

research evidence. The chapter proceeds by discussing the differences between PWD and 

FM relative to their understanding of concepts central to this inquiry. Some implications 

of the presented findings are reflected upon in the concluding section of the chapter.  
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The chapter provides an overview of the topics discussed throughout the thesis and a 

summary of findings. It highlights the main strengths, limitations and implications of the 

presented work. It concludes by offering suggestions for further work.
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CHAPTER 2  – METHODOLOGY 

 

Despite diversity of opinions and intensity of debate regarding research designs within the 

literature, there appears to be agreement that choices relative to research methods need to 

be guided by study purpose i.e., must enable the researchers to effectively address their 

research questions (Crotty 1998; Denzin and Lincoln 2003; Knox 2004; Swift and Tischler 

2010; Barush et al. 2011; Cooper 2012). Moreover, to allow for appropriate evaluation of the 

study, the choice of method and study conduct must match the philosophical assumptions 

about the nature of the studied phenomena and type of knowledge which the study claims 

to generate (Blaikie 2010; Swift and Tischler 2010; Willig 2012). 

To briefly recap, the aim of this thesis is to develop a preliminary, theory- and evidence-

driven understanding of dementia, reflective of its complexity, inclusive of concepts of 

adaptation and participation, and grounded in the first-hand experience of living with the 

condition. Therefore, the initial step in study design was to consider methodology which 

would facilitate meeting these objectives while maximising rigour of method. 

The Medical Research Council endorses theory-led approach to development of complex 

interventions in health and social care (Craig et al. 2008). It has been recognised that 

interventions targeting complex health and social phenomena such as dementia, ought to 

be underpinned by robust theoretical understanding, reflecting their complexity and 

offering insight into dynamics and processes involved (Cilliers 2013; Archer 2015; Gorski 

2015). It has been acknowledged that traditional, reductionist approaches, rooted in 

positivism, do not provide means for adequately representing the complexity of such 

entities (Cilliers 2013; Gorski 2015). Growingly, the critical realist approach to theory 

construction, focused on causal explanation rather than simple cause - outcome 

description, has been indicated as a robust methodology to facilitate theoretical 

developments relative to complex social phenomena (Pawson 2013; Wong et al. 2013; 

Eastwood et al. 2014). This approach has been adopted in this study and argument for such 

choice is presented in this chapter. 



 

 
27 

 

As the chosen methodology represents an overarching strategy, bringing all components 

of this study together, it is important to consider it at the outset of this thesis. This chapter 

therefore debates philosophical foundations (section 2.2) and issues pertaining to design 

of the presented research (section 2.3). Quality criteria and methods applied to meet these 

are discussed in section 2.4, while section 2.5 considers the author’s position within the 

research process. The chapter concludes with reflection upon ethical considerations 

(section 2.6) and a brief summary (section 2.7). 

 

Hart (2010) describes worldviews as “cognitive, perceptual and affective maps that people 

continuously use to make sense of the social landscape and to find their ways to whatever 

goals they seek” (p. 2). In research terms these maps are encapsulated within paradigmatic 

assumptions made by the researcher. It has been asserted that each research paradigm 

embodies a certain way of understanding the nature of the world (ontology), a way of 

understanding what it means to know (epistemology), as well as methodological approach 

to study (Crotty 1998; Scotland 2012; Sefotho 2015). As researchers differing in ontological 

and epistemological assumptions are bound to apply different research methods to 

investigate the same phenomenon (Grix 2004), it is crucial that the relationship between 

these assumptions and the methodology is identified and explicitly stated.  

It is argued in the literature that, although philosophical foundations of research do not 

determine its methods, they do have implications in terms of the approach one takes 

towards a study subject and knowledge claims based upon findings (Crotty 1998). Hence, 

to identify and explain the relationships between philosophical assumptions held by the 

researcher and methodology applied in a particular study is to identify the research 

paradigm within which the research is conducted (Scotland 2012).  

In the following sections the author introduces philosophical foundations of the current 

study and explains how these inform methodological choices and interpretative 

endeavours. 
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2.2.1 What is, How Do We Learn About it and Why Does it Matter? 

The literature outlines various philosophical perspectives informing our understanding of 

the world. There are three dominant ontological positions: realism, idealism and 

relativism. Similarly, the literature reports three major epistemological traditions: 

objectivism, subjectivism and constructionism. In science, ontological and epistemological 

positions are intertwined within research paradigms. For the purpose of this discourse, 

three prevailing paradigms, encompassing different philosophical assumptions, are 

considered; namely: positivism, interpretivism and critical theory. 

Realism as a philosophy is inclusive of many different positions, all of which share the 

ontological assumption that there is a real world existing independently of human 

consciousness (Blaikie 2010; Maxwell 2012). In contrast, idealism asserts that there is no 

external reality beyond its representations in the human mind (Crotty 1998; Blaikie 2010). 

Relativism, on the other hand, asserts that the external world exists but the way each 

person experiences it differs (Scotland 2012). Understanding of reality affects the approach 

to learning about it and conclusions that can be drawn from such knowledge. 

For example, while naive realists assert that reality can be perceived directly and accurately 

through the senses; critical realists argue that our observations of the world are always 

grounded in a particular perspective which is culturally derived and historically situated 

(Blaikie 2010; Maxwell 2012). Hence, relative to the status of knowledge, naive realism 

holds the epistemological view of objectivism with its premise that scientific observations 

directly reflect reality (Beail and Williams 2014); while critical realism endorses 

constructionism, asserting that “all knowledge, and therefore all meaningful reality as 

such, is contingent upon human practices, being constructed in and out of interaction 

between human beings and their world, and developed and transmitted within an 

essentially social context” (Crotty 1998, p. 42). As such, any knowledge of any phenomena 

in the world, although firmly grounded in reality, can only be partial, contextual, and 

imperfect. Although ontologically in line with realism, epistemological assumptions of 

relativism seem more reflective of idealism, which asserts that our perceptions of the world 

are mediated through the lenses of their ‘representations’ and therefore, what we know can 
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only be known subjectively (Rolfe 2006). This reflects the subjectivist epistemology which 

emphasises the unique experience and the meaning-making activity of the individual mind 

(Crotty 1998), implying that each individual interpretation of the world is equally valid 

(Crotty 1998; Scotland 2012). This assumption is rejected by critical realists who assert that 

there are rational grounds for evaluating one account of reality as better founded than 

another (Porter 2007) and call for transparency in terms of agendas and positions behind 

various interpretations to facilitate an informed appraisal (Scotland 2012). 

As indicated, philosophical perspective, alongside study methodology, is encapsulated 

within a research paradigm (Scotland 2012; Sofotho 2015). The ontological position of 

positivism is one of naive realism and its objectivist epistemology. Positivists believe that 

phenomena and their meaning can be discovered by applying objective means of capturing, 

analysing and describing cause – outcome regularities within the reality (Blaikie 2007). 

This allegedly value-free approach to knowledge generation has been challenged by social 

researchers who argue that a complex social world does not render itself to the means of 

investigation proposed by positivism (Crotty 1998; Mingers 2006). Out of this criticism 

emerged interpretivism, ontologically aligned with relativism, which assert that the 

meaning of phenomena is subjective and cannot be discovered but is given through the 

interaction between consciousness and the world (Scotland 2012). In opposition to both 

positivism and interpretivism stands critical theory, ontologically endorsing critical 

realism and epistemologically social constructionism; which proposes that meaning exists 

within phenomena but evolves constantly through people’s interaction with the world, 

within a specific historical and cultural context. 

Historically, research in the field of dementia has been dominated by methodologies 

rooted in positivism and focused on investigating biomedical causes of the condition and 

medical / pharmacological approaches to treatment (Bond and Corner 2001). However, 

there is growing recognition that dementia is not only a biological process, characterised 

by cognitive and functional decline, but also a socially constructed experience negotiated 

and interpreted by those living with the condition, their carers and wider society (Gibson 

et al. 2004). This nurtures interest in learning about the meaning of this experience and 

its relevance to care efforts (Bond and Corner 2001). The approaches to research however, 
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mostly reflect traditional positivist assumptions about the nature of dementia and methods 

applied to facilitate investigations. 

When embarking upon research aiming to investigate this complex human experience, the 

author felt uneasy with this traditional perspective. The conventional positivist worldview 

with its objective, quantitative ways of learning about the world appeared incompatible as 

it does not offer means for exploring the meaning of experience of living with dementia, 

the focal point of this study. The interpretivist perspective also appeared inadequate as it 

implies a highly individualistic, subjective character of human experience, learning of 

which has limited implications in terms of understanding the experience of others. This 

position was difficult to accept as the author believes that, although unique, human 

experience of health and illness can and should be explored in the search for common 

patterns and factors; in order to broaden our understanding and enhance care efforts. 

Therefore, the approach to research adopted in this study reflects philosophical orientation 

which acknowledges the objective nature of biological processes that are part of people’s 

experience of living with dementia. However, it also recognises that mental aspects of 

dementia such as cognitive capacity, emotions, values, roles and relationships; are equally 

as real as physical ones (Maxwell and Mittapalli 2011). As such it offers ways of investigating 

and explaining such entities and relationships between them. Moreover, in line with the 

assumption that human experience is socially constructed and contextual in nature, the 

approach taken allows for shared realities (Thorne et al. 1997; Ritchie and Lewis 2003); 

realities constructed by PWD, their important others, wider society, broader culture and, 

consequently, the author’s understanding and meaning-making of these shared realities. 

Namely, this study embraces the critical paradigm. Detailed rationale for such choice is 

articulated below. 

2.2.2 Why Critical Realism? 

Critical realism proposes that the world around us is stratified and emergent (Pawson 2013; 

Wong et al. 2013; Dalkin et al. 2015). In relation to social phenomena it means that, 

although they exist independently of our consciousness and are readily observable, causal 

processes behind them, while equally real, belong to different strata and therefore cannot 
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be accessed through observation. Understanding them requires theory and abstraction 

(Wong et al. 2013). Critical realism has important implications for investigating and 

generating insights into social phenomena (Maxwell and Mittapalli 2011). Its specific 

contributions, particularly these relevant to this inquiry, are explored below. 

2.2.2.1 Causal description vs causal explanation  

Historically, positivism dominated scientific understanding of causality (Maxwell and 

Mittapalli 2011). This perspective assumes an unobservable nature of causal processes, 

rejects the possibility of gaining insights into them, and focuses on describing cause-

outcome regularities between/within phenomena. Such understanding of causality forms 

the basis for quantitative research, which explores relationships between variables and 

formulates theories allowing prediction and generalisation through the application of 

deductive reasoning (Scotland 2012). 

This traditional view of causality is challenged within critical paradigm, which 

acknowledges that understanding complex social reality cannot be facilitated by linear 

explanations proposed within positivism (Maxwell and Mittapalli 2011). Indeed, critical 

realism exposes the fallacy of the regularity model and replaces it with a causal explanation. 

Within this approach objects and social relations are understood to “have causal powers 

which may or may not produce regularities, and which can be explained independently of 

them” (Sayer 1992, pp. 2-3). Critical realism places more emphasis on qualitative methods 

of investigating social phenomena and exploring causal mechanisms and processes upon 

which relationships between such phenomena depend. 

2.2.2.2 Importance of context and meaning  

Indeed, while positivists strive to maximise generalisability in research by identifying and 

describing cause-outcome relationships, critical realists emphasise context dependence of 

the causal explanation (Maxwell and Mittapalli 2011). Pawson and Tilley (1997) argue that 

“the relationship between causal mechanism and their effects is not fixed” (p.69), as 

implied in positivism, but depends on the context within which the mechanism operates. 

Critical realism does not simply assert variability of causal relationships across contexts; it 

implies that “context within which a causal process occurs is, to a greater or lesser extent, 
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intrinsically involved in that process” (Maxwell and Mittapalli 2011, p. 156). Therefore, 

understanding of context in social sciences is crucial for understanding causal processes. 

This has two consequences. 

Firstly, it implies an approach to knowledge generation that pays attention to “complex 

causal mechanisms and how these interact with individuals’ agency and social context to 

produce outcomes” (Fletcher et al. 2016, pp. 287-8). This approach is captured within the 

context-mechanism-outcome (CMO) configurations of realist-based theories proposed by 

Pawson and Tilley (1997). Secondly, it acknowledges the importance of meaning and 

therefore accepts the possibility of more than one accurate way of understanding reality 

(Maxwell and Mittapalli 2011). It asserts that scientific understanding reflects a collective 

construction of a shared view from multiple accounts (Ritchie and Lewis 2003), created 

and interpreted within the constraint of temporal, historical, political and cultural context 

(Crotty 1998). Such perspective implies that, any effort to develop a comprehensive 

account of social phenomena should include perspectives of those with a direct experience 

and its current scientific understanding. This supports the author’s commitment to 

developing understanding of dementia reflecting perceptions of those with first-hand 

experience and incorporating relevant theoretical conceptualisations. 

The idea that scientific explanation may include various interpretations and viewpoints is 

challenged by positivists and relativists alike (Maxwell and Mittapalli 2011). While 

positivists objectivism rejects the notion of alternative views of reality; those representing 

the radical interpretivist standpoint insist that scientific enquiry should exclusively reflect 

the experience under study so that theoretical concepts emerge from the data itself (Glaser 

and Strauss 1967), contesting the value of contextualised knowledge. Consequently, they 

argue that application of theory inhibits interpretative creativity and jeopardises 

methodological quality in research (Thomas 1997). This has been opposed, as Anfara and 

Mertz (2006) claim that theory makes the meaning of phenomena more explicit. They 

advocate that, as a result of using theory, research gains in rigour, generating findings that 

are more useful and comprehensible to others within the scientific community. Indeed, it 

was identified that adopting an a-theoretical position in research may impoverish its 

explanatory potential and limit attention to socio-structural and systemic aspects of social 
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life and its intertwining with the individual experience (Layder 1998). In this vein Layder 

(1998) reasons that social research, focused on and rooted in meaning and experience, and 

theory should be brought together in the search for more adequate and valid explanations. 

2.2.3 Current Study: Philosophical and Theoretical Foundations 

Considering the above, critical realism appears a fitting paradigm for the current study. 

As outlined in chapter 1, there are presently four main priorities relative to theoretical 

developments in dementia. These include the need for incorporating perspectives of those 

with first-hand experience and the requirement to capture the complexity of this 

experience. Additionally, it was argued that research should explore positive concepts such 

as adaptation and participation and their applicability to understanding dementia. 

Research conducted within critical paradigm has the potential to facilitate all of these. 

This is because, critical realism validates the reality of biological and psycho-social aspects 

of dementia and, by recognising the importance of context and meaning, allows 

investigation of this complex phenomenon inclusive of voices of those affected by the 

condition and its current theoretical understanding. It facilitates attention to subjective 

aspects of dementia experience and its objective individual, socio-structural and systemic 

determinants. Moreover, by emphasising the importance of, and providing means for, 

investigating causal mechanisms behind social phenomena, it supports theoretical 

developments able to explain the complexity of dementia experience. Additionally, it 

endorses the use of relevant theories and concepts relative to adaptation and participation; 

with the view of contextualising research findings. 

Nonetheless, the literature identifies some limitations of the critical realist approach to 

theory development, which ought to be considered. These refer to the CMO configurations 

of realist-based theories, proposed by Pawson and Tilley (1997). Specifically, it has been 

cautioned that strict application of this formula may result in over-simplification of causal 

processes in complex social systems by implying their linearity (Gorski 2015; Westhorp 

2012). 
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Jagosh et al. (2014) note that mapping the intricacies of transformational processes within 

dynamic, complex systems in which they operate is not always as straightforward as the 

CMO configuration implies. This is supported by Gorski (2015) who observes that the 

stratification and emergence of social complex systems, considered through the prism of 

their temporal dimension, exposes the fallacy of simple causal directionality and challenges 

“sequentialism” (pp. 42-43) implicit in CMO configurations. Archer (2015, p. 3) further 

argues: “in the social order generative mechanisms always exist in the plural and thus are 

in interplay with one another, conjointly producing what actually happens in the world”. 

This infers multi-causality, non-linearity and bi-directionality of transformational 

processes, postulated within the complexity science (Eidelson 1997; Thelen 2005). For this 

reason, complexity-consistent theories have been recognised as helpful meta-theories to 

underpin developments in understanding of complex social phenomena (Westhorp 2012, 

2013). 

There are many overlaps between critical realist philosophy and complex systems theories; 

e.g., both approaches understand reality as “comprising multiple, nested, open systems in 

which change is generative, context dependent and time irreversible” (Westhorp 2012, 

p.406). Both are committed to a generative explanation of causation (Westhorp 2012). 

However, while critical realism uses the language of mechanisms which may imply linearity 

between cause and outcome within a certain context; complex systems science refers to 

‘local rules’ which shape interactions between system’s components and generate complex 

patterns of outcomes at various levels of the system (Westhorp 2012). 

Complexity science postulates that complex, open systems come to be through interaction 

of their components, not simply by their assembly. Therefore, one can only come to 

understand a complex system as a whole, not by reducing it to simpler parts / levels 

(Eidelson 1997; Cilliers 2013). Complexity-consistent theories have therefore been 

indicated as offering a level of abstraction supportive of such understanding by helping to 

accommodate multiple sub-processes at various levels of a system, in a manner reflective 

of “non-linear relations, multiple and contingent causation, non-linear but not unbounded 

determination, and emergent properties” characterising social phenomena (Byrne 1998, p. 

5). As such, they have been recognised as particularly helpful in understanding complex 
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processes of change (Westhorp 2012; Fletcher et al. 2016). However, it was also argued 

that, as ontologically compatible, critical realism and complex systems science can both 

offer useful insights for researchers to draw upon (Westhorp 2012). 

Therefore, in this study an explanatory approach to theory construction proposed by 

Eastwood et al. (2014), is used as an overarching research strategy conducted within 

qualitative methodology. Philosophically, the method is rooted in critical realism and 

constructionism. It integrates various research strategies, including inductive, deductive, 

abductive and retroductive logic; through several stages of theory generation process 

(Eastwood et al. 2014). This facilitates the triangulation of subjective perspective of 

dementia with the existing knowledge, including relevant complexity-consistent theories 

and concepts relative to adaptation and participation. The design of this study, reflective 

of these, is presented in more detail in section 2.3. Figure 2-1 below summarises 

philosophical and theoretical underpinnings of the current study. 
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2.3.1 Research Design in Social and Applied Health Research 

Research design is the overarching plan for the research process, outlining methodology of 

data collection and analysis applied in pursuit of research questions (Gray 2014). 

For much of the past century quantitative designs, traditionally aligned with positivist 

paradigm, have been dominating scientific endeavours (Bernheimer 1986; Breen and 

Darlaston-Jones 2010) and are acclaimed for their contributions to rapid and ground-

breaking developments across many fields (Crotty 1998). However, with growing interest 

in complex social and health-related phenomena came recognition that such processes 

cannot be appropriately attended to and explored through the means of quantitative 

methods (Crotty 1998; Breen and Darlaston-Jones 2010). The emphasis in quantitative 

research on disengagement of the researcher from the studied field and abstracting the 

investigated phenomena from its context as a way of generating objectivity and 

detachment, sparked criticism as inadequate to the aims of social and applied health 

research (Thorne 2011; Gray 2014). The very claim to objectivity in quantitative research 

has been challenged as it has been highlighted that all research depends on particular 

evidence, selected and analysed through particular methods, by individuals representing 

specific backgrounds and agendas (Mays 1995; Gray 2014). Furthermore, it has been 

asserted that no objective representation of reality can ever be generated as all meanings 

are a product of time and context (Snape and Spencer 2003). 

Towards these ends enthusiasm for qualitative research has flourished across many fields 

and, consequently, it became recognised as part of the knowledge production enterprise 

(Thorne 2011). Qualitative research has been recognised as particularly well suited for 

health and social research as it provides a means to seek a deeper understanding and to 

explore nuances of experiences not attainable through quantification (Darlaston-Jones 

2007; Taylor 2007; Swift and Tischler 2010). As such it was embraced by critical realists 

(Maxwell and Mittapalli 2011). 
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Qualitative research, as a set of interpretive activities favours no single methodological 

practice (Denzin and Lincoln 2011) and is best viewed as an umbrella term encompassing 

a range of approaches and techniques (Swift and Tischler 2010). This flexibility is viewed 

as one of its strengths (Daly et al. 2007). However, it has also been challenged as resulting 

in a lack of methodological clarity (Denzin and Lincoln 2011) and contributing to difficulty 

in establishing explicit criteria for effective evaluation (Northcote 2012). Particularly, 

concern with meaning and the lived experience, central to qualitative inquiry, led to the 

methodology being labelled as subjective and lacking generalisability (Cope 2014). This 

was disputed as the very objectives of qualitative research renders the use of quality criteria 

endorsed within quantitative tradition incompatible to quality assessment of its process 

and outputs (Pati 2011).  

Traditionally quantitative and qualitative research designs were positioned as representing 

opposite polarities (Crotty 1998). This distinction often relates to philosophical 

assumptions, with quantitative research being ontologically aligned with naive realism and 

objectivist epistemology; and qualitative research with critical realism or relativism and 

constructionist or subjectivist epistemology (Knox 2004). This divide, Knox (2004) argues, 

is further strengthened by the association of deduction with quantitative methods and 

inductive reasoning with qualitative methods, creating a mutually exclusive relationship 

between research methods and philosophy / logic of reasoning. Knox (2004) argues that 

research strategies are best used in a complementary manner and that the choice of 

method should be guided by the research questions and not one’s philosophical stance. 

As the purpose of this study is to develop a preliminary, theory- and evidence-driven 

understanding of dementia, rooted in the first-hand experience of living with the 

condition, the choice of methods is in line with the qualitative tradition of research. 

However, due to research questions posed in this study and core philosophical 

assumptions behind its design, the author embraces the idea of methodological plurality 

proposed by Crotty (1998) and Knox (2004). Consequently, various strategies of logic are 

employed in a complementary way at various stages of the project. This allows application 

of relevant research evidence and theoretical frameworks to maximise explanatory 

potential and facilitate the consideration of the systemic aspects of dementia experience; 
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while remaining true to perspectives of those affected by the condition. The following 

sections introduce methods adopted in this study and justify these choices. 

2.3.2 Introducing Realist Explanatory Theory Building Method 

As indicated in the previous section, choice of method in research implies adoption of a 

certain strategy of logic. The literature frequently refers to two such strategies i.e., 

deductive and inductive reasoning. In deductive reasoning scientific hypotheses are 

derived from existing theories and then tested against empirical data in order to verify their 

accuracy (Crotty 1998). As such, knowledge of individual phenomena is generated from 

universal laws (Eastwood et al. 2014). Induction is the process whereby a theory is 

established by accumulating particular examples (Crotty 1998) i.e., data is collected and 

analysed in order to identify a pattern from which a more general conceptualisation of an 

abstract phenomenon can emerge. 

Traditionally, knowledge production in health research has been dominated by deductive 

reasoning (Swift and Tischler 2010), aligned with positivism and quantitative methods 

(Ticehurst and Veal 2000; Saunders et al. 2003). Inductive logic is widely associated with 

qualitative health research and interpretivist tradition (MacFarlane and O’Reilly-de Brun 

2011). However, it is suggested that qualitative research does not need to be conducted 

within a single, highly specified strategy of enquiry (Swift and Tischler 2010). Moreover, it 

is recognised that, given the role of the researcher in the research process, pure induction 

in qualitative research is unattainable as some kind of theoretical lens is inevitably applied 

during data collection, analysis and/or interpretation (Willig 2012). 

Indeed, critical realists advocate the value of abstract forms of reasoning such as abduction 

and retroduction relative to theory development (Danermark et al. 2001). Abduction 

involves consideration of individual phenomena in the context of relevant conceptual 

frameworks or a set of ideas and as such, draws on existing theories to enhance their clarity 

(Eastwood et al. 2014). Retroduction is a “process where we move from a description and 

analysis of concrete phenomena to reconstruct the basic conditions for those phenomena 

to be what they are” (Eastwood et al. 2016, p. 3). It supports consideration of contexts and 

causal processes behind investigated phenomena. Both abduction and retroduction 
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involve the comparison and critique of relevant theoretical frameworks as part of the 

process of enhancing understanding of phenomena under scrutiny. 

Eastwood et al. (2014) note that traditional approaches to theory development are either 

emergent i.e., they use inductive forms of reasoning; or confirmatory i.e., hypothetico-

deductive in nature. They question the effectiveness of either in terms of the development 

of theories able to reflect the generative causative relationships within and among social 

phenomena. Instead, they propose the critical realist explanatory theory building method, 

originally described by Danermark et al. (2001), which uses various forms of reasoning 

complementarily throughout the research process to facilitate “moving from description 

of the concrete, to the abstract, and back to the concrete” (Eastwood et al. 2014, p. 3). The 

method “builds a conceptual framework […] utilizing an integration of interdisciplinary 

research, abstract thinking, comparison of theories, and identification of the best 

explanation(s)” (Eastwood et al. 2014, p. 4).  

The approach comprises of three distinct stages (Eastwood et al. 2014), starting with the 

emergent phase which involves examination and description of concrete phenomena, 

leading to development of a tentative conceptual model. This is followed by the 

construction phase, during which identified components of the tentative model are 

analysed in the context of relevant multidisciplinary theory and research, aiming at their 

clarification and exploration of causal mechanisms involved. The final, confirmatory phase, 

involves testing generated findings against concrete situations i.e., examining them 

empirically. While the emergent and confirmatory phases apply a combination of inductive 

and deductive reasoning, the construction stage focuses on abductive and retroductive 

analysis. 

The author learned from the method proposed by Eastwood et al. (2014), but modified it 

to reflect the needs of the current inquiry. This is expanded upon in the next section. 
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2.3.3 Current Study: Design 

As indicated, the current study adopts the explanatory approach to theory development 

rooted in critical realism (Eastwood et al. 2014). However, it has been modified to reflect 

the philosophical and theoretical assumptions of this study. It involves triangulation of 

research on the first-hand experience of living with dementia with constructs and 

prepositions of relevant complexity-consistent theoretical frameworks and empirical data 

generated through narrative methods. 

The study includes three phases. These progress iteratively in that each phase that follows 

builds upon knowledge generated through the previous one. The study phases are 

presented in consecutive chapters, with chapter 3 presenting the emergent and chapter 4 

the construction phase. Methods involved in each of these phases are described in detail 

in the opening sections of corresponding chapters. The confirmatory stage constitutes 

empirical verification of findings generated within the preceding two parts and the core 

component of this study. As such, to allow for effective evaluation of this component, 

methods used are extensively discussed in chapter 5. This is followed by presentation and 

discussion of findings in chapters 6 and 7 respectively. Figure 2-2 represents study phases 

graphically. 
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As a matter of introduction, procedures involved in each phase of this study are presented 

below. The final, confirmatory phase is considered in more detail to ensure clarity of 

terminology and method. 

2.3.3.1 Emergent phase  

The emergent phase involves meta-synthesis of the qualitative research on the first-hand 

experience of living with dementia. It has been identified that theoretical developments in 

dementia ought to incorporate perspectives of those affected by the condition in order to 

identify personal and contextual factors that are relevant to and shape people’s experience 

(Adams 1998). 

As meta-synthesis is a method of synthesising findings from multiple qualitative studies 

focused on a common topic and identified in a systematic manner; aiming to construct an 
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adequate interpretive explanation of these findings (Barroso and Powel-Cope 2000), it 

appears a fitting methodology to facilitate the initial stage of this research. 

It allows identification and clarification of concepts and patterns (Sherwood 1999) relevant 

to dementia experience, supporting development of the tentative theoretical model; while 

ensuring that any further theoretical developments are grounded in, and reflective of, the 

first-hand experience. It involves both inductive and deductive modes of inference. As a 

systematic method, it ensures a robust basis for the theory construction phase that follows.  

2.3.3.2 Construction phase  

This phase includes components of theory construction proposed by Eastwood et al. 

(2014), namely: a) defining conceptual boundaries, b) identifying relevant complexity-

consistent theoretical explanations, c) abductive and retroductive analysis, and d) 

proposition of a refined model. 

The specific steps involved in each of these components are explained in detail in chapter 

4. Here, it is important to indicate that a scoping review, aiming to identify theoretical 

frameworks relevant to the focus of this enquiry and specifically to findings of the meta-

synthesis, form the basis for the analytical part of this phase. To begin with, the identified 

frameworks are compared and contrasted in order to examine their explanatory power 

relative to concepts and relationships proposed within the tentative model. This process is 

supported by Thagard’s (1978) criteria for theory choice. The tentative model i.e., its 

components and relationships between them, are then analysed with the use of abductive 

and retroductive reasoning, in order to enhance its clarity and comprehensiveness. This 

phase concludes with a proposal of a refined model, which forms the basis for the final, 

confirmatory phase of this study. 

2.3.3.3 Confirmatory phase 

The confirmatory stage of this study involves testing the assumptions of the refined model 

against qualitative data representing perspectives of PWD and their FM. This is to ensure 

that the final model is firmly rooted in the first-hand experience and reflects meanings 

bestowed upon this experience by those directly affected by the condition. 
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Qualitative research encompasses many different approaches including narrative, 

thematic, language-based and ethnographic methodologies (Pistrang and Baker 2012). 

This study uses an overarching narrative mode of inquiry, as it offers appropriate tools for 

meeting the above-stated objectives. A narrative is a linguistic form reflecting the intricacy 

of human experience with its interrelationship to temporal sequence, human motivation 

and events occurring within the evolving interpersonal and environmental context 

(Polkinghorne 1995). As such, it supports understanding of a unique human experience 

characterised by a causal relationship between actions and outcomes (Polkinghorne 1995).  

Admittedly, knowledge generated within the narrative approach has been criticised as not 

adhering to the notion of rationality privileged within the Western scientific tradition. It 

was branded as emotional and therefore incapable of generating valid scientific knowledge 

(Polkinghorne 1995). This has been challenged by Bruner (1986) who argued that there are 

two distinctive modes of rationality: paradigmatic, categorising phenomena according to 

certain features; and narrative, emphasising individuality by attending to contextual 

factors and complex interactions. Bruner (1986) claimed that both modes generate useful 

and valid knowledge. 

The distinction proposed by Bruner (1986) offers insight into an epistemological basis for 

the two modes of narrative inquiry employed simultaneously in the current study. This 

distinction is widely recognised within the literature, although different authors use 

different terminology. E.g., Polkinghorne (1995) refers to ‘paradigmatic’ and ‘narrative’ 

inquiry while Lieblich et al. (1998) describe ‘categorical’ and ‘holistic’ approaches. For the 

purpose of this study the terminology proposed by Lieblich et al. (1998) is adopted, as it 

avoids confusion between ‘research paradigm’ relating to the overarching foundations of 

research and ‘paradigmatic type of narrative inquiry’ relating exclusively to methods used 

in the process of collecting, processing and analysing data. 

In the categorical approach, narratives are analysed in the search for common themes and 

features (Lieblich et al. 1998). In this approach data gathering and analyses can be informed 

by concepts derived from existing theories; or concepts emerge ‘de novo’ from the data. 

Polkinghorne (1995) notes that categorical analysis can identify trends and patterns within 
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narratives however, he asserts that this kind of knowledge is abstract and underemphasises 

the unique aspects of each story. It may also overlook the systemic and contextual 

character of the reported experience (Layder 1998). In contrast, research completed in the 

holistic mode analyses narratives in their entirety (Lieblich et al. 1998). This allows 

consideration of temporal order, causality, the notion of human motivations and choice, 

as well as coincidental happenings and contextual influences (Polkinghorne 1995). 

Importantly, such research attends to a wider context of scientific knowledge and draws 

on multidisciplinary expertise to provide a dynamic framework for explanatory reasoning. 

As the purpose of the confirmatory stage of this study is to empirically examine the 

emerging evidence- and theory-based model of dementia, rooted in the first-hand 

experience; the collection of the narrative data is informed by the assumptions of the 

tentative model and focuses on exploration of issues pertaining to participation and 

adaptation. The data is then scrutinised using both categorical and holistic approaches to 

narrative analysis. Consequently, both deductive and inductive modes of reasoning are 

utilised. This ensures that the results remain true to participants’ accounts and capture the 

unique aspects of their experiences while simultaneously identifying commonalities 

between participants’ accounts and place findings in the context of the existing knowledge, 

affording the opportunity for its advancement. 

Specific methods applied in the confirmatory phase of this study are discussed in chapter 

5. 
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Quantitative research is widely acclaimed for generating value-free knowledge, based upon 

the application of objective methods of measurement (Horsburgh 2003) and scrutinised 

against well-established criteria of validity (truthfulness of findings) and reliability 

(replicability and representativeness of findings) (Whittemore et al. 2001; Golafshani 

2003). Historically, the same quality criteria have been uncritically applied to qualitative 

research resulting in its extensive criticism for the alleged lack of rigour and credibility 

(Horsburgh 2003). 

However, there is growing recognition that such criteria are not easily translated to 

qualitative research as the two traditions have very different ontological and 

epistemological underpinnings (Reynolds et al. 2011). Instead, it is argued that a decision 

regarding the applicability of any quality criteria to the evaluation of a qualitative inquiry 

must relate to the epistemological position held by the researcher, not to methodological 

choices (Madill et al. 2000; Ballinger 2004; Maxwell and Mittapalli 2011). Indeed, Ballinger 

(2004) implies that criteria such as validity and reliability can be appropriately used to 

evaluate a qualitative study as long as it is conducted within a positivist framework. Such 

criteria become redundant however, if interpretive / constructionist epistemology is 

declared (Madill et al. 2000; Ballinger 2004). Nevertheless, as qualitative research is not a 

homogenous field, with a number of epistemological positions and methods drawn upon 

by researchers, the debate relating to the most appropriate quality criteria is ongoing.  

Reflective of this debate are three distinct positions held by qualitative scholars regarding 

criteria for evaluating research. Some authors advocate the adoption of positivist concepts 

for qualitative research (Creswell 1998; Morse et al. 2002; Porter 2007); others propose 

development of distinct and separate assessment standards (Angen 2000; Yardley 2000). 

Others still suggest that, since qualitative research is contextual and unique in nature, “the 

search for a generic framework for assessing the quality of qualitative research should be 

abandoned in favour of individual judgements of individual studies” (Rolfe 2006, p. 309). 

Such position appears unhelpful as it implies that, as long as they are presented in an 

aesthetically pleasing and convincing way, any interpretations or claims made by 
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qualitative researchers are equally valid and that there are no rational grounds for assessing 

one as more trustworthy than another. 

Further confusion relates to a plethora of ‘checklists’ or markers of ‘best practice’ available 

within the literature. Over the last two decades many attempts have been made to establish 

quality criteria for both the conduct and appraisal of qualitative research, with numerous 

recommendations made (Popay et al. 1998; Creswell and Miller 2000; Long and Johnson 

2000; Mays and Pope 2000; Yardley 2000; Whittemore et al. 2001; Cutcliffe and McKenna 

2002; Robson 2002; Johnson and Waterfield 2004; Tuckett 2005; Meyrick 2006; Ryan-

Nichols and Will 2009; Pilnick and Swift 2010; Barusch et al. 2011; Lincoln et al. 2011; 

Thomas and Magilvy 2011; Cope 2014). Most commonly, member checking, triangulation, 

negative case analysis and reflexivity, to name but a few; are advised (Reynolds et al. 2011). 

However, it has been highlighted that often such methods are recommended with little 

reference to their theoretical underpinnings or appropriateness to different types of 

qualitative inquiry (Reynolds et al. 2011). This promotes an uncritical application of 

checklists, increasing the risk of applying positivist criteria to inquiry located within 

interpretivist / constructionist framework and positioning it as poor quality quantitative 

research (Angen 2000; Barbour 2001; Reynolds et al. 2011) 

The literature indicates that the concept of validity in relation to qualitative research is 

undergoing reconfiguration which is reflective of the epistemological assumptions in 

which such research is rooted. As a result, application of ‘checklists’ and specific quality 

criteria is no longer seen as an assurance of objectivity (Angen 2000). In fact, objectivity is 

not seen as the ultimate goal of qualitative enquiry. Increasingly, when deciding upon 

quality criteria, scholars recommend careful consideration of study aims, its philosophical 

and theoretical underpinnings and claims made by researchers (Angen 2000; Maxwell and 

Mittapalli 2011). Indeed, establishing validity is not understood as a one-off activity but as 

an ongoing process relating to all stages and decisions undertaken during research; relating 

to theoretical, methodological as well as ethical aspects of a study; and to both the process 

and outcomes of qualitative inquiry (Angen 2000; Lincoln et al. 2011; Reynolds et al. 2011). 
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Recently Lincoln et al. (2011) put forward a framework which considers evaluation criteria 

for qualitative research in two broad areas. Firstly, quality is considered in relation to the 

research process reflecting the rigour of method. Secondly, it relates to research outcome 

and is understood as rigour of interpretation. This framework is used here to reflect upon 

the aspects of research design in this study which were implemented to ensure generation 

of coherent and valid knowledge. Table 2-1 explicitly outlines the relationship between 

study aims and its epistemological underpinnings, key ‘quality assurance’ elements of study 

design and specific procedures implemented to enhance rigour. 

 Ensuring quality of research process 

 Epistemology / study 
aim 

Quality assurance method Example in study 

 Critical Realism 
paradigm. 
Assumption of 
knowledge as co-
constructed and 
context dependent. 

Philosophical grounding of 
research design 
 

Articulation and critical discussion of 
philosophical underpinnings behind the 
realist explanatory theory building 
Method, including narrative approach to 
confirmatory stages. 
Critical consideration of the relationship 
between specific data collection and 
analytical procedures and underlying 
assumptions. 

  Sampling strategy Purposive sampling to ensure the 
emerging theoretical model is reflective of 
first-hand experience across the dementia 
spectrum. 
Inclusion of both, where ethically 
possible, PWD and their FM. 

 

 A robust literature review to 
ensure that the emerging 
theoretical model is rooted in 
the first-hand experience of 
dementia and examined 
against relevant complexity-
consistent theory and 
research evidence 

Meta-synthesis of qualitative research on 
first-hand experience of dementia. 
Scoping review aiming to identify the 
relevant complexity-consistent theories 
and analyse the tentative model in their 
context. 

  Triangulation: consideration 
of different perspectives 
contributing to findings and 
interpretations  

Method: Use of inductive, deductive, 
abductive and retroductive modes of 
reasoning across theory development 
phases. 
Implementation of both paradigmatic and 
narrative type of analytical procedures in 
the confirmatory phase. 
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  Reflexivity: exploration of 
alternative hypothesis / 
theoretical concepts, 
exploring contradictory 
instances, examining biases 

Thorough exploration of data through 
coding saturation, consideration of 
alternative explanations (Methods; 
Findings) 
Demonstrating comprehensiveness of 
analysis and interpretation by reporting 
citations from wide range of participants.  
Identification of participants’ and 
researcher’s positions. 
Identification of differences in accounts 
between different types of participants. 

R
ig

o
u

r 
o

f 
m

e
th

o
d

 Study aim: to develop 
a preliminary theory- 
and evidence- driven 
understanding of 
dementia experience, 
reflective of its 
complexity, inclusive 
of concepts of 
adaptation and 
participation, and 
grounded in first-hand 
experience of living 
with the condition. 

Coherence between study 
aims, philosophical 
assumptions and methods 

Articulation and critical discussion of 
philosophical underpinnings of the study. 
Critical consideration of the relationship 
between study aims, its phases, specific 
data collection and analytical procedures 
and underlying assumptions. 
Identification of relevant theoretical 
frameworks in theory construction phase, 
to allow clarification of key concepts and 
relationships. 

  Transparency Detailed disclosure of methods and 
procedures applied across various phases 
of the study. 
Articulation of a decision trail in relation 
to the choice of methods. 

  Appropriateness of sample Purposive selection of literature and 
participants in the confirmatory phase to 
ensure inclusion of people with first-hand 
experience of dementia. 

  Prolonged engagement Saturation as a criterion for terminating 
data collection 

 Ensuring quality of research outcomes 

 Epistemology / study 
aim 

Quality assurance method Example in study 

 Critical Realism 
paradigm. 
Assumption of 
knowledge as co-
constructed and 
context dependent. 

In-depth engagement with 
the topic 

Comprehensive literature review and wide 
reading throughout research process. 
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 Triangulation: consideration 
of different perspectives 
contributing to findings and 
interpretations 

Sources: Data gathered from both (where 
possible) PWD and FM to enhance 
understanding and comprehensiveness of 
interpretation. 
Analyst: Key methodological and 
interpretive decisions were scrutinised in 
discussion with the supervisory team to 
foster critical thinking, promote creativity 
and consider alternative perspectives. 
Theory: relevant research evidence, 
theoretical frameworks, concepts and 
models identified and considered 
throughout study. This is demonstrated in 
emergent and construction phases; as well 
as within the discussion, which locates 
findings of the confirmatory phase within 
existing empirical and theoretical context. 

  Reflexivity Researchers’ background, both personal 
and professional, values and beliefs are 
stated in section 2.5 to allow evaluation of 
how these factors influenced 
interpretative endeavours. 

  Contradictory case analysis Consideration of contradictory instances 
in data. 
Data analysis through cyclical movement 
between individual accounts and coding 
framework; between codes and themes 
identified within account offered by PWD 
and those contributed by FM. 

 Status of generated 
knowledge 

Ethical validation: addressing 
the  ‘so what?’ question 

Potential impact of findings and 
interpretations considered in chapters 7 
and 8 in terms of contributions to the 
existing knowledge and their potential 
implications for further research, policy 
and practice. 

 Power relations 
between the 
researcher and 
participants 

Sampling strategy 
 

Purposive sampling applied to ensure that 
people with relevant experience across 
dementia spectrum were included in the 
study. 
Recruitment through various sources to 
enhance inclusiveness. 

  Ethical validation: ensuring 
autonomy 

Procedures related to ethical aspects of 
the study as indicated in section 2.6, 
attended to throughout the study. 

  Ethical validation: giving 
voice 

Contribution of all participants reported 
within findings section.  

  Ethical validation: 
participants as experts 

Researcher adopting an attitude of an 
active, reflective listener during data 
collection stage of the study. 
Validating participants as experts through 
non-judgmental attitude, willingness to 
learn from them and clarifying 
understandings during interviewing. 
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Demonstrating the quality of research is important not only to facilitate the evaluation of 

its trustworthiness but also to allow consideration of the applicability of findings and 

interpretations to other settings (Bailey 2007). It is not an objective of qualitative research 

to produce generalizable knowledge (Fox et al. 1998). Instead, in the context of research 

conducted within a narrative framework, applicability relates to the plausibility and 

coherence of the narrative, the overall comprehensiveness of research and whether it offers 

new, useful insights (Polkinghorne 1995; Guba and Lincoln 2005). 

Accordingly, the author does not claim that the findings and interpretations presented in 

this thesis are representative of experiences of other PWD and FM, even those sharing the 

socio-cultural milieu with the participants of this study. The study is, after all, based upon 

the understanding of social reality as co-constructed and context dependent. However, the 

empirical data and findings in this study are carefully considered in the context of 

complexity-consistent theory and current research evidence originating from multi-

disciplinary perspectives. The author therefore believes that the findings and 

interpretations that emerge offer new insights into the understanding of the experience of 

PWD; have the potential to generate discussion regarding the nature of this experience 

and potential for adaptation; and can be anticipated to stimulate ideas for further research. 

 

In line with the philosophical assumptions that shape this research, in order to facilitate 

its effective evaluation, it is essential that the author’s position is made explicit from the 

outset. The author acknowledges that her personal and professional background and 

experience played an important role in the choice of research area, questions asked and 

research design. Her active role in the co-construction of interpretations and 

understandings made in this study is also recognised (Guba and Lincoln 2005). This is 

why, throughout the research process, any activity involved in interactions with the 

participants, dealing with the data and with the relevant knowledge, was continuously 

scrutinised through reflexivity (Jootun et al. 2009; Darawsheh 2014). See Appendix 1 for 

examples of the author’s reflexive practice. 
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The author’s social location (Morrow 2007) includes female gender, Polish nationality and 

working class upbringing. She completed undergraduate training and a master’s degree in 

psychology at Warsaw University, Poland. As a young adult and a fresh graduate, she 

moved to Scotland in pursuit of meaningful employment. It was in Scotland that the author 

gained extensive experience working with people of various ages, living with different types 

of disability and both physical and mental health related conditions, in the capacity of a 

support worker. Based on reflection upon these experiences; she developed a strong 

interest in human activity as a way of being and as a means of establishing, expressing and 

asserting self. This interest led to undertaking a postgraduate diploma and a master’s 

degree in occupational therapy at Queen Margaret University (QMU), Edinburgh, 

Scotland.  

During the occupational therapy training the author developed a special interest in the 

bio-psycho-social dimensions of human experience and in chronic neurological 

conditions, including dementia. Particularly, she was interested in the way the biological 

processes taking place in the human brain translate into peoples’ ability to engage in daily 

activities and how this affects the way they interact with their environment. Through this, 

the author considered in more depth the relationship between the environment and the 

experience of the individual. 

Due to her professional training in psychology the author has a sound appreciation of the 

human developmental processes, the cognitive structures and processes involved in 

human function, and adaptive mechanisms employed to maintain stability and/or to 

achieve progress. Owing to the occupational therapy training the author also has a 

comprehensive grasp of the concept of everyday activity and dynamics between personal 

and environmental factors shaping human experience. In addition to these, as a member 

of society both in Poland and in Great Britain, she is aware of societal understandings, 

perceptions and fears associated with dementia developed through collective experience 

and influenced by institutional and cultural perspectives and by the media. 

In this context, the author welcomed the opportunity to embark upon this PhD project 

that considered peoples’ experience of living with dementia through participatory lenses. 
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2.6.1 Beneficence 

Research ethics concern maximising benefit and minimising harm (Orb et al. 2001).  It is 

acknowledged that the nature of ethical issues in qualitative research differs from these in 

quantitative research and that ethical problems encountered by qualitative researchers are 

more subtle and reflect the socio-behavioural nature of qualitative inquiry (Orb et al. 

2001). Therefore, while the risk of physical harm for participants in qualitative research it 

thought to be relatively low, they are exposed to varying levels of risks that are social or 

emotional in nature (Guest et al. 2013). 

Consequently, there are two main ethical considerations in qualitative inquiry relative to 

beneficence; namely, issues pertaining to relationships and power between researchers and 

participants, and risk of emotional distress in response to the research topic (Allmark et al. 

2009; Houghton et al. 2010; Sivell et al. 2015). 

Regarding power imbalance, Houghton et al. (2010) recognise that researchers must be 

mindful of the manner the relationships with participants are formed and managed. This 

is particularly relevant to research involving vulnerable groups such as older people 

(Gledhill et al. 2008), especially when the boundaries of the relationship become blurred 

e.g., researcher acts in double role as a clinician and investigator (Houghton et al. 2010). 

Scholars suggest that, in such cases, safeguarding participants’ rights and maintaining their 

autonomy can be achieved through transparent explanation of the researcher’s role and 

close supervision by experienced researchers (Allmark et al. 2009; Houghton et al. 2010). 

In this study, although recruitment was facilitated by health and social care services, 

researcher’s independence from these services was made clear to participants from the 

outset. It was explained that their involvement in research has no consequences in terms 

of their relationships with and accessibility to local health and social care professionals. 

Throughout the study, the researcher had access to expertise and advice from her tutors, 

through regular PhD supervision. This afforded the opportunity to identify, explore and 

address any power-related issues on an on-going basis. 
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It has been identified that qualitative interviews may trigger painful memories or difficult 

emotions, resulting in distress (Richards and Schwartz 2002; Orb et al. 2001; Sivell et al. 

2015). However, it has also been acknowledged that participants’ reactions are highly 

individual, depending on their personal characteristics and the experience of researchers 

and so, cannot be accurately predicted (Richards and Schwartz 2002). Therefore, it is 

recommended that the researchers anticipate any possible outcomes and are prepared to 

respond in the manner most appropriate to the needs of the person (Richards and Schwartz 

2002; Sivell et al. 2015). Accordingly, in this research a strategy was put in place to support 

the researcher in recognising and responsibly addressing any non-verbal or verbal 

indication of participant’s distress. The strategy is presented in detail in chapter 5. 

2.6.2 Informed Consent 

Closely related to issues of power in social research is commitment to individual autonomy. 

This requires that research participants are able to make a free decision regarding their 

prospective involvement (Christians 2011). Their decision must be based on full and 

transparent information about the nature and potential consequences of research; free of 

any physical or psychological coercion (World Medical Association 1964; Christians 2011). 

Traditionally, researchers rely on the competency-based informed consent method 

supported by capacity legislation e.g., Adults with Incapacity (Scotland) Act 2000 (Scottish 

Government 2000), also applicable to the presented study. Historically this approach led 

to PWD being largely excluded from research (Dewing 2002). This was because, due to the 

progressive character of cognitive impairment in dementia, the ability of those 

experiencing the condition to consider the relevant information and to make an 

autonomous, informed decision regarding participation, was considered to be 

compromised (Beuscher and Grando 2009; Pesonen et al. 2011). 

However, increasingly, there is a consensus that PWD should be included in research as 

they offer a unique perspective concerning living with the condition (Dewing 2007, 2008a; 

McKeown et al. 2010). McKeown et al. (2010) argue that gaining consent for research 

participation is a complex issue and that diagnosis of dementia is not in itself an indicator 

of incapacity. It has been documented that consent capacity is situational and depends on 
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the complexity of the decision to be made (UK Government 2005; Dewing 2007; McKeown 

et al. 2010). Research evidence shows, that people with mild to moderate dementia are 

capable of making informed decisions regarding participation and providing consistent 

and reliable contributions to research (Bond and Corner 2001; Gibson et al. 2004; Trigg et 

al. 2007; Beuscher and Grando 2009; Trigg et al. 2011). 

With growing emphasis on person centeredness and inclusionary ethics; the 

acknowledgement of the situational and fluctuating nature of capacity; and recognition of 

the importance of direct representation of interest, equality and social justice (Dewing 

2008); there is strong emphasis in the literature on promoting a more ‘inclusionary’ 

consent (Dewing 2007, 2008; McKeown et al. 2010; Heggestad et al. 2012). Such an 

approach, adopted in this study, ensures that consent is continually verified with PWD, 

instead of being a one-off procedure at the research outset (Dewing 2007, 2008). This is 

achieved within the parameters of formal ethical principles and safeguarded through a 

constant situational awareness and sensitivity to interpersonal clues within relationships 

with PWD and their important others on the part of the researcher (Hegestad et al. 2012). 

As this research focuses on the first-hand experience, it was crucial that PWD were directly 

involved. Therefore, to ensure their autonomy and safety as well as to promote inclusion, 

this study employed process consent as outlined by Dewing (2007, 2008a). Specific 

consent procedures employed in this study are presented in chapter 5. 

2.6.3 Confidentiality 

Guest et al. (2013) recognise that, in qualitative research, the single most likely source of 

harm to participants relates to breach of confidentiality. It is acknowledged that, due to 

the detailed descriptions used to report findings, maintaining confidentiality can be 

challenging (Houghton et al. 2010). Therefore, it is argued that anticipating the potential 

for and consequences of revealing participants’ identities and putting strategies in place to 

minimise such risk, is a moral obligation of researchers (Orb et al. 2001). To safeguard 

confidentiality, qualitative researchers commonly use pseudonyms or initials in outputs of 

their research (Houghton et al. 2010; Richards and Schwartz 2002). Additionally, where 

there is a possibility of identifying participants through a study site, to minimise such risk, 
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it is advised to either conceal the exact location or to report findings for groups of 

participants rather than case-by-case (Houghton et al. 2010). In this study, to ensure 

participants anonymity, the author used pseudonyms. Additionally, only a general local 

authority area rather than specific participants’ localities are referred to within outputs. As 

the methodology used requires some case-by-case reporting these methods were thought 

to minimise the risk of confidentiality breaches. In addition, a number of strategies were 

put in place to ensure safety of personal information collected in this study. These are 

described in chapter 5. 

It is required that, in exceptional circumstances such as when an unreported illegal activity 

or potential or actual harm is disclosed, researchers have a duty to share such information 

with an appropriate authority (Allmark et al. 2009; Orb et al. 2001). However, participants 

must be informed of the boundaries of confidentiality from the study outset (Allmark et 

al. 2009). As this study involves vulnerable adults, participants were advised that any 

disclosure of an adult at risk protection issue, as specified above, would be dealt with 

according to the adult at risk protection procedures of the Scottish Government (2007). 

2.6.4 Overview by Research Ethics Authorities 

The research protocol was reviewed by the South East Scotland Research Ethics Service 

who provided an ethical statement (NR/1109AB20; Appendix 2). The relevant NHS Quality 

Improvement Team was also informed and granted permission to proceed with the study 

(Appendix 3). NHS Caldicott Guardian was approached for advice regarding consent 

process and information sharing between the health services in Midlothian and the 

researcher at QMU. This advice was adhered to. 

QMU application for ethical approval has also been completed and logged with the QMU 

Research Ethics Panel (Appendix 4). 
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This chapter outlined the philosophical, methodological and theoretical assumptions 

made in this study, considered in the context of wider subject literature. It explored issues 

pertaining to research quality, with attention paid to researcher’s positioning. Ethical 

issues were also reflected upon. 

The study is conducted within the critical paradigm utilising, as an overarching strategy, 

an explanatory theory building method proposed by Eastwood et al. (2014). The method 

has been modified to reflect the philosophical assumptions of this study. It uses qualitative 

design involving triangulation of research on the first-hand experience of living with 

dementia with constructs and prepositions of relevant complexity-consistent theoretical 

frameworks and empirical data generated through narrative methods. This is completed 

through three, closely related phases; gradually contributing to the development of the 

preliminary theory- and evidence-driven understanding of dementia, reflective of the first-

hand experience, as per study objectives. 

It was previously indicated that, specific methods involved in the completion of each phase 

of the study are detailed in corresponding chapters. The next chapter, presents meta-

synthesis of the qualitative research on the first-hand experience of living with dementia, 

which represents the emergent phase of this research. 
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CHAPTER 3 – LIVING WITH DEMENTIA: META-SYNTHESIS  

 

The subjective perspective on living with chronic health conditions has been recognised as 

an important source of information. In health care, understanding of the subjective 

meaning grows in significance as chronic illness becomes more prevalent and, as in 

dementia, issues of care take precedence over cure (Howden 2005). Insight into the 

subjective meaning of any phenomena is primarily gained using qualitative methods. These 

are well suited for exploring nuances of individual experience not attainable through 

quantification (Darlaston-Jones 2007) and for developing an in-depth understanding of 

issues of interest (Swift and Tischler 2010; Cope 2014). 

In this context, and due to changing attitudes regarding direct involvement of PWD in 

research (von Kutzleben et al. 2012), over the past twenty years a substantial body of 

evidence has emerged relative to first-hand perspectives on living with dementia. 

Growingly, this evidence becomes subject to systematic scrutiny, as researchers strive to 

develop a better understanding of various aspects of this experience. Thus, previous 

reviews focused on research on e.g., people’s experiences in relation to diagnosis in early 

stage dementia (Steeman et al. 2006); summarised experiences of loss and strategies used 

to deal with dementia related challenges (de Boer et al. 2007); explored current approaches 

to measuring self and considered evidence regarding persistence of self throughout the 

course of dementia (Caddell and Clare 2010); and identified factors that shape patients’ 

and carers’ experiences of the process of dementia diagnosis and treatment (Bunn et al. 

2012). None of them considered the relationships between various factors that determine 

people’s experience and potential for adaptation to living with the condition. None 

examine evidence related to participation and the impact it has on people’s health and 

wellbeing. 

Hence, this chapter presents meta-synthesis of qualitative research on the first-hand 

experience of dementia, with particular focus on the key factors impacting upon this 

experience and issues relative to adaptation and participation. In line with the 
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methodological approach in this study, it constitutes the first, emergent phase of the realist 

explanatory theory building (Eastwood et al. 2014) undertaken in this research (see Figure 

3-1). The aim is to identify and clarify concepts and patterns relevant to the experience of 

living with dementia. This is to ensure that further theoretical developments in this study 

are grounded in, and reflective of, the first-hand experience of the condition. 

To facilitate this, sections 3.2 and 3.3, respectively, introduce methods and the processes 

applied. Characteristics of the included studies are outlined in section 3.4, while section 

3.5 presents the main themes. The findings are explored and critiqued in section 3.6. The 

chapter concludes with results’ summary and a further justification for the aims of this 

study (section 3.7). 

 

EMERGENT PHASE: 
META-SYNTHESIS

• Review of qualitative research 
on first-hand experience of 
dementia

• Inductive / deductive reasoning

• Themes / patterns
• Concepts

• Relationships
• Foundations for tentative model

Review of complexity-
consistent theory
Refinement of tentative 
model

(chapter )

CONSTRUCTION

PHASE

CONFIRMATORY

PHASE

Narrative analysis:
CATEGORICAL
HOLISTIC
Testing the model

(chapters )

THESIS DISCUSSION & 

CONCLUSIONS

Implications 
Recommendations

Unique contribution

(chapters 



 

 
59 

 

 

Meta-synthesis is a method of synthesising findings from multiple qualitative studies 

focused on a common topic and identified in a systematic manner; aiming to construct an 

adequate interpretive explanation of these findings (Barroso and Powel-Cope 2000). As 

meta-synthesis allows for the identification and clarification of concepts and patterns 

within the existing knowledge, leading to its refinement (Sherwood 1999), it is a suitable 

methodology to facilitate the emergent phase of this research. 

There are many different approaches to meta-synthesis proposed in the literature (Finfgeld 

2003; Thorne et al. 2004; Bondas and Hall 2007), with different researchers placing 

emphasis on different aspects of the process. Meta-synthesis presented in this chapter 

incorporates three components proposed by Finfgeld (2003). Accordingly, all studies 

selected through the systematic review of the literature are examined by asking the 

following research questions: 

 What are the key themes, relative to the key factors impacting upon people’s 
experience of living with dementia and issues pertaining to adaptation and 
participation, emerging from the included studies when findings are compared and 
contrasted? 

 What philosophical and theoretical perspectives are reflected in the current state of 
knowledge regarding dementia experience? 

 What is the methodological status of the included studies? 

The specific procedures applied in the meta-synthesis involved steps outlined by 

Sandelowski and Barroso (2003). These are presented in the section below. 

 

3.3.1 Literature Search 

Exploration of the literature involved systematic searches of the following electronic 

databases: Abstracts in Social Gerontology, ASSIA, CINAHL, MEDLINE, ProQuest, 

PsycINFO, and Social Sciences Citation Index. The following key terms were used across 

all databases: [‘Dementia OR Alzheimer’s disease’] AND [‘experience’, ‘attributions’, 
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‘beliefs’, ‘concepts’, ‘knowledge’, ‘lived experience’, ‘life experience’, ‘meaning’, ‘narrative’, 

‘perceptions’, ‘perspectives’, ‘representations’, ‘understanding’, ‘outcomes’, ‘schema’, 

‘values’ OR ‘quality of life’]. MeSH headings, free text searching, Boolean operators and 

truncations were used to expand the literature search. The search was restricted to peer-

reviewed qualitative literature published between January 1990 and the end of September 

2015. Records were downloaded into an online bibliographic management program and 

screened against inclusion and exclusion criteria (Table 3-1). Additionally, to ensure 

comprehensiveness of the search, reference lists of all included articles were searched for 

any relevant materials which might have been missed out through electronic searches. 

Example search strategy can be viewed in Appendix 5. 

Inclusion criteria Exclusion criteria 

Population 

Clinical diagnosis of dementia 
Age ≥65 
People living at home (community dwelling) 
 

Diagnosis of other chronic / terminal illness (e.g., 
cancer) 
Mild cognitive impairment 
Normally ageing older adults 
People living in residential care. 
Age <65 

Main focus 

Meaning /experience of dementia 
Self-reported and proxy reports 

‘Illness experience’ but dementia is not the main topic 
of the study; other co-morbidities may strongly 
contribute to people’s experience 
Focus on a specific aspect of dementia experience out 
of the scope of this review (e.g., the meaning of living 
alone) 
Experience of particular rehabilitative approaches by 
PWD or carers 
Evaluation of specific therapeutic approaches 
Carers’ experience related to their caring role 

Publication type 

Primary research: qualitative, interpretative 
studies. 

Quantitative methodologies, opinion pieces, 
theoretical articles unless based on primary research. 
No abstract available for review. 

Publication period 

December 31st 1989 - 30th September 2015 Prior to December 31st 1989 

Publication language 

Articles published in English Published in languages other than English 
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3.3.2 Data Extraction and Critical Appraisal of the Included Research Reports 

Each study was systematically reviewed for the following key features, which were 

tabulated (Appendix 6) to facilitate data analysis: 

 country and dominant discipline; 

 sample characteristics: sample size; participants’ age and gender; diagnostic category 
and severity of dementia; 

 methodology: research design, methods of sampling, data collection and analysis; 
quality control methods; hierarchy of evidence; 

 main findings. 

3.3.3 Classification of Studies 

The quality of evidence offered by each of the included studies was evaluated against a 

hierarchy of evidence specific to qualitative methods. Namely, each report was categorised 

using a four-level classification system proposed by Daly et al. (2007) (Table 3-2). The 

purpose of this process was to apply a set of explicit criteria in order to reliably appraise 

the quality of evidence within the included studies based on: its location within the context 

of existing theory and research evidence, characteristics of the sampling process, 

transparency and quality of the methods of data collection and analysis and conclusions 

drawn by the authors. 
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Study type Features 

Generalizable studies 
(level I) 

 Sampling focused by theory and the literature, extended as 
a result of analysis to capture diversity of experience. 

 Analytic procedures comprehensive and clear. 

 Located in the literature to assess relevance to other 
settings. 

 Clear implications for practice and policy 

Conceptual studies 
(level II) 

 Theoretical concepts guide sample selection, based on 
analysis of literature. 

 May be limited to one group about which little is known or 
a number of important subgroups. 

 Conceptual analysis recognizes diversity in participants’ 
views. 

 Identify need for further research 

Descriptive studies 
(level III) 

 Sample selected to illustrate practical rather than 
theoretical issues. 

 Record a range of illustrative quotes including themes from 
the accounts of ‘‘many,’’ ‘‘most,’’ or ‘‘some’’ study 
participants. 

 Identify practice issues 

Single case study 
(level IV) 

 Provides rich data on the views or experiences of one 
person. 

 Can provide insights in unexplored contexts. 

 

 

3.3.4 Synthesis of Findings 

Synthesis of findings was informed by analytical strategies proposed by Sandelowski and 

Barroso (2003a). Firstly, taxonomic analysis was completed to identify significant 

underlying concepts and conceptual relationships. This was followed by a systematic 

search for similarities, differences, and patterns of relationships within findings reported 

in the included studies, a process referred to as sustained comparisons. In parallel to these 

activities, the conceptual syntheses offered within individual studies were compared with 

each other to determine how these could be integrated to inform the meta-synthesis. 

Finally, at the end of this chapter, the findings are critiqued in the context of wider 

literature. 
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A total of 3,418 records were retrieved through searches of electronic databases. Following 

the removal of duplicates and title screening, 3,218 articles were excluded leaving 200 

papers. Abstracts of those remaining papers were reviewed against inclusion and exclusion 

criteria (Table 3-1) leading to the selection of 56 articles which became the subject of a 

content review. This resulted in a further 28 articles being discarded, leaving 28 papers 

included in meta-synthesis. A further nine articles were identified through hand searches 

of the reference lists of the included papers. Contents of these articles were reviewed 

against inclusion and exclusion criteria which resulted in the inclusion of a further six 

articles. The study selection process, which resulted in the final 34 articles being included 

for meta-synthesis, is summarized in Figure 3-2. 

 

Total N records identified through 

database searches

(n=3,418)

RECORDS REMAINING

(n=3,323)

DUPLICATES 

REMOVED

(n=95)

RECORDS REMAINING

(n=200)

RECORDS REMAINING

(n=56)

ABSTRACT 

SCREENING

records excluded

(n=144)

Electronic database search Hand search

CONTENT REVIEW

records excluded

(n=28)

RECORDS INCLUDED

(n=28)

Total N records identified through 

hand search

(n=9)

CONTENT REVIEW

records excluded

(n=3)

RECORDS INCLUDED

(n=6)

FINAL N of records included in meta-synthesis (n=34)

TITLE SCREENING

records excluded

(n=3,123)
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The included studies were completed in a variety of countries including United Kingdom 

(N=11), Canada (N=7), Sweden (N=5), USA (N=4), Australia (N=2), Belgium (N=2), China 

(Hong Kong) (N=1), Iran (N=1) and New Zealand (N=1). Authors represented various 

professional perspectives including nursing (N=16 studies), psychology (N=8), sociology 

(N=4), occupational therapy / occupational science (N=3), social work (N=2) and 

psychiatry (N=1). 

Sample size was reported in all 34 articles, amounting to a total of 626 participants (range: 

1-143; μ=19.6) across all independent samples. Samples of 28 studies consisted of PWD only 

(N=487), whereas the remaining six studies also included caregivers as joint study 

participants (N=139). Further details regarding sample characteristics are outlined in Table 

3-3.
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Reported in 

(no. of studies) 
Range Mean, SD 

TOTAL 
(N) 

%1 

Sample size 34 of 34 1 - 143 19.6; SD=25.70 626 100 
Type of participants 34 of 34  
PWD only2 28 of 34 1 - 70 15.9; SD=14.44 487 77.79 
FM (joint samples with PWD) 6 of 34 3 - 73 23.17; SD=25.93 139 22.2 

Participants’ age3 31 of 34  

 
PWD 

PWD age range: 31 of 34 
PWD mean age: 21 of 34 

47-97 74.72; SD=4.07 

FM 
CG age range: 3 of 34 
CG mean age: 2 of 34 

37-89 70.75; SD=4.6 

Participants’ gender3 32 of 34 

 

 

PWD male 

PWD gender: 30 of 32 

214 
34.18 (of sample) 
43.94 (of PWD) 

PWD female 243 
38.81 (of sample) 
49.89 (of PWD) 

FM male 

CG gender: 5 of 6 

35 
6.00 (of sample) 

25.18 (of CG) 

FM female 101 
16.13 (of sample) 

72.66 (of CG) 

Type of diagnosis4, 5  34 of 34 

 

100 

Alzheimer’s Disease (or probable 
AD) 

24 of 34 71.9 

Vascular Dementia 10 of 34 31.25 

Frontotemporal Dementia 4 of 34 12.5 

Mixed type Dementia 1 of 34 3.13 

Lewy Body Disease 1 of 34 3.13 

Sub/cortical Atrophy 1 of 34 3.13 

Cognitive Impairment without 
Dementia 

1 of 34 3.13 

Severity of Dementia5 25 of 34 

 

81.25 

Mild 11 of 26 42.31 (of 26) 

Moderate 2 of 26 7.69 (of 26) 

Severe 0 of 26 0 (of 26) 

Mild / Moderate 10 of 26 38.46 (of 26) 

Mild / Moderate / Severe 2 of 26 7.69 (of 26) 

Dominant environment 28 of 34 

 

82.4 

Community 26 of 28 92.85 (of 28) 

Community and long term care 2 of 28 7.14 (of 28) 

Participants’ ethnicity 17 of 34 

 

53.13 

White European of White of 
European descent 

9 of 17 52.94 (of 17) 

Iranian 1 of 17 5.88 (of 17) 

Asian 1 of 17 5.88 (of 17) 

Mixed (sample including 
participants from various ethnic 

backgrounds) 
6 of 17 35.29 (of 17) 

1 Unless indicated otherwise, the reported percentages refer to the total sample size or the total number of 

studies included in the study. 
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2 In two samples (Menne et al. 2002; Steeman et al. 2007 and Steeman et al. 2013) PWD were the main 

participants but were interviewed in the presence of one or more FM. In studies reporting such samples FM 
were not declared as study participants. 
3 Not all articles reported data related to participants’ age and gender. Presented figures are based on values 

reported in the original articles. 
4 Total figure indicating number of studies reporting samples including people with different diagnostic 

categories exceeds the number of studies included in meta-synthesis as some samples include people with 
different types of dementia. 
5 Due to poor reporting of number of people representing various diagnostic categories and severity of 

dementia across the included studies it was impossible to ascertain the number of participants representing 
each category. 

 

 

The majority of the included articles reported matters related to dementia experience in a 

descriptive manner, listing and exploring factors which, according to participants, 

impacted upon their experience. However, there was a substantial proportion of studies 

(N=16) which indicated that PWD appear to live in a state of ‘flux’ (Caddell and Clare 2011), 

characterised by tension between continuous change and their desire for and efforts to 

maintain continuity. A number of studies also referred to environmental factors and their 

role in shaping people’s experience of living with dementia. To reflect this, three 

overarching themes were identified and defined as follows: 

 Theme 1: Living with Change; 

 Theme 2: Striving for Continuity; 

 Theme 3: Double Edged Impact of the Environment. 

Each of the main themes incorporates a number of sub-themes representing constituting 

factors. Based on the findings from the included studies the three main themes identified 

in this meta-synthesis and underlying constructs are considered to remain in dynamic, 

transactional relationships with each other; and the experience of PWD to continuously 

emerge from these relationships. 

Appendix 7 provides a sample of quotations extracted from the individual studies, linking 

them to the main themes and sub-themes. 
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3.5.1 Theme 1: Living with Change 

3.5.1.1 Cognitive capacity  

Results of most studies indicate that PWD have insight into changes in their cognitive 

capacity which in many studies (e.g., MacQuarrie 2005; Caddell and Clare 2011) was 

indicated as the primary consequence of dementia. In particular, changing awareness and 

memory function were recognised as most impactful in terms of people’s experience.  

In their proposed theory of a continuous process of adjusting to early-stage dementia 

Werezak and Stewart (2009) recognised changing levels of awareness as a link connecting 

each stage of the condition and affecting the process of adjustment between these stages. 

Phinney et al. (2002) highlighted how the degree of awareness impacted upon participants’ 

interpretation of the experienced symptoms and their response in dealing with them. 

Those who were aware of their symptoms were reported as more likely to acknowledge 

their difficulties and to accept support from others. PWD who were identified as having 

limited or mixed awareness often struggled to understand what was happening in their 

lives, resulting in frustration, embarrassment, shame, and difficulty accepting external 

support. 

Changes in memory function were acknowledged by participants as impacting upon their 

experience of living with dementia. PWD differed in their interpretation of the origin of 

these changes. Some saw them as natural part of ageing (e.g., Langdon et al. 2007), others 

made a clear link between deteriorating memory and dementia (e.g., Harman and Clare 

2006). Problems with memory were identified as affecting various areas of people’s lives 

including their ability to successfully accomplish their daily activities and participate in life 

(e.g., Caddell and Clare 2011; Lawrence et al. 2011), to effectively communicate with others 

(Moyle et al. 2011) and to maintain social relationships (Langdon et al. 2007). They were 

associated with changes in a sense of self and other people’s perceptions of, and attitudes 

towards, PWD; as well as with loss and uncertainty (e.g., Holst and Hallberg 2003; Mok et 

al. 2007; Mazaheri et al. 2013). 
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3.5.1.2 Emotions  

The experience of being diagnosed and living with dementia has been recognised as a 

source of various and, at times, conflicting emotions. It was identified that the process 

leading to diagnosis is often associated with fear and uncertainty regarding future life with 

the condition. This was related to the societal perceptions of dementia as an illness 

affecting memory and general function, which became synonymous with ill mental health 

and with eventual consignment to institutional care (Gilmour and Huntington 2005). 

Coming to terms with a diagnosis was also described as a difficult process, associated with 

periods of depression and resistance. However, many participants reported that 

adjustment, although often disrupted by progressing deterioration in various areas of 

function, was possible. This adjustment could take different forms, from quiet resignation 

and developing an attitude of ‘getting on with things’ to a conscious decision to embrace 

life and ‘make the most of things’ (e.g., MacRae 2008). 

It was recognised that living with dementia encompasses experiencing both negative and 

positive emotions. Anger, embarrassment and frustration were commonly associated with 

the reduced ability to accomplish activities caused by deficits in cognitive, physical and 

communication and interaction skills (Caddell and Clare 2011). Difficulties experienced 

with respect to the ability to interact with people, to engage in effective communication 

and share experiences with others, were highlighted as sources of insecurity, shame and 

feeling disabled (Holst and Hallberg 2003). However, positive feelings such as optimism, 

satisfaction, love and appreciation, were also frequently expressed by PWD across the 

included samples (e.g., Ostwald et al. 2002; Karlsson et al. 2014). 

3.5.1.3 Participation and performance  

It was highlighted that PWD often experience disengagement from activities, which was 

mainly associated with the loss of skills, decreased confidence and / or lack of support. The 

loss of abilities included process and motor skills as well as communication and interaction 

with others and was perceived as disruptive across various areas of participation (e.g., 

Werezak and Stewart 2009; Moyle et al. 2011). However, in some cases, decreased activity 

engagement was reported to result not from the loss of skills but the desire of PWD to 
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preserve a sense of meaning associated with the activity i.e., engagement ceased as the 

ability to achieve the expected standard diminished (Holst and Hallberg 2003). In other 

cases, reduction in activity was reported as a way of managing stress or dissatisfaction 

resulting from an inability to accomplish tasks successfully (Gilmour and Huntington 

2005). 

Changes in the ability to do things were also related to decreased confidence and loss of 

motivation for involvement in various activities; gradual reduction in engagement in daily 

activities; and increased requirement for the support from others (Gilmour and 

Huntington 2005; Olsson et al. 2013). These led to decreased participation in many areas 

of life and disengagement from everyday habits and practices (Holst and Hallberg 2003; 

Vikström et al. 2008), which had a knock on effect on peoples’ pattern of social 

engagement and interpersonal relationships. 

3.5.1.4 Sense of agency  

A number of studies considered issues related to the perceived loss of control experienced 

by PWD. Changes in the level of control were seen as affecting autonomy and 

independence of PWD and others were seen as making decisions directly affecting the lives 

of PWD and taking over their roles and responsibilities (Gilmour and Huntington 2005; 

Fetherstonhaugh et al. 2013). The ability to maintain control over decisions affecting them 

was associated by PWD with their perceived QOL. Those who felt disempowered by others 

in terms of their involvement in determining what happens in their lives were likely to 

perceive their QOL as poor. Those who felt in control, involved, and subtly supported in 

making decisions affecting them, reported being more satisfied with their situation.  

3.5.1.5 Social connectedness  

Although companionship and the ability to engage in and maintain interactions with 

others, in particular positive, caring and respectful relationships with family and friends, 

were identified in a number of studies as essential to wellbeing of PWD, it was also 

indicated that PWD experience a number of challenges in their relationships with people 

(e.g., Mok et al. 2007; Caddell and Clare 2011; Mazaheri et al. 2013). These appeared to 

relate to the loss of ability to connect with others and in particular to reduced 
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communication and interaction skills. PWD frequently reported difficulty engaging in and 

sustaining meaningful, coherent conversations with others (e.g., Holst and Hallberg 2003; 

Lawrence et al. 2011), which made them feel inadequate, ashamed and often led to 

avoidance or withdrawal from social interactions. 

Additionally, emotions experienced when people realise their loss of abilities i.e., feeling 

insecure and disabled; feeling like a burden to others or dependent on others; also 

appeared to be at play, resulting in negative emotional reactions, affecting people’s 

confidence, increasing their feeling of isolation and the tendency to avoid contacts with 

others (Werezak and Stewart 2009). 

3.5.2 Theme 2: Striving for Continuity 

3.5.2.1 Coping strategies  

Resourcefulness of PWD in terms of coping strategies applied to maintain continuity in 

their lives was documented in a number of studies (e.g., Gillies 2000; Pearce et al. 2002; 

Preston et al. 2007; Parsons-Suhl et al. 2008). The strategies used were categorised in 

different ways by different authors, but the most frequently reported were strategies 

related to emotional, cognitive and behavioural coping. 

Emotional strategies used by PWD were often related to their personality. Those with 

generally optimistic outlook appeared to be more likely to adopt an accepting, ‘making the 

most of life’ attitude, than those with more pessimistic traits. The most commonly reported 

emotional strategies included acceptance, determination, hope, humour, resignation and 

denial. A number of authors identified a ‘coming to terms’ process, which involved 

balancing hope and despair, resulting in a level of acceptance, allowing (or not) PWD to 

engage with the reality of a progressive disorder and to carry on with their daily lives (e.g., 

Clare 2002; MacRae 2008). A positive attitude and determination were identified as 

supporting peoples’ attempts to achieve a level of acceptance allowing them to lead 

meaningful, satisfying lives. 

Compensation was identified as one of the cognitive strategies employed by PWD in 

addressing the experienced difficulties. This mostly involved relying on other people or 
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physical objects within the immediate environment to provide support in facilitating 

successful performance. A number of studies reported use of cognitive exercises (e.g., 

memorising poems) in order to keep an active mind and to preserve, to the extent possible 

and for as long as possible, cognitive abilities (Phinney 1998; Mazaheri et al. 2013). 

Reappraising one’s abilities, relationships and roles and downgrading expectations towards 

self was reported as one of the strategies used by PWD to adjust to the experienced 

changes. This involved setting lower limits both for remembering things and for 

completing tasks (Pearce et al. 2002). Ignoring, minimising or normalising one’s 

experience were also identified by some authors as strategies employed by PWD to 

maintain a sense of continuity (MacQuarrie 2005; MacRae 2008). 

A number of behavioural strategies, such as seeking reassurance and guidance from others 

in order to maintain the usual level of performance; maintaining or adapting routine to 

facilitate function; avoiding or withdrawing from those areas of life which prove 

challenging; or adjusting social relationships, were also identified as regularly used by 

PWD (Ostwald et al. 2002; Mok et al. 2007). 

3.5.2.2 Participation 

Despite changes experienced in this area, the ability to engage in activities, uphold roles, 

routines and independence, and to remain involved in the wider community were 

identified as important aspects in maintaining continuity and normality in life (Menne et 

al. 2002); validating the person as an agent in the world (MacQuarrie 2005; Mazaheri et 

al. 2013); providing meaning and purpose in life (Werezak and Stewart 2009); and 

maintaining distinctive features of one’s identity (Öhman and Nygård 2005). Moreover, 

personhood and identity were reported to be demonstrated and, in part, confirmed 

through PWD’s involvement in everyday activities (Steeman et al. 2013). 

Significantly, when considering the QOL of PWD, the ability to do things and to contribute 

to their households and communities were reported to be more important than 

experienced dementia symptoms (Hulko 2009). Engagement in activity was indeed 

recognised as a way of overcoming loneliness, maintaining interests and daily routines 

(Moyle et al. 2011), providing opportunities for social connection and facilitating a sense of 
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autonomy (Öhman and Nygård 2005). Hence, ability to do things and to participate was 

recognised as one of the main areas of need for PWD and a means of promoting continuity 

and QOL. 

3.5.2.3 Sense of agency  

It was highlighted in Theme 1 that PWD often report changes in their sense of efficacy and 

agency, which was associated with the loss of skills required for effective engagement in 

various activities and with the attitudes and actions of other people. The current review 

indicates however, that the ability to maintain control over their affairs is important to 

PWD not only from the point of view of sustaining a degree of independence - it also 

appears to be an important aspect of maintaining a sense of self (Fetherstonhaugh et al. 

2013; Karlsson et al. 2014). 

The reviewed evidence indicates that PWD are aware of their changing ability to be fully 

involved in the decision making process and meeting their commitments and 

responsibilities to the same degree as before the onset of dementia. They also appear to 

acknowledge the progressive character of dementia and the fact that, with time, they may 

need increased support from others both in terms of making choices and doing things. 

However, what they wish for is respectful support, sensitive and proportionate to their level 

of ability and need, allowing maintenance of independence, dignity and sense of self 

(Fetherstonhaugh et al. 2013). 

3.5.2.4 Sense of identity  

It was indicated that PWD maintain their sense of identity through their journey with the 

condition, which is demonstrated through their personality traits, beliefs and opinions, 

actions and activities (Menne et al. 2002; Caddell and Clare 2011). However, it is essential 

to acknowledge that, according to a number of studies, PWD face losses and challenges 

which may pose a threat to their sense of self (Steeman et al. 2007; Mazaheri et al. 2013). 

These challenges may require a shift in the core values of PWD and/or subtle support from 

their environment, if they are to be successfully overcome and meaningfully integrated 

into people’s lives (Fetherstonhaugh et al. 2013; Steeman et al. 2013). 
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The loss of skills resulting in the decreased capability of PWD to successfully engage in 

daily activities and to fulfil their roles and responsibilities was highlighted as a potential 

cause for discontinuity between past and present self (Preston et al. 2007). This was 

associated with a feeling of worthlessness which was related to self-imposed norms or 

perceived or actual social expectations about competence and quality of performance in 

various areas of life. Consequently, PWD were reported to constantly balance their feelings 

of being someone retaining their value and someone losing their value. To do so, they 

appeared to weigh their present sense of self-value against their past sense of self-value, 

their sense of self-value as anticipated in the future, and the sense of self-value as projected 

by others (Steeman et al. 2007). The outcome of this process was thought to determine 

the way PWD resolved the discontinuity in self, caused by their experience of dementia-

related changes. 

3.5.3 Theme 3: Double Edged Impact of the Environment 

It was recognised that socio-cultural and physical environment can offer opportunities and 

enhance people’s experience of living with dementia as well as hinder their ability to adapt 

to continuously changing circumstances and pose a threat to their identity. This twofold 

role of the environment was specifically referred to by Öhman and Nygård (2005) as 

double-edged environmental impact, but was evident throughout the reviewed articles 

(e.g., Werezak and Stewart 2009; Fetherstonhaugh et al. 2013). Key aspects of such impact 

are considered below. 

3.5.3.1 Interpersonal relationships  

Interpersonal relationships were identified by PWD as crucial to their QOL. Family 

members were valued for their role in compensating for lost skills and providing care but 

also for offering motivation, closeness, intimacy, sense of belonging, sense of purpose and 

companionship (e.g., Hulko 2009; Karlsson et al. 2014). PWD also frequently recognised 

and were appreciative of other important relationships, such as those with neighbours, 

friends and local communities for their support and for offering a sense of continuity and 

camaraderie. 
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Although the ability to engage in and maintain interpersonal relationships was 

predominantly seen as having a positive influence, it was recognised that, in some cases, 

interpersonal relationships may lead to disempowerment and even pose a threat to the way 

PWD experience and (re)formulate self (e.g., Fetherstonhaugh et al. 2013; Mazaheri et al. 

2013; Robertson 2014). For example, PWD highlighted the importance of an 

understanding, supportive attitude by important others reflected in subtle, respectful 

support, provided when required. Access to such support not only allowed PWD to 

maintain a level of participation but also to preserve their sense of agency and efficacy, 

their roles and status within family and social circles and, importantly, their sense of self. 

On the contrary, excessive, overprotective support, was perceived as disempowering, de-

skilling, detrimental to PWD sense of agency and autonomy, and potentially leading to 

exclusion and/or isolation. Likewise, insufficient support was reported to be experienced 

as limiting and having a negative impact upon PWD experience. Finally, disrespectful 

attitudes reflected in patronising behaviour, denying PWD their autonomy and 

personhood, were found by them as particularly hurtful, unjust and inflammatory. 

3.5.3.2 Physical environment  

The importance of physical environment, in terms of its impact upon PWD engagement in 

activity and participation, was highlighted in a number of studies (e.g., Phinney and Chesla 

2003; Brittain et al. 2010). In particular, it was reported, that PWD value being able to 

access and use outdoor spaces and that this ability is associated with a sense of wellbeing. 

Brittain et al. (2010) identified outdoor environments as a source of opportunities in terms 

of engagement in activity and enjoyment related to participating in the local community. 

However, some issues, which in particular related to loss of confidence experienced by 

PWD, were also highlighted as hindering their potential to benefit from continued 

engagement with the external environment. This loss of confidence was interpreted as 

related to fear of getting lost due to decreased orientation and anxiety experienced by other 

people which appeared to be recognised and mirrored by PWD. Consequently, a decreased 

ability to enjoy outdoor spaces and lack of required support to facilitate the safe use of 

outdoors was associated with loss of freedom and decreased QOL (Olsson et al. 2013). 
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Familiarity of physical spaces and objects, offering a context in which a person could 

maintain a sense of coherence and supporting maintenance of daily routines, was 

recognised as an important factor in terms of encouraging activity engagement (Öhman 

and Nygard 2005). On the contrary, changes in the environment were associated with an 

increased risk of disruption to routine, leading to a reduced sense of consistency and 

security and potentially resulting in distress, loss of confidence and inactivity (Lawrence et 

al. 2011). 

3.5.3.3 Socio-cultural environment  

Two articles considered the role of socio-cultural factors relative to people’s experience of 

dementia (Hulko 2009; Lawrence et al. 2011). 

Hulko (2009) focused on the implications of social location in terms of peoples’ gender, 

ethnicity and class. The results of her study suggest that social background may play a role 

in the way people experience dementia. Namely, Hulko (2009) indicated that people from 

more marginalised backgrounds did not see dementia as problematic as long as their 

memory problems did not interfere with their ability to engage in their daily activities and 

meet their daily needs. Hulko (2009) referred to these needs as ‘instrumental 

preoccupations’. On the other hand, people with a more privileged background were 

identified to be preoccupied with, what Hulko (2009) described as, socio-emotional 

concerns such as impact of dementia on their family members, particularly burdening their 

loved ones. As a result they experienced the condition as more distressful than more 

disadvantaged participants. 

Lawrence et al. (2011) considered the subjective reality of living with dementia from the 

perspective of PWD within the three largest ethnic groups in the UK: White British, Black 

Caribbean and South Asian. The authors reflected upon the relationship between PWD’s 

ethnic background and their understanding of the condition, attitudes surrounding 

support needs and dementia’s interference with individuals’ roles, relationships and 

activities; and how these shaped participants’ overall experience. It appears that the 

experience of these aspects of life varied depending on peoples’ ethnic background, 
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suggesting that socio-cultural factors are indeed at play in shaping people’s experience in 

dementia. 

 

This meta-synthesis examined the qualitative literature focused on the first-hand 

experience of living with dementia, with the specific focus on relationships between factors 

affecting peoples’ experience and issues pertaining to participation and adaptation. The 

first theme considered condition-related changes experienced by PWD and showed how 

these interlink and impact upon various areas of people’s lives. The second theme indicated 

that amidst these changes, PWD strive to maintain continuity in their lives by employing 

various coping strategies. The third theme underlined the importance of contextual factors 

relative to people’s experience. 

The presented results suggest that people’s experience of living with dementia is shaped 

by multiple personal and environmental factors which remain in a constant, transactional 

relationship to each other and determine the way people adjust to the experienced changes 

over time. However, the critical analysis allowed identification of some limitations of the 

included evidence. These are discussed below. 

3.6.1 Failure to Recognise the Dynamic Nature of Experience in Dementia 

Complex, transactional nature of relationships between personal and contextual factors 

determining the emerging experience in dementia, identified in this meta-synthesis, 

appears to be in line with the complex systems theory. In complex systems theory 

experience is considered from many levels, from molecular to cultural; whereas 

development is seen as emergent, non-linear and multi-determined (Thelen 2005). 

Although the included studies provide a rich insight into first-hand experience of dementia 

and, collectively, support its understanding as dynamic, transactional and emerging; 

individually they do not appear to fully recognise this perspective. 

Indeed, a number of the included studies highlighted both personal and environmental 

factors as shaping experience of PWD and indicated that people’s experience is 



 

 
77 

 

characterised by ‘tension’ or a ‘state of flux’ relative to experienced changes and the need 

for continuity in their lives (e.g., Preston et al. 2007; Caddell and Clare 2011; Phinney et al. 

2013; Steeman et al. 2013). But, none of these considered the dynamic relationship between 

personal and environmental factors that are at play or processes that affect people’s ability 

to resolve such ‘tension’. Rather, the discourse presented in the reviewed studies largely 

reflects the view of a PWD as a closed system, isolated from his or her environment and 

gradually disintegrating as a result of internal deterioration; dominant in Western societies 

(Guendouzi and Müller 2006). The reasons for this may relate to the fact that, the majority 

of the included studies were completed within a descriptive / interpretive qualitative 

methodology, predominantly based in phenomenology; with few underpinned by a specific 

theoretical framework to guide study design and interpretation of findings. 

Thus, the presented results are significant in recognising the dynamic relationship between 

factors shaping experience in dementia. This meta-synthesis indicates that personal 

resources such as cognitive capacity, emotions, sense of agency and self-efficacy, social 

connectedness, coping strategies, identity and participation; and characteristics of one’s 

environment both social and physical and wider cultural context; have implications in 

terms of experience of dementia. However, further research is needed not only to offer 

more conceptual clarity relative to these factors but also to identify which of them are key 

in shaping people’s experience and how they interact to affect it. As complexity theory 

provides theoretical principles for conceptualising, operationalising, and formalising 

complex interrelations of time, influencing parameters (within person and both physical 

and socio-cultural environment), and for understanding the process of change (Thelen 

2005; Keenan 2010, 2011) it can, perhaps, provide a useful guiding structure for further 

study. 

3.6.2 Missed Opportunities to Explore Potential for Adaptation 

The reviewed literature shows that PWD employ a myriad of adaptive strategies to 

maintain continuity in their lives. Although not all of these strategies may lead to positive 

adaptation and their effectiveness may change with the progression of dementia; these 

results confirm findings reported by de Boer et al. (2007) that PWD are aware of their 
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condition and continuously engage in efforts to respond to threats posed by dementia 

related changes. 

The relationship between potential for adaptation and sense of control / agency is 

recognised in the literature. Kielhofner (2008) argues that sense of control is required for 

self-efficacy which has been identified as a vital resource for dealing with age related 

changes relative to health, cognitive function or ability to successfully participate in life 

(Artistico et al. 2011). Although studies included in this meta-synthesis document changes 

to sense of control and agency experienced by PWD due to internal and external threats, 

they stop short of exploring the relationship between these concepts and potential for 

adaptation. 

Perhaps the relationship between sense of control and agency, self-efficacy and potential 

for adaptation in dementia requires further attention by both researchers and clinicians, 

to foster a better understanding of people’s experience of living with the condition and 

how it could be used to the advantage of PWD and in order to enhance care efforts. Again, 

it could be argued that, as offering a means for exploring and explaining the nature and 

process of change in adults (both adaptive and maladaptive) (Thelen 2005; Keenan 2010, 

2011) the complex systems theory can provide a useful framework to guide future research 

into the process of change and adaptation in dementia. 

3.6.3 Importance of Participation 

Being able to participate in life was identified in this meta-synthesis as important for PWD. 

On one hand, it was reported that they experienced changes in the ability to take part in 

their usual activities and to remain socially engaged; on the other, they identified the 

ability to do so as pivotal for maintaining continuity and wellbeing in life. 

The association between participation, engagement in activities and health has been 

convincingly argued for within the literature on human occupation (Polatajko and 

Townsend 2007; Kielhofner 2008) and is recognised within the current conceptualisation 

of health (WHO 2001). Kitwood (1997) identified participation in occupations as one of 

the main psychological needs of PWD and its role in the wellbeing of PWD is supported 
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by research (Hasselkus and Murray 2007). Moreover, a recent literature review (Fallahpour 

et al. 2016) concluded that participation in cognitive, physical and social activities might 

significantly contribute to prevention of cognitive decline in later-life. 

However, it has been asserted that important aspects of occupational engagement such as 

subjective experience and personal aspects of participation in activity (Fallahpour et al. 

2016) or the complex relationship between contextual factors and participation 

(Hemmingsson and Jonsson 2005); which may influence its role in adapting to life with 

dementia, have not been adequately explored. This critique applies to studies included in 

this meta-synthesis. Consequently, further research, focused on the subjective experience 

of engagement in activity by PWD and exploring the complex relationship between 

environment and participation is also required. Such research would develop a better 

understanding of how activity could be effectively utilised to enhance people’s outcomes 

relative to health, wellbeing and adaptation to dementia related changes. 

3.6.4 The Quality of the Included Studies 

The quality of evidence considered in this study was examined using Daly et al. (2007) 

four-level classifications system (Table 3-2, p. 62) This typology was developed in 

recognition that, if qualitative research is to form the basis for health care practice and 

policy decisions, the insights into phenomena of focus must be gained through the 

application of rigorous methods and offer justifiable conclusions, applicable beyond the 

immediate group of research participants (Daly et al. 2007). Thus, to allow the critical 

review, each study was scrutinised against the criteria outlined by Daly et al. (2007). 

Findings were tabulated and are presented in Tables 3-4 and 3-5. The results of the review, 

focused on four main areas proposed by the authors, are presented below.
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3.6.4.1 Research framework and design  

It has been argued that, in applied health and social science, qualitative research ought to 

locate the problem within the context of existing knowledge to enhance its explanatory 

potential and maximise attention to socio-structural or systemic aspects of the experience 

(Layder 1998; Thorne 2011). This is best achieved using an interpretive design (Matua and 

Van Der Wal 2015). Such methodological position was reported in 11 of 34 reviewed studies, 

with only seven demonstrating explanatory level of analysis and interpretative insights. 

Generic qualitative (descriptive or exploratory) design was indicated in 13 studies. A further 

six studies indicated using grounded theory methodology however, none of those went 

beyond a descriptive level of reporting and discussing findings. Another two studies stated 

application of narrative methods but analytical procedures and inferences offered were also 

limited to a descriptive, exploratory level. Two studies did not report research design. 

Related to study design is the issue of placing research within the context of relevant theory 

and existing research evidence. Daly et al. (2007) imply that framing research within such 

context enhances analytical potential by providing systematic means of understanding 

health / social phenomena and appropriate concepts to guide interpretive activity. All of 

the included studies succeeded in providing some background for the presented research 

but they varied substantially in the scope and breadth of the context considered. While 25 

studies placed their inquiry in the context of relevant theoretical frameworks and existing 

research evidence; nine offered limited background. Significantly, four of the studies with 

a declared interpretive design (Phinney et al. 2002; Phinney and Chesla 2003; MacQuarrie 

2005; Fetherstonhaugh et al. 2013) failed to locate their findings in the context of the 

relevant theory and research evidence, missing opportunities to move beyond a descriptive 

level of analysis. 

Depending on study aims and theoretical assumptions, research design should incorporate 

quality components to facilitate evaluation of its rigour (Tong et al. 2007; Reynolds et al. 

2011). Notably, only 22 of the examined studies explicitly reported such strategies; with 

peer debriefing (N=19), triangulation (data / method / analyst) (N=9), audit trail (N=7) and 

member-checking (N=4) being most frequently used. Remarkably, only 11 studies indicated 



 

 
83 

 

authors’ engagement in reflexivity, recognised as crucial for establishing rigour in 

qualitative inquiry (Jootun et al. 2009; Darawsheh 2014). Moreover, none of them 

demonstrated its continuous application throughout the research process with one merely 

acknowledging the role of researcher in shaping findings (MacRae 2008). Similarly, 

negative case analysis, suggested as vital to increasing representativeness of data (Pilnick 

and Swift 2010), was stated in seven studies as a strategy used but demonstrated through 

the reporting of findings and interpretive process in just five. In a further four papers the 

use of negative case analysis was not explicitly stated but was implied through findings. 

Overall, the application of quality assurance methods in the studies that reported their use 

reflected a traditional, ‘checklist’ approach (Angen 2000), with little evidence of 

consideration of their appropriateness to theoretical underpinnings and epistemological 

basis of the conducted research (Reynolds et al. 2011). Moreover, the reporting does not 

allow determining whether these strategies were used as a one-off activity or throughout 

the research process. Importantly, it is difficult to determine whether the quality 

mechanisms were applied to the interpretive processes or to methods used to access and 

analyse data only (Lincoln et al. 2011). It is not clear whether this limited attention to issues 

of rigour is due to the restricted word count typically applied to journal articles or the 

researchers’ epistemological position. Nevertheless, the paucity of evidence to support 

robust application of quality criteria in many of the included studies limits the readers’ 

ability to assess their value and leaves them open to criticism. 

3.6.4.2 Sampling  

Robinson (2014) argues that the quality of sampling procedures has implications for the 

overall rigour in qualitative research. It follows that clear reporting of these procedures is 

key to allow evaluation of its quality (Daly et al. 2007). In this context, it seems 

disconcerting that nine of 34 studies did not report the sampling strategy used. The 

majority of authors who did state sampling strategy indicated the application of a 

purposive approach (N=17), while the remaining seven accessed their samples through 

convenience (N=5), theoretical (N=2) or snowball (N=1) approaches. 
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In line with the inclusion criteria, this meta-synthesis focuses on research relative to the 

experience of community dwelling PWD. Participant’s dominant environment was 

reported in most studies (N=29). Samples were predominantly composed of those living in 

the community (N=27); or both community dwellers and long term care users (N=2). 

However, only six studies indicated that the recruitment was conducted through 

community sources (e.g., local clubs for older people), while 25 reported use of gatekeepers 

such as staff within statutory and non-statutory health and social care agencies. Three 

studies did not disclose the recruitment source. Although accessing participants through 

gatekeepers is a widely recognised and accepted strategy in qualitative research, increasing 

potential for successful, ethical recruitment (Blodgett et al. 2005; Robinson 2014); it may 

also restrict access to those deemed by third parties too vulnerable to take part (McKeown 

et al. 2010). Additionally, all but two studies explicitly reported informed consent as a 

condition for participation. Although an indisputable and valuable aspect of ethical 

validation (Angen 2000), consent procedures imply voluntary involvement. This 

inevitably suggests that people with certain characteristics or type of experience do not 

agree to contribute their views (McMillan 2004). Therefore it is important to remain 

mindful of the selection bias (Blodgett et al. 2005; Robinson, 2014) which may have been 

introduced through both gatekeepers and consent procedures. Such bias may have a 

limiting impact on comprehensiveness and representativeness of findings considered in 

this meta-synthesis. 

The analysis of characteristics of the included samples also indicates a bias towards the 

inclusion of those with mild to moderate dementia. Out of 25 studies which reported 

participants’ dementia severity, 11 comprised of individuals in early stages of the condition; 

compared with two including those with moderate dementia. None of the studies reported 

inclusion of people with more severe symptoms. Twelve studies indicated mixed sample 

composition but these were inconsistent in specifying proportions of participants 

representing each category. Indeed, due to poor reporting of numbers of people 

representing various diagnostic categories of dementia severity across the included studies, 

it was impossible to ascertain the number of participants representing each group. 

Although underrepresentation of those experiencing more severe dementia symptoms may 
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be fully justifiable on ethical and methodological grounds (Johnson and Karlawish 2015), 

the lack of transparency in reporting issues pertaining to sample composition renders 

assessment of their transferability and credibility challenging (Johnson and Waterfield 

2004). Similarly, only 17 studies reported participants’ ethnicity. The review of the studies 

which provide this information indicates, that the sample comprises predominantly of 

those of White European descent. This implies that the findings may have limited 

relevance beyond this ethnic group. This is noteworthy as the study which considered 

cultural aspects relative to the experience of living with dementia, based on an ethnically 

mixed sample, concluded that cultural factors may play an important role in shaping this 

experience (Lawrence et al. 2011). 

3.6.4.3 Data collection and analysis  

Irrespective of the methodological positioning, a significant proportion of the included 

studies used semi-structured (N=19) or open/narrative/in-depth (N=13) individual 

interviews to access data. A further two studies used speech sample and focus groups 

respectively. All these methods are recognised and widely used in qualitative research. All 

have strengths and limitations (Gill et al. 2008). Whether or not they are selected 

appropriately depends on study aims and purpose, as it is argued that choices relative to 

research methods must enable researchers to effectively address their research questions 

(Crotty 1998; Knox 2004; Cooper 2012). All the included studies provided justification for 

the selected data collection method, relative to their goals. 

Notably, in most studies data was collected through one-off contact with participants 

(N=30). Only four papers reported two-point data collection, over a three to six month 

period (Clare 2002; MacQuarrie 2005; Olsson et al. 2013; Phinney et al. 2013). Such an 

approach is thought to offer a more prospective and dynamic view of participants’ 

experience than typically utilised cross-sectional design (Grossoehme and Lipstein 2016). 

However, all but one (MacQuarrie 2005) of the studies that reported longitudinal 

approach to data collection failed to capitalise on its advantages when reporting and 

discussing findings. 
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Data were analysed mainly through the means of constant comparative method (Glaser 

and Strauss 1967) and thematic content analysis (N=24). Other methods included 

Interpretative Phenomenological Analysis (Smith et al. 2009) (M=8) and narrative analysis 

(N=4). Two studies used more than one approach, accounting for the presented numbers. 

As indicated earlier, most studies (N=27) failed to demonstrate significant interpretive 

effort and limited processing of findings to the level of thematic description of phenomena 

relative to dementia experience. They focused on identifying themes most frequently 

represented in their data and stop short of exploring connections within their findings or 

linking them to the existing knowledge. As such, they were unable to explore wider social 

and cultural influences and remained restricted to simple contextual observations inherent 

in data. 

In contrast, studies which integrated their findings with relevant theoretical frameworks 

of research evidence (Clare 2002; Werezak and Stewart 2009; Lawrence et al. 2011) or 

analysed relationships within them (Pearce et al. 2002; Mok et al. 2007; Steeman et al. 

2007; Caddell and Clare 2011) were able to offer insights beyond participants’ accounts and 

explored potential explanations, relationships and processes for what was found in data. 

Such studies were not only able to offer directions for further investigations but crucially, 

explore the significance of their findings and consider their applicability to clinical practice 

and daily experience of PWD. 

3.6.4.4 Research conclusions  

Daly et al. (2007) argue that, to facilitate effective evaluation of their inquiry, authors need 

to demonstrate awareness of practical, methodological and theoretical limitations of their 

work. These were not discussed in ten of the included studies. Where considered, 

limitations were mainly attributed to small sample size (N=11), its characteristics (N=7) and 

related transferability of findings (N=7). Some authors indicated cross-sectional design as 

limiting analytical potential (N=7). This almost exclusive focus on issues of transferability 

demonstrates that authors of papers included in this review remained attached to positivist 

criteria of validity and failed to appropriately position their work in relation to theoretical 

underpinnings of qualitative inquiry (Reynolds et al. 2011). This resulted in opportunities 
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being missed to consider the overall trustworthiness and comprehensiveness of research 

and its potential to offer new, useful insights (Guba and Lincoln 2005). 

Indeed, although coherence of the results with the existing theoretical and empirical 

literature was considered in 23 studies, evidence of authors progressing towards clear 

implications of their findings to clinical practice and policy development is poor. While 28 

studies made links between the presented work and care efforts, the majority of them 

(N=20) stopped at identifying practice issues and did not offer clear indications as to what, 

how and by whom needs to be done to improve outcomes. Only three studies offered 

directions for policy developments. This is of concern as it is recognised that qualitative 

research has the potential to positively influence developments in clinical practice and 

health policy (Daly et al. 2007). However, this will only happen if the usefulness of 

qualitative evidence is made explicit to decision makers. Findings of this meta-synthesis 

indicate that, at least in the field of research focused on first-hand experience of dementia, 

there is a large scope for improvement to achieve such impact.  

3.6.4.5 Overall quality of evidence  

Overall, when considered against the hierarchy of evidence classification system (Daly et 

al. 2007), two articles (Pearce et al. 2002; Lawrence et al. 2011) met the criteria outlined 

for the highest quality studies (Level I). A further 13 articles met the quality criteria for 

conceptual studies (Level II). Eighteen articles were classified as descriptive studies (Level 

III). One single case study (level IV) was also included. These results reflect the overall 

methodological quality of the reviewed evidence but also it’s potential in terms of theory 

generation and influencing developments in practice and policy in dementia. They indicate 

that, although some evidence exists upon which inferences can be made relative to the 

nature of people’s experience and factors influencing their lives, further work is required 

to improve its quality and strengthen impact. 

3.6.5 Meta-synthesis: Critical Evaluation 

The most frequently articulated criticism of meta-synthesis relates to the risk of losing 

sight of the authentic accounts of the lived experience by participants in the original 
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studies (Sandelowski and Barosso 2003a; Sandelowski 2006; Kinn et al. 2013; Beail and 

Williams 2014). This is because meta-synthesis generates interpretations at least three 

times removed from the accounts presented in the primary data (Sandelowski and Barosso 

2003a). Such views have been challenged by some scholars who argue that the value of 

meta-synthesis rests in constructed and intersubjective meanings and its potential to 

elevate stand-alone findings to a deeper theoretical understanding of a phenomenon (Kinn 

et al. 2013; Beail and Williams 2014). Nevertheless, it has been suggested that to minimise 

the impact of so called “thrice-removed representation” (Sandelowski 2006, p. 11) efforts 

must be made to preserve meaning from the original empirical material and to 

demonstrate “how the whole is greater than the sum of the constituent parts” (Kinn et al. 

2013, p. 1287). In the presented meta-synthesis this was achieved by explicitly linking 

findings to the original studies both within the chapter and the supplementary material 

(Appendix 7). Additionally, new insights were discussed in the context of the primary data 

and existing knowledge to consider their credibility and requirement for further study. 

It has been suggested that the variability of the included studies, in particular differing 

methodological approaches used within them, may deem meta-synthesis inappropriate 

(Duggleby et al. 2010; Kinn et al. 2013). The previous section indicates that studies included 

in this review indeed varied in terms of methodological approach, strength of evidence 

offered and context within which they were conducted. However, it is proposed that 

inclusion of studies representing different qualitative approaches in a meta-synthesis can 

be seen as a valid form of triangulation (Finfgeld 2003; Kinn et al. 2013). According to this 

view, in this study, efforts were made to increase credibility by synthesising knowledge 

generated from differing philosophical and methodological perspectives (Finfgeld 2003). 

Meta-synthesis is an inherently interpretive methodology (Walsh and Devane 2012) and 

so, the author recognises that other researchers might put emphasis on different aspects 

of the included data if they were to replicate this review. It is acknowledged that the 

author’s characteristics, including professional interests, influenced the focus of this meta-

study and, inevitably, the interpretation of findings (Walsh and Devane 2012). However, 

the epistemological position adopted by the author (chapter 2) asserts that, knowledge is 

generated through the collective construction of a shared view from multiple accounts 
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(Ritchie and Lewis 2003), created and interpreted within the constraint of temporal, 

historical, political and cultural context (Crotty 1998). Such assumption implies that the 

presented findings do not represent the absolute truth about the nature of people’s 

experience in dementia. Far from it, the author’s intention is to consider an alternative 

perspective on people’s experience inclusive of issues of adaptation and participation; to 

generate discussion regarding the nature of this experience; and to stimulate ideas for 

further research. In order to maximise the comprehensiveness of findings, search strategy 

was designed to ensure the inclusion of studies representing different professional and 

methodological perspectives. 

In the context of the above, it must be asserted that it is not the author’s belief that any 

interpretation made based on data within the primary studies would be equally valid or 

that there are no rational grounds for assessing one interpretation as more trustworthy 

than another. On the contrary, the author embraces the view that reflexivity, rigour and 

transparency relative to data collection, analysis and interpretative processes ought to 

enhance credibility of meta-synthesis’ findings (Finfgeld 2003; Gomersall et al. 2011). In 

line with this, rigour of the presented review was enhanced by regular discussions of 

findings with the supervisory team. The results were also exposed to scrutiny by a peer-

review process, leading to subsequent publication in a high impact, international, 

interdisciplinary journal (Górska et al. 2017, Appendix 8). Furthermore, throughout this 

chapter and in supplementary material, a clear account of methods and processes applied 

to conduct this meta-synthesis is offered to facilitate audit. 

 

This meta-synthesis examined the qualitative literature focused on the first-hand 

experience of living with dementia, with the specific focus on relationships between factors 

affecting peoples’ experience and issues pertaining to adaptation and participation. The 

reviewed evidence shows that, amidst the continuous changes, PWD strive to maintain 

continuity in their lives and there are many coping strategies and protective factors at play 

to facilitate this. It appears that the emerging experience is influenced by both personal 

and contextual factors, including cognitive capacity, emotions, sense of agency and self-
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efficacy, social connectedness, coping strategies, sense of identity and participation; and 

characteristics of one’s environment both social and physical and wider cultural context. 

The quality of evidence offered within the included studies was scrutinised against criteria 

proposed by Daly et al. (2007). The findings were interpreted and discussed in the context 

of relevant theoretical frameworks and research evidence. It was considered that current 

evidence and findings presented in this review can be further explored and expanded upon 

in a more systematic way through research conducted within the theoretical framework of 

the complex systems theory. In particular, it was indicated that further work is needed not 

only to enhance conceptual clarity of the identified personal and contextual factors but to 

determine which of these factors are key in shaping people’s experience and how they 

interact to affect it. It was also suggested that further research would be beneficial to 

explore the subjective experience of dementia from a participatory perspective. Exploring 

the application of these theoretical standpoints would contribute to the current state of 

knowledge and offer both PWD and carers a fresh outlook on the nature of change and 

potential for adaptation in dementia. 

Thus, the next chapter presents the theory construction phase of this study. It builds on 

the findings presented above by constructing them into a tentative theoretical model of 

dementia experience and scrutinising it in the context of the relevant complexity-

consistent theoretical frameworks and concepts pertaining to adaptation and 

participation.
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CHAPTER 4 - GENERATIVE CAUSATION: REALIST REVIEW 

 

This thesis aims to put forward a model of dementia rooted in the first-hand experience of 

living with the condition, reflecting its complexity, and incorporating positive constructs 

such as participation and adaptation. 

To facilitate meeting these objectives, this chapter builds upon findings of the meta-

synthesis of qualitative evidence, presented in chapter 3 and structured into an initial 

model of dementia. As such, it presents the construction phase of the realist explanatory 

theory building (Eastwood et al. 2014) undertaken in this research (see Figure 4-1). 
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The chapter begins with the introduction of methods involved in this theory construction 

phase (section 4.2). Section 4.3 presents outcomes of the analytical procedures involved, 

including consideration of conceptual boundaries, identification of the relevant 

complexity-consistent frameworks and examination of the initial model within this 

theoretical context. The chapter concludes with the summary of findings that inform the 

refinement of the proposed model and rationale for corroborating it against qualitative 

data (section 4.4). 

 

The theory construction phase of this study adheres to the realist explanatory approach to 

theory development proposed by Danermark et al. (2001) and further developed by 

Eastwood et al. (2014) (see chapter 2). It has been modified to reflect the assumptions of 

complexity science, which are central to the theoretical developments in this study. 

Therefore, it involves triangulation of the findings from meta-synthesis of research rooted 

in the first-hand experience of living with dementia, presented in chapter 3, with 

constructs and prepositions of relevant complexity-consistent theoretical frameworks 

identified through a literature review. 

The methods applied to achieve this include: a) defining conceptual boundaries, b) 

identifying relevant complexity-consistent theoretical explanations, c) abductive and 

retroductive analysis, d) proposition of a refined model. 

4.2.1 Defining Conceptual Boundaries 

When denoting the boundaries to which conceptual representations of reality apply, 

Eastwood et al. (2014) use the critical realism’s language of “stratified levels”. This reflects 

the realist understanding of reality as consisting of hierarchically ordered levels where a 

lower level creates the conditions for a higher level. However, Eastwood (2014) argues, 

higher levels are not determined by the lower ones. Instead, levels and their internal 

mechanisms are intertwined so that “the outcome of a specific context is the result of a 

very complex interplay between levels and mechanisms” (Danermark and Gellerstedt 

2004, p. 350). Eastwood et al. (2014) propose that research focusses on a selected level(s) 
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of a phenomenon (e.g., psychological / social), while keeping in mind the existence and 

importance of other levels. While this approach facilitates identification of structures and 

causal mechanisms of investigated phenomena, it overlooks the fact that a complex system 

“cannot be described merely in terms of clearly defined hierarchies” (Cilliers 2013, p. 34) 

but must reflect cross-communications between different levels. 

Indeed, as complexity science emphasises the system’s potential for self-organisation and 

the distributed nature of its structure, the notion of hierarchy has been challenged (Aldrich 

2008; Cilliers 2013). Cilliers (2013) argues that, although theoretical models cannot capture 

reality in all its complexity, they can strive towards its comprehensive representation 

inclusive of non-linear interactions between the system’s components and its relationship 

to and interdependency with the environment. He nonetheless acknowledges that some 

conceptual boundaries must be applied, in order for the system to be recognisable as such. 

However, he also asserts that such boundaries should not be understood as separating 

some systems’ components (or levels) from others but to conceptually recognise the 

components (or levels) as constituting a specific system and to connect this system with 

its environment (Cilliers 2013). Zeleny (1996, p. 133) proposes that, in social systems, the 

boundaries are not “physical or topological, but are primarily functional, behavioural and 

communicational. They are not “perimeters” but functional constitutive components of a 

given system.” 

To reflect this, the complexity science language of conceptual boundaries is adopted in this 

thesis to define the system at the centre of this inquiry (section 4.3.1). 

4.2.2 Identifying Relevant Theoretical Explanations 

Identifying the best theoretical explanation for concepts and analytical categories 

identified during the emergent phase of theory building, involves analysis of the concepts 

included in the tentative model in the context of existing theoretical frameworks, through 

application of coding and situational analysis (Eastwood et al. 2014). Eastwood et al. (2014) 

acknowledge that applying this process poses the risk of losing “the complexity of the 

processes under study” (p. 8). Recognising that “complexity requires that one tries to 

comprehend the relationship between the whole and the parts” (Morin 2007, p. 10), in this 
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chapter the author identifies complexity-consistent theoretical frameworks and concepts 

which are relevant to the investigated phenomena and help shed light not only on the 

understanding of the components of the tentative model but also relationships between 

them. It was determined that a broad scoping review, would be an appropriate approach 

to facilitate this. 

The identified theoretical frameworks / models are therefore reviewed and treated as a 

source of information for the analysis. They are compared and contrasted in order to 

examine their explanatory power to explain the way people experience and adjust to life 

with dementia. This process is supported by Thagard’s (1978) criteria for theory choice, 

namely: consilience, simplicity and analogy. Review of concepts and causal explanations 

within the identified theories is anticipated to facilitate a robust abductive and 

retroductive analysis of the tentative model. 

4.2.3 Abductive and Retroductive Analysis 

Abductive analysis includes reinterpretation and recontextualisation of the tentative 

theoretical model and its component phenomena, in the context of conceptual frameworks 

and / or sets of ideas identified in the previous stage (Eastwood et al. 2014). The purpose 

is to bring complexity-consistent theories as mediators for deriving the best possible 

explanation of the emerging theoretical model. This includes a comparative analysis of 

both the components of the proposed theory and possible causal processes. 

In both, realist and complexity science understanding of causality, contextual conditions 

have been identified as important in explaining outcome patterns (Byrne 1998; Pawson 

2006). The author considers these conditions, relative to the experience of PWD, by 

completing retroductive analysis. 

The abductive and retroductive analyses proceed simultaneously and are tightly 

intertwined. Therefore, presentation of findings focuses on the components of the 

emerging theoretical model rather than on delineating between different analytical 

procedures. 
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4.2.4 Proposition of a Refined Conceptual Model 

In this stage, the work completed in the analytical stages is brought together in the refined 

theoretical model, inclusive of structures, causal processes and outcomes; causal 

connections between conceptual components (both observed and latent) and directions of 

causal flow (Eastwood et al. 2014). 

 

4.3.1 Conceptual Boundaries 

As presented in chapter 3, the emergent phase of theory development used a meta-

synthesis of qualitative evidence on the first-hand experience of dementia to inform the 

first iteration of the proposed model. This approach was undertaken to ensure that 

emerging theoretical model reflected perspectives of those affected by dementia, to 

identify factors that are relevant to and shape people’s experience. 

The findings of the meta-synthesis suggest that people’s experience of living with dementia 

is shaped by multiple personal and environmental factors which remain in a constant, 

transactional relationship to each other and determine the way people adjust to the 

experienced changes over time. It was identified that personal resources such as cognitive 

capacity, emotions, sense of agency and self-efficacy, skills for social connectivity, coping 

strategies, sense of identity and the ability to participate in life; and characteristics of one’s 

environment both social and physical and wider cultural context; have implications in 

terms of experience of dementia. The reviewed evidence highlighted that people 

experience ‘tension’ or a ‘state of flux’ relative to changes occurring in different areas of 

their lives and their need for continuity. In addition, environmental factors were 

recognised to have a double-edged potential to either enhance or hinder people’s 

experience and their ability to adapt to continuously changing circumstances. Figure 4-2 

graphically represents the tentative conceptual model of dementia experience, rooted in 

the first-hand experience of living with the condition. 
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The above tentative model indicates multiple structures and causal processes operating at 

different levels to shape the experience of living with dementia. However, the author 

acknowledges that this model does not capture the phenomenon in all its complexity. 

Indeed, Cilliers (2013) argues that it is not possible to generate a perfect model of a complex 

system. He further indicates that, in order to facilitate scientific understanding, the 

complexity of any social phenomena needs to be reduced, inevitably leaving some aspects 

of reality out (Cilliers 2013). This seems paradoxical, considering criticism of the existing 

models of dementia presented in chapter 1. However, Cilliers (2013) states that, because 

complex systems are open systems, they can only be understood in relation to their 

environments which, in themselves, are complex. It was noted that the reductionist, 

medical model of dementia lacks such systemic outlook. Current biopsychosocial 

conceptualisations on the other hand, tend to overemphasise the role of context while 

paying limited attention to personal factors shaping the experience of living with dementia. 

Moreover, neither approach appears to address issues pertaining to participation and 

adaptation or explore the causal mechanisms at play. The author does not claim that the 
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exploratory process of considering the components of the initial model and the causal 

processes in the context of the existing complexity-consistent theories, applied in this 

chapter, or indeed in this thesis, will lead to a final, absolute understanding of the 

experience of living with dementia. On the contrary - the aim of this thesis is to develop a 

more comprehensive understanding, inclusive of both personal and contextual factors and 

causal processes within and between them; an understanding that will generate further 

scientific discourse and empirical work to advance knowledge and, importantly, experience 

of those living with the condition. 

Cilliers (2013) argues that knowledge of a complex system should be generated within a 

certain framework. To do so, the boundaries to which such exploratory process applies 

need to be clearly defined. As it is impossible to understand a human system in separation 

from its environment (Cutchin 2004), the system considered in this chapter is defined as 

a PWD-environment dyad. The system is defined as “a set of parts connected to function 

as a whole […] by the virtue of the interdependence of its parts” (Roy and Andrews 1999, p. 

36). Based on the model pictured above, the PWD-environment dyad comprises of person 

and environment sub-systems which co-function through an on-going, transactional 

interactions. Additionally, each sub-system is thought to consist of numerous factors 

which also remain in constant transactional relationships to each other. Although in 

further sections of this chapter, system’s components are considered separately, it is the 

premise of the complex systems outlook, adapted by the author, that these parts function 

interdependently to shape a person’s experience. To emphasise this, the causal processes 

operating within and between system’s components are also considered. 

4.3.2 Complexity-consistent Explanatory Theories 

4.3.2.1 Process 

The literature review, aimed at identifying complexity-consistent theoretical frameworks 

relevant to this enquiry, focused on peer reviewed theoretical and review papers and books 

/ book chapters. Search of electronic databases was facilitated by EBSCOhost platform 

inclusive of multiple research databases such as Abstracts in Social Gerontology, Medline 

and PsycINFO. The following search words were used: “experience” or “adaptation” or 
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“change” or “participation” or “occupational participation” or “activity participation” or 

“social participation” AND “theory” or “model” AND “system*” or “dynamic system*” or 

“complex system*” or “open system*” AND “dementia” or “Alzheimer* Disease” or “older 

adult” or “geriatric” or “adult”. The combination of search words was chosen to capture 

publications relevant to this review while reflecting interchangeable use of terms within 

the literature. MeSH headings, free text searching, Boolean operators and truncations were 

used to expand the literature search. The search, carried out in August 2016, was restricted 

to peer-reviewed theoretical and review articles published between January 1990 and the 

end of July 2016. Records were downloaded into an online bibliographic management 

program and screened against inclusion and exclusion criteria (Table 4-1). 

Inclusion criteria Exclusion criteria 

Main focus  
Dementia; Alzheimer Disease; 
Health; chronic illness 
Complexity perspective 

Healthcare management / governance 
 
Approaches rooted in positivism / reductionism 

Population 
Older adults (≥65) Other age groups (except theoretical frameworks applicable 

throughout the life span) 
Caregivers 
Healthcare system(s) 

Publication type  
Peer reviewed theoretical articles 
Review articles 
Books / book chapters 

Primary research 
Methodology focussed articles; opinion pieces 
No abstract available for review (peer reviewed articles) 

Publication period 
January 1990 – July 2016  

Publication language 
English Languages other than English 

4.3.2.2 Search results  

A total of 1,237 records were retrieved through searches of electronic databases. These 

included both peer-reviewed theoretical and review papers and book chapters. Following 

the removal of duplicates and title screening, 1,193 articles were excluded leaving 44 papers. 

Abstracts of those remaining papers were reviewed against inclusion and exclusion criteria 

(Table 4-1) leading to the selection of 27 articles which became the subject of a content 
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review. This resulted in a further 14 articles being discarded, leaving 13 papers from which 

information about complexity-consistent theoretical frameworks, relevant to the focus of 

this review, was extracted. The study selection process is summarized in Figure 4-3. 

 

 

In total, 11 complexity consistent theoretical frameworks / explanations were referred to in 

the reviewed publications. These ranged from global, overarching theories of human 

development and nature of change / adaptation (Bioecological Model of Human 

Development [BMHD], Bronfenbrenner 1994; Gerodynamics, Schroots 1995a; Roy 

Adaptation Model [RAM], Roy and Andrews 1999; Dynamic Systems and the Complexity of 

Change, Thelen 2005; Nature of Change in Adults, Keenan 2010, 2011); to those focused on 

particular concepts such as health (International Classification of Functioning, Disability 

and Health [ICF], WHO 2001), resilience (The Society-to-Cells Model of Resilience in Older 

Adults [StC], Szanton et al. 2010; Everyday Stress Resilience Hypothesis [ESRH], DiCorcia 

and Tronick 2011), QOL (Choices and Choosing Model of Quality of Life [C-C], Gurland and 
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Gurland 2009) or participation (Canadian Model of Occupational Performance and 

Engagement [CMOP-E], Townsend and Polatajko 2013; The Model of Human Occupation 

[MOHO], Kielhofner 2008). 

Based on the reviewed literature, the identified models originate from and inform a variety 

of professional perspectives including psychology, psychiatry, physiotherapy, occupational 

therapy, medicine, social work, nursing and public health. The summary of all identified 

theoretical frameworks, inclusive of reference within which they were identified and 

original authors (where applicable), their underlying assumptions, overview of conceptual 

framework and causal mechanisms/processes, key concepts, and indicators of their 

explanatory power; is presented in Appendix 9. The section below sums up the results of 

the comparative analysis, focused on the criteria for explanatory power (Thagard 1978). 

4.3.2.3 Theoretical frameworks – a comparative analysis 

Thagard (1978) proposed three criteria for determining the explanatory power of a theory, 

namely: consilience, simplicity and analogy. Consilience is the measure of how much 

theory explains; simplicity is a function of the size and nature of the set of hypotheses 

required to explain a phenomenon; while analogy supports theory by providing means for 

comparing one phenomenon with another to enhance explanations given within a theory. 

Thagard (1978) asserts that applying these criteria is not a straightforward undertaking. He 

points out that, because the criteria can work against each other e.g., increasing consilience 

is likely to decrease simplicity; when evaluating theories, the criteria need to be weighed 

against each other to determine which theory offers the best explanatory potential. In line 

with this, complexity-consistent theories relevant to the focus of this enquiry, indicated 

above and presented in more detail in Appendix 9, formed the basis for such methodical 

judgement, as discussed below. 

All identified theories explain human beings / phenomena considered in relation to human 

experience (e.g., development, process of change, health, resilience, QOL and 

participation) in terms of complex, dynamic systems remaining in constant, transactional 
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interaction with their environment; which in itself is complex and multidimensional. All 

frameworks indicate that both a person and the environment consist of structurally and 

functionally interconnected components which continuously interact in a non-linear 

manner. None of these components have a control quality over the system; they are co-

equal in that they self-organise through the process of circular causality, so that change in 

any component of the person or the environment affects all other components and vice 

versa; leading to a transitional change. The dynamic, complex systems perspective adopted 

in the identified frameworks recognises that the system, although disposed towards 

stability, to evolve from one state to another, needs to go through a period of 

transformative instability, which can be experienced as stressful. 

Such a perspective is compatible with the initial model of dementia experience (section 

4.3.1), which proposes that the subjective experience emerges from dynamic, transactional 

relationships within and between numerous personal and environmental factors (system 

components). It also sheds light on the finding that continuous changes in both internal 

and external circumstances, experienced by a PWD, result in a sense of ‘tension’ or ‘flux’, 

as the person strives to maintain continuity in life. These states of ‘tension’ or ‘flux’ may be 

expressive of a period of instability that a person goes through, and analogous with stress. 

Although the identified theoretical frameworks, in general terms, are compatible with the 

model of dementia experience put forward in section 4.3.1, they differ with regard to their 

conceptual potential to account for and explain personal and environmental factors 

indicated within the initial model, relationships between these factors, causative processes 

of change and their possible trajectories (consilience). Consequently, they vary in terms of 

the size and nature of the explanatory hypothesis given to describe the focal phenomenon 

(simplicity). 

Let us begin the analysis from the focus of this enquiry, the subjective experience in 

dementia. The subjective experience, defined in psychology as “any conscious content 

including that coming from the immediate perception of events in the external world as 

well as […] from an inner non-perceived world” (Richardson 1999, p. 469), has been 
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considered in just four theoretical frameworks (Kielhofner 2008; Gurland and Gurland 

2009; Keenan 2010, 2011; Townsend and Polatajko 2013). The subjective meaning is often 

considered in relation to behaviour i.e., what people do (Huta 2017) and the meaning such 

activities have for people. This perspective is supported and further explored within two 

occupation-focused models, the CMOP-E (Townsend and Polatajko 2013) and the MOHO 

(Kielhofner 2008). Both models provide conceptual means to support understanding of 

the subjective experience and consider it in relation to occupational engagement (CMOP-

E) or participation (MOHO). Gurland and Gurland (2009) imply the focus on the 

subjective experience when exploring QOL in relation to choices available within one’s life 

context and reflective of one’s personal values and preferences; while Keenan (2010, 2011) 

refers to subjectively experienced stability as resulting from system’s history, increasing 

order and circular causality. None of these frameworks explicitly focus on the subjective 

experience; consequently, it is not explored in terms of causative components, processes 

or conditions. 

As indicated, because the identified theoretical frameworks differ in terms of their 

conceptual scope, they also vary in terms of their capacity to explain personal and 

environmental factors identified in the initial model, relationships between these and 

causal processes of change. For example, while Schroots’ (1995a), Thelen’s (2005), Gurland 

and Gurland (2009), Keenan’s (2010; 2011) and DiCorcia and Tronic (2011) theories 

support conceptualisation of a PWD as a dynamic system constantly evolving in 

continuous transactional relationship to its environment and understanding of a process 

of change in later life, they neither account for nor explain various personal and 

environmental factors that impact upon peoples’ emerging experience. Gerodynamics 

(Schroots 1995a) and Thelen’s (2005) theory of developmental change appear too broad as 

they explain processes of aging and development, respectively, in a more global way.  

Keenan’s (2010, 2011) theory, with its primary focus on the process of change in adults, 

seems too narrow. However, it offers an insightful perspective on possible trajectories of 

change, including both adaptive and maladaptive pathways. Similarly, the ESRH by 

DiCorcia and Tronic (2011), although limited in its explanation of internal and external 

factors, provides a valuable perspective on resilience as coping, adaptive capacity, inclusive 
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of insight into causative processes and bio-behavioural regulatory states. Although both 

Keenan (2010, 2011) and DiCorcia and Tronic (2011) recognise internal and external factors 

as important to causative processes of change, DiCorcia’s and Tronic’s (2011) theory has 

the added value of explaining the ‘dyadic regulatory system’ of response to stress and the 

bi-directional relationship between the individual’s regulatory capacity and external 

regulators. Finally, Gurland and Gurland (2009), focus on QOL through the prism of 

dynamic processes of adaptation to living perspective. However, although they explain 

these processes in terms of learning cycles, they see it mainly as a function of psychological 

affect and do not consider other personal and external factors involved. Furthermore, their 

theory is not inclusive of potential trajectories of the adaptive process. 

The BMHD (Bronfenbrenner 1994), the RAM (Roy and Andrews 1999), the StC Model of 

Resilience (Szanton et al. 2010), the ICF (WHO 2001), the CMOP-E (Townsend and 

Polatajko 2013) and the MOHO (Kielhofner 2008) all have explanatory value in terms of 

conceptual clarification of various personal and environmental factors included in the 

initial model. However, while Bonfenbrenner (1994) offers a comprehensive account of the 

environment as consisting of micro-, macro-, meso- and exo-systems; his conceptualisation 

of personal factors appears to be somehow less refined. Additionally, although his theory 

refers to ‘proximal processes’, defined as ‘a transfer(s) of energy between the developing 

human being and the persons, objects, and symbols in the immediate environment’, as 

‘engines of development’ (Bronferbrenner and Evans 2000, p.118), it does not elaborate 

upon how exactly these engines operate to facilitate change. The RAM (Roy and Andrews 

1999) in contrast, seems to focus mainly on personal factors at the expense of context. It 

does, however, explore the process of adaptation and offer useful insights into its possible 

trajectories. The model put forward by Szanton et al. (2010) provides a broad overview of 

multiple personal and contextual factors which are considered in the context of their 

impact upon resilience. However, it offers a limited explanation of causative processes of 

resilience and only considers its positive trajectories. 

The ICF (WHO 2001), the CMOP-E (Townsend and Polatajko 2013) and the MOHO 

(Kielhofner 2008) not only provide a comprehensive conceptualisation of various personal 

and environmental factors but offer a strong means for considering the experience of living 
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with dementia from the participatory perspective. However, the ICF (WHO 2001) has been 

criticised for overviewing the subjective perspective and motivational processes; its one-

dimensional view of environmental factors as either facilitators or barriers for participation 

(Hemmingsson and Jonsson 2005), and the lack of clear distinction between concepts of 

activity and participation (Nordenfelt 2003; Badley 2008). Additionally, the model does 

not support the understanding of processes determining health and disability. Similarly, 

the CMOP-E (Townsend and Polatajko 2013), despite conceptualising occupational 

engagement in terms of dynamic interaction between person, occupation and 

environment, fails to capitalise upon the potential of this systemic perspective in terms of 

explaining processes and trajectories of change. By contrast, the MOHO (Kielhofner 2008) 

considers both the adaptation to change and subjective aspects of participation. The 

current version of the model however, does not explicitly explain the process of change 

and offers limited insight into its potential trajectories, describing stages of change instead. 

The final aspect of the identified theories, relevant to the tentative model, is 

conceptualisation of time. Four scholars explicitly refer to time as an important facet in the 

process of change, namely Bronferbrenner (1994), Thelen (2005), Keenan (2010, 2011) and 

Kielhofner (2008). However, while Thelen (2005), Keenan (2010, 2011) and Kielhofner 

(2008) recognise the role of previous states of the system for current states and the 

temporal dimension of processes of change and development; Bronferbrenner goes beyond 

simple acknowledgement and identifies three temporal levels of micro-, meso-, and 

macrotime. He defines microtime as “continuity versus discontinuity in ongoing episodes 

of proximal processes”; mesotime is referred to as a frequency of proximal processes over 

days and weeks; while macrotime denotes “changing expectations and events in larger 

society, both within and across generations” (Bronferbrenner and Morris 2006, p.796). 

Such differentiation is helpful in explaining the emergence of experience in dementia and 

qualitative changes that take place gradually over different time-scales and stages of the 

condition. 
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Having reflected upon strengths and limitations of the identified frameworks, the author 

will now consider their potency relative to clarifying and explaining the tentative model of 

dementia. This will take the form of abductive and retroductive analysis. Through this 

process, the components of the tentative model, relationships between them and causal 

dynamics pertaining to the subjective experience in dementia will be examined in the 

context of concepts and prepositions of the identified complexity-consistent frameworks. 

4.3.3 Abductive and Retroductive Analysis 

As specified in section 4.3.1 the system considered in this chapter is defined as a PWD-

environment dyad. Each sub-system of this dyad comprises of numerous factors. Although 

the systemic outlook, adopted by the author, implies that system’s components and their 

constituent parts function interdependently and must be understood as a whole, for ease 

of explanation, they are now explored separately in the context of the identified 

complexity-consistent theories. The author begins with consideration of the emerging 

experience of dementia, the focal concept of this inquiry. This is followed by examination 

of personal factors identified in the tentative model including cognitive capacity, emotions, 

sense of agency and self-efficacy, social connectedness, coping strategies and sense of 

identity; and components of the environment, namely its physical, interpersonal and socio-

cultural aspects. The nature of relationships between system’s components and causal 

dynamics involved in these relationships is also scrutinised. 

4.3.3.1 Emerging experience – clarifying the concept  

An American philosopher and psychologist, John Dewey (1859-1952), claimed that 

experience i.e., what people “do and suffer, desire and enjoy, see, believe, imagine” (1989, 

p. 10) should be a starting and a focal point of philosophy. He argued that, as human 

experience “is of as well as in” (Dewey 1989, p. 4) the environment, it should be understood 

as “interconnectedness of person and his or her context where each penetrates and 

becomes a part of the other” (Cutchin 2004, p. 304). The above cited definition of 

experience indicates that it should be considered as directly related to and emerging from 

human activity. 
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Such conceptualisation appears to be reflected in the findings of the meta-synthesis 

presented in chapter 3, indicating that subjective experience in dementia emerges from 

transactional relationships between multiple personal and contextual factors. The results 

also identify ability to perform and participate in daily activities as its crucial aspect. 

Although within the meta-synthesis both performance and participation were identified as 

personal factors, this requires clarification. 

The literature suggests that, while performance indeed relates to individual’s ability, 

underpinned by physical and mental capacities, to complete a given activity within a 

particular environment; participation represents the intersection between person’s 

abilities, motivations and sense of self and physical, social and cultural aspects of one’s 

environment (Kielhofner 2008; Polatajko et al. 2013; Imms et al. 2016). Hence, 

participation incorporates the actual doing as well as its subjective experience within a 

particular context (Whiteford and Pereira 2012). 

As previously noted (chapter 1), approaches to understanding dementia and, consequently, 

research concerning needs of PWD has been founded in two traditions, biomedical and 

biopsychosocial. Both positions have been challenged as limiting in terms of theoretical 

and therapeutic potential (Zwijsen et al. 2016). However, it was suggested that positive 

contributions from both should be used to inform fresh theoretical developments that 

would incorporate aspects of functioning at the level of body structures and functions, 

environmental influences and everyday experience (Innes and Manthorpe 2013). It has 

been indicated that a primary focus on participation can achieve this aim (Imms et al. 

2017). 

Participation is described as a multidimensional construct (Imms 2016, 2017) and 

increasingly recognised as an important outcome of rehabilitation (Dijkers 2010; Mallinson 

and Hammel 2010); although there is little agreement in the literature regarding its 

definition. Words such as ‘engagement’ and ‘involvement’ have been used interchangeably 

to signify participation and there is an ongoing debate in the literature as to the meaning 

of the concept and its attainment markers. There appears to be, however, an agreement 

that participation is a relational construct reflecting an intersection of person-task-
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environment transactions and incorporating both objective aspects of a person’s ‘doing’ 

within a given context, and the subjective experience resulting from it (Whiteneck and 

Dijkers 2009; Dijkers 2010; Mallinson and Hammel 2010; Maxwell et al. 2012).  

Within the reviewed complexity-consistent theories participation is explicitly included in 

and, indeed, a central construct of the ICF (WHO 2001), the MOHO (Kilehofner 2008) 

and the CMOP-E (Townsend and Polatajko 2013). Similarities between these frameworks 

include recognition of participation as crucial to people’s health and wellbeing and the 

systemic understanding of functioning as resulting from interactions between person and 

environment (Kramer et al. 2008; Polatajko et al. 2013). However, there are also important 

differences including definition of participation, its conceptualisation and approaches to 

measurement. The ICF’s (WHO 2001) definition of participation as “involvement in a life 

situation” (p. 11) has been criticised as too broad and lacking specificity (Whiteneck and 

Dijkers 2009; Dijkers 2010). It was further challenged for failing to clearly delineate 

between participation and activity within its classification system, leading to conceptual 

confusion (Whiteneck and Dijkers 2009; Dijkers 2010). Additionally, it was highlighted 

that two qualifiers proposed within the ICF (WHO 2001) to operationalise participation 

i.e., capacity (optimal ability within a standardised environment) and performance (actual 

ability within the individual’s own environment); do not comprehensively capture its 

complexity. It was noted that these are indicators of competence which say little about 

subjective aspects of participation such as involvement (e.g., motivation, affect, social 

connection and attendance), preference (e.g., choice and meaningfulness) or sense of self 

(e.g., self-perception, autonomy, roles and confidence); all of which have been identified 

in the literature as crucial to the understanding of participation (Hemmingson and Jonsson 

2005; Rochette et al. 2006; Imms et al. 2016, 2017). 

In contrast, both the MOHO (Kielhofner 2008) and the CMOP-E (Townsend and Polatajko 

2013) recognise the importance of choice, personal values, interests and meaningfulness of 

everyday activities and roles to participation. The frameworks differ in terminology as the 

CMOP-E uses the term ‘occupational engagement’, defined as “all that we do to involve 

oneself or become occupied; participate” (Polatajko et al. 2013, p. 24); while the MOHO 

refers to ‘occupational participation’ i.e., “engagement in work, play, or activities of daily 
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living that are part of one’s sociocultural context and that are desired and/or necessary to 

one’s well-being” (Kielhofner 2008a, p. 101). Both models assert that participation involves 

not only objective performance but also its subjective experience; both explain it as an 

outcome of dynamic interaction between person, environment and activity (Kielhofner 

2008a; Polatajko et al. 2013). However, while the MOHO (Kielhofner 2008) gives insight 

into relationships between personal and environmental factors and processes involved in 

transactions between them resulting in participation, the CMOP-E (Townsend and 

Polatajko 2013) merely describes components that contribute to the aforementioned 

dynamics.  

Interestingly, all three frameworks imply that participation should be treated as an 

outcome of complex, transactional interactions between multiple internal and external 

factors, and therefore a desired target of interventions aiming to improve health and 

function (WHO 2001) or meaningful engagement in culturally and personally relevant 

activities (Kramer et al. 2008; Townsend and Polatajko 2013). Additionally, the MOHO 

(Kielhofner 2008) considers participation as a contributory factor in development of 

occupational identity and competence, and ultimately in achievement of occupational 

adaptation. Recent review of literature supports this but indicates that both identity and 

competence could also be understood as important predictors of future participation 

(Imms et al. 2016). Hence, it was proposed that participation should be considered in terms 

of both an outcome and a process (Imms et al. 2017). It was suggested that such an 

approach, undertaken within a complexity framework, would support a better 

understanding of the role of participation relative to the subjective experience of person-

task-environment transactions. Such a perspective, which requires further empirical 

testing, was proposed to more accurately reflect how participation is experienced in life 

(Imms et al. 2017). 

The above discussion suggests that, across disciplines, participation is considered a crucial 

construct in understanding the subjective experience. It is a complex, multidimensional 

phenomenon which appears to reside at crossroads of biomedical and social approaches to 

health and wellbeing. However, linking the concepts of participation and subjective 

experience represents a relatively new approach in health and social science and the 
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literature suggests that further work is required not only to clarify components of 

participation but also its position within the causal person-task-environment dynamics. 

4.3.3.2 Personal factors  

The recent literature review indicates that personal aspects of participation include 

capacity and competence for doing as well as emotions, motivation, sense of self and social 

connection (Imms et al. 2016). The meta-synthesis of first-hand experience in dementia 

captured cognitive capacity, coping strategies, emotions, sense of agency / self-efficacy, 

sense of identity and social connectedness, as personal factors contributing to overall 

dynamics shaping the emerging experience of living with the condition. These will now be 

examined in an effort to enhance conceptual clarity relative to the concept of participation, 

particularly its subjective dimensions, in dementia. 

Cognitive capacity is broadly defined as the human ability to think, feel and act; 

determined by underlying physical and mental components (Roy and Andrews 1999; 

Kielhofner 2008). DSM-5 (APA 2013) identifies six cognitive domains: complex attention, 

executive function, learning and memory, language, perceptual-motor and social. It is well 

documented that dementia is characterised by progressive deterioration in cognitive 

capacity (Prince et al. 2013; AA 2016). Indeed, an acquired decline in one or more cognitive 

domains is recognised as its core feature and one of the key diagnostic criteria (APA 2013). 

In biomedical tradition, cognitive decline in dementia is seen as somatic in aetiology i.e., 

caused by organic pathology of brain regions that control different cognitive functions 

(Lyman 1989). This view has been challenged and it is increasingly recognised that a 

combination of bio-psycho-social factors shape the experience of cognitive symptoms in 

dementia (Aminzadeh et al. 2007). 

Changes in cognitive capacity, relative to awareness and memory function, were identified 

as important aspect of people’s experience of living with dementia (Górska et al. 2017) and 

are included as personal factors in the initial model. Cognition has been also recognised as 

a vital component of human function in the reviewed complexity-consistent models 
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including ICF (WHO 2001), the RAM (Roy and Andrews 1999), the CMOP-E (Townsend 

and Polatajko 2013) and the MOHO (Kielhofner 2008). 

Within the ICF (WHO 2001) multiple cognitive domains such as awareness, attention, 

memory and executive functions are included within a broader category of mental 

functions of the brain. Although operationally linked to brain structures, they are 

understood to be influenced by dynamic interaction between a health condition and 

contextual factors (both personal and environmental). They are also viewed as being in a 

reciprocal relationship to activity and participation domains, indicating that while 

cognitive status impacts upon peoples’ ability to do things; it is also shaped by their 

experience of doing (WHO 2001). Such a perspective is supported by research on 

neuroplasticity and cognitive reserve reporting a positive association between 

participation in mentally stimulating activity and performance on cognitive tasks in older 

adults, including those with dementia (Sobral and Paúl 2013; Sobral et al. 2015). However, 

the ICF perspective overlooks the subjective aspects of cognition and its meaning to life 

experiences. It also does not provide the means for modelling processes that link cognition 

to subjective experience (WHO 2001). Similarly the CMOP-E (Townsend and Polatajko 

2013), despite recognising cognition as an important performance component of a person, 

focuses predominantly on its intellectual aspects and does not explain causal relationships 

between cognition and other components of the model. 

In contrast, both the RAM (Roy and Andrews 1999) and the MOHO (2008), conceptualise 

cognition in relation to the subjective experience. Roy and Andrews (1999) recognise that 

cognition, although structurally and functionally dependent on the brain, emerges in the 

context of and out of human experience. It “makes possible for one to connect past 

experiences with the present and relate both past and present to the future” (Roy and 

Andrews 1999, p. 320). Similarly, Kielhofner (2008) considers cognition in relation to 

capacity for doing things in the world. The MOHO does not define cognition as such, but 

explains it in terms of performance capacity i.e., the “ability to do things provided by the 

status of underlying objective physical and mental components and corresponding 

experience” (Kielhofner 2008, p. 68). Significantly, based on works of Merleau-Ponty 

(1962) and Leder (1990), Kielhofner (2008) considers cognition in unity with physical 
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body. He puts forward a notion of the “embodied mind” (Kielhofner et al. 2008, p. 72), 

disputing Descartes’ body-mind dualism and arguing that when we perceive, attend to, 

memorise, process information about, and respond to stimuli from the world around us, 

we do so through our bodily experience (e.g., seeing, smelling, touching). Such a position 

seems in line with findings of the metasynthesis presented in chapter 3, which indicate 

that cognitive impairment related to underlying neuropathology in dementia is 

experienced through people’s bodies as inability to attend to, focus on or respond to 

external stimuli, perform an activity, articulate selves or otherwise engage with the 

environment. The current version of the MOHO (Kielhofner 2008) however, does not 

explicitly explain cognitive processes, but conceptualises them as part of a wider dynamic 

interaction between person and the environment. In contrast, the RAM (Roy and Andrews 

1999) explains them in terms of input, central processing and output cycles. In fact, Roy 

and Andrews (1999) regard cognition as an essential regulator of human behaviour, crucial 

to the process of adaptation. 

The above indicates that cognitive capacity, although dependent upon brain structures, 

functionally remains in reciprocal interactions with other personal and environmental 

factors, shaping people’s ability to do things and to participate in the world. As such it is 

considered an important aspect of the subjective experience. Research indicates that 

cognitive capacity and underlying brain structures and functions are mutually influenced 

by the experience of doing. The notion of the embodied mind, as an important aspect of 

cognitive capacity in relation to human experience, is also considered in the literature. As 

such, the concept remains included in the refined model and further tested against 

empirical data to clarify its meaning relative to physical body and the subjective experience 

in dementia.  

A wide repertoire of coping strategies used by PWD was identified through the meta-

synthesis of qualitative research and included in the tentative model as one of the personal 

factors impacting upon their subjective experience. These strategies were activated in 

response to perceived ‘tension’ between changes in various areas of life and the desire to 
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maintain continuity. It was recognised that, in terms of the dynamic systems theory (DST), 

changes experienced by PWD may be representative of internal or external stressors whilst 

‘tension’ may be analogous to psychological stress. If such premise is accepted, then it may 

be helpful to start this section with a brief overview of current perspectives on stress and 

coping. 

Based on the presented meta-synthesis, the strategies employed by PWD, are grouped into 

three categories: emotional, cognitive and behavioural. This domain specific categorisation 

is broadly reflective of the literature, according to which emotional and cognitive strategies 

represent emotion-focused responses (e.g., worry, denial), while behavioural strategies fall 

into problem-focused approaches to stress (Lindqvist et al. 2000; Lazarus 2006). In 

problem-focused coping a person mobilises resources and organises actions to deal with 

the perceived stressor; emotion-focused coping aims to regulate thoughts and emotions 

involved (Lazarus 2006). 

Historically, a trait approach to coping assumed that individuals develop fairly stable 

patterns of coping strategies i.e., either problem or emotion-focused, which they 

consistently apply over time and conditions (Lazarus 2006). Such views were challenged 

by research evidence showing poor relationship between individuals’ results on trait 

measures and the way they cope in a different context and at various time points (Cohen 

and Lazarus 1973). Consequently, the current understanding of coping reflects a process 

approach, defining coping as “on-going cognitive and behavioural efforts to manage 

internal and external demands of the person-environment transaction” (Lindqvist et al. 

2000, p. 147). Although stress in both approaches is viewed as an adaptive response to an 

internal or external demand / change (Talarico et al. 2009), they assume different nature 

of stress reactivity. The trait view assumes that people have stable ways of responding to 

stress which can be consistently more or less effective; while the process approach explains 

coping efficacy in relation to personal history, internal and external resources, type of 

stressor and the ‘outcome modality’ e.g., subjective wellbeing or health status (Lazarus 

2006). In this view, any coping response can be adaptive or maladaptive, depending on the 

described parameters. For example, while problem-oriented coping focused on 

maintenance of cooking skills through the application of cognitive and environmental 
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strategies is likely to be adaptive in the early stages of dementia; the same strategies used 

rigidly in later stages of the condition, due to reduced personal resources, may not be as 

successful and even increase psychological distress.  

The trait perspective on coping highlights the distinction between problem- and emotions- 

oriented coping, implying that it is easy to assign a certain type of response to a definite 

category. Lazarus (2006) points out that, in reality, the same act may have more than one 

function. For example, when a PWD opts to listen to music to deal with anxiety, one can 

appreciate how this seemingly problem-oriented act may be simultaneously interpreted as 

emotion-focused. Indeed, Lazarus (2006) argues that the two coping modes are usually 

applied simultaneously and facilitate each other. The process approach proposes that in 

any situation, it is possible to use various coping strategies and that it is the fit between 

these strategies, the demands of the situation and personal and contextual characteristics 

that determine the efficacy of coping efforts (Lazarus 2006). 

In this context, it appears appropriate to analyse the perspective on coping captured within 

the theoretical frameworks included in this review. Only two theories explicitly refer to 

coping. The RAM (Roy and Andrews 1999) conceptualises coping processes as regulator 

and cognator subsystems. The regulator subsystem is characterised as a basic adaptive 

process which “responds automatically through neural, chemical, and endocrine coping 

channels” (p. 46). The cognator subsystem operates through four cognitive-emotive 

networks: perceptual and information processing, learning, judgment and emotion. The 

conceptualisation of coping processes within the RAM (Roy and Andrews 1999) is in line 

with systems science and realist philosophy, both assuming a layered, nested nature of 

social phenomena. The model is in keeping with the current view of coping as a process, 

although it does not clearly distinguish between the coping processes and system’s 

structures.  

Keenan (2010, 2011) considers the conditions and processes of stability and change in 

humans through the lens of the DST. She explores various ways that people respond to and 

cope with stressors throughout their life span. Keenan (2010, 2011) proposes that coping 

arises from continuous multidirectional and non-linear transactions between subsystems 
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within a person and the environment. These transactions may result in system’s 

disruptions, experienced as stressors that a person needs to respond to. Disruptions do not 

always lead to a change within the system; their impact depends upon their magnitude, 

state of the system determined by internal and external demands, and point in time 

(Keenan 2011). Keenan (2011) describes multiple pathways, representing a continuum from 

continuity to change, that a system may embark upon in response to disruptions. She 

suggests that any of these pathways can be adaptive or maladaptive, depending on the fit 

between the coping response and the demands placed on the system by the disruption. 

Keenan’s (2011) conceptualisation of the nature of change and coping in adults reflects the 

assumptions of both the system’s science and the current understanding of coping. 

Although its scope precludes it from detailed exploration of various internal and external 

factors impacting upon coping processes, it does offer an insightful view of the process 

itself and potential trajectories of change, both adaptive and maladaptive. 

Another two theoretical frameworks consider coping in relation to wider concepts of 

resilience (DiCorcia and Tronic 2011) and occupational adaptation (Kielhofner 2008). 

DiCorcia and Tronic (2011) refer to resilience as a coping capacity operating through a 

dyadic regulatory system in which an individual’s regulatory capacity is supplemented by 

external regulators. According to DiCorcia and Tronic (2011) coping is a dyadic process of 

matching regulatory input to regulatory need in order to provide scaffolding for 

individual’s intrinsic regulatory capacities. The outcome of coping depends on the quality 

and form of the mutual regulation relationship between an individual and environment. 

Although Dicorcia and Tronic (2011) do not explore the intrinsic regulatory structures and 

processes and their focus on environmental regulatory processes is limited to immediate 

social environment; their theory offers a helpful, dyadic perspective on the nature of coping 

and adaptive processes, supported within the literature (Lazarus 2006) and applicable to 

the tentative model of dementia explored in this chapter. 

In the MOHO (Kielhofner 2008), coping is not explicitly explored but implied through its 

exploration of processes of occupational change and development, leading to ultimate 

occupational adaptation. In the MOHO development involves complex processes of 

change in personal and/or environmental organisation, changing the overall dynamic of 
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the system. If conditions are sufficiently stable, the new dynamic develops into a new 

system’s state which is maintained through consistent internal and environmental 

circumstances. The MOHO does not explore in detail the processes of change or coping 

strategies employed to maintain the system’s stability / facilitate a response to change. 

Additionally, it conceptualises adaptation as an ultimate outcome of transactional 

interactions between a person and the environment which is not reflective of the process 

outlook on coping. However, it offers insight into personal and environmental factors that 

impact upon coping and adaptation, which supports a better understanding of these 

concepts. 

To summarise, the reviewed theories offer helpful routes for further exploration of the 

nature of coping and its place within the proposed model. In particular, conceptualisation 

of coping as an adaptive process rather than a “trait” or a “factor”, as it appears in the initial 

model, renders further analysis. Although, depending on personal resources such as skills 

for performance, this adaptive process appears to be multifactorial, incorporating personal, 

environmental and situational aspects. Consequently, further analysis will focus not on 

specific strategies used by individuals which arguably represent their competency in 

response to stress and are likely to be reflected in transactions between personal factors 

such as cognitive capacity, emotions, motivation, identity and social connectedness; but 

on the process of coping. In particular, the idea of a dyadic regulatory system, proposed by 

DiCorcia and Tronic (2011) and potential trajectories of change articulated by Keenan 

(2010, 2011) will be further explored in section 4.3.3.4. Conceptualisation of coping as an 

adaptive process will be examined in the confirmatory stage of this study. 

Despite being the subject of intense scientific study over the last 50 years, the 

conceptualisation of emotions remains unclear and there is no unanimously accepted 

definition of the phenomenon (Rodríguez et al. 2016; Scarantino 2016). Scarantino (2016) 

identifies three psychological traditions of understanding emotions. First holds that 

emotions are ‘feelings’ of a distinctive type i.e., ‘sensations’ or ‘conscious subjective 

experiences’. Second defines emotions as motivational states, patterns of behaviours. The 
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last one, ‘evaluative tradition’, holds that emotions are essentially cognitions or 

interpretations of the causal circumstances. In contrast to these individualistic foci, 

sociological perspective assumes a social nature of emotions. The emphasis of this position 

is on the idea that emotions are socially patterned by culturally and historically variable 

norms and that emotional arousal, cognitive appraisals, expressions and language that 

compose an emotional experience are regulated by social roles and positions held by 

individuals within their social structures (Lively and Weed 2016). Emotions are, from this 

viewpoint, linked to social roles, role-related self-concept and individuals’ appraisal of role 

performance. As put by Lively and Weed (2016) emotions “arise from role performance […] 

and may shape future performance” (p. 72). Lazarus (1991) proposed a definition of 

emotions which, to a degree, encapsulates all these perspectives and, for the reason of 

conceptual clarity, will be adopted in this thesis: 

Emotions are complex, patterned, organismic reactions to how we think we are doing 
in our lifelong efforts to survive and flourish and to achieve what we wish for 
ourselves.  […] they express the intimate personal meaning of what is happening in 
our social lives and combine motivational, cognitive, adaptational, and physiological 
processes into a single, complex state. (p. 6) 

It appears important to define emotions as, although emphasised in a number of the 

reviewed theories (Roy and Andrews 1999; WHO 2001; Thelen 2005; Kielhofner 2008; 

Gurland and Gurland 2009; Townsend and Polatajko 2013), the concept appears to be 

explicitly explained in none. Moreover, the theories differed in the way they frame 

emotions. The ICF (WHO 2001), in line with the ‘feelings tradition’, simply categorise them 

as a specific, affective aspect of mental functions. Within the RAM (Roy and Andrews 

1999), Thelen’s Complexity of Change theory (2005) and the C-C QOL model (Gurland 

and Gurland 2009) emotions are conceptualised as motivational states or interpretations 

supporting appraisal of current circumstances and directing actions. Although emotions, 

framed as ‘affect’, are placed at the very heart of the CMOP-E (Townsend and Polatajko 

2013), they are denoted as observable components of occupational performance and simply 

defined as ‘feelings’. No further explanation as to how they are elicited or how they impact 

upon one’s participation is offered. The MOHO (Kielhofner 2008), in turn, considers 

emotions in connection to the ways people approach, experience, appraise and define their 
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relationships with the environment as part of the ‘volitional process’ (p. 46). This reflects 

both motivational and evaluative traditions but crucially, even though the MOHO falls 

short of explicitly exploring the phenomenon, it recognises emotions as an essential 

component of an adaptive process (Lazarus 1991) and its subjective experience (Kielhofner 

2008). Additionally, the MOHO acknowledges the importance of emotions relative to its 

habituation component, particularly in relation to internalized roles and consequences of 

their attainment or loss.  

Several specific emotional states such as love, empathy, gratitude, anger, fear and anxiety 

are identified in the literature (Barrett et al. 2016) and the research evidence suggests they 

are not only an important aspect of people’s experience of living with dementia but also 

part of their adaptive repertoire (Górska et al. 2017). Moreover, research suggests that, in 

dementia, emotional aspects of awareness and self-concept may be better preserved than 

cognitive ones (Trigg et al. 2011; Howorth and Saper 2003). In this context, understanding 

emotions and their role in adaptive processes and subjective experience of living with the 

condition appears crucial, as it may open effective ways of support. 

It appears that, apart from representing short-lived ‘feelings’ or ‘reactions’, emotions are 

key features of more global motivational and social aspects of one’s subjective experience 

and the adaptive processes (Lazarus 1991; Kielhofner 2008). This is supported by findings 

of meta-synthesis presented in chapter 3, which recognise the link between emotions, self-

appraisal processes, social aspects of one’s roles and responsibilities, and the overall 

experience. For this reason, motivational and social aspects of emotions will be included 

in the refined model and further explored in the final, confirmatory stage of this research. 

Personal agency is a sense of “power to originate actions for given purposes” (Bandura 1997, 

p. 3). Perceived self-efficacy, defined as “people’s beliefs about their capabilities to produce 

designated levels of performance” (Singh et al. 2010, p. 315), has been identified as a central 

component of agency (Bandura 1997), a key factor of adaptive aging (Schneller and 

Vandsburger 2008; Artistico et al. 2011) and an important predictor of mental health 

among elderly groups (Singh et al. 2010). 
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Despite being identified as instrumental in fostering adaptive learning and behavioural 

change (Bandura 1997; Artistico et al. 2011) personal agency and self-efficacy do not feature 

prominently in the reviewed theories. As personal factors, specifically individual 

psychological assets, they are presumably included in the model but are neither classified 

nor explained within the ICF (WHO 2001). Although implicitly present in Thelen’s (2005) 

explanation of the role of motivational cascade in human development, neither personal 

agency nor self-efficacy is directly referred to in her theory. Similarly, Gurland and Gurland 

(2009), despite forming their conceptualisation of QOL around notions of choice and 

personal preference, do not consider these in relation to agency or self-efficacy. There is 

no reference to these concepts within the StC Model of Resilience (Szanton et al. 2010) or 

the CMOP-E (Townsend and Polatajko 2013). 

Although the RAM (Roy and Andrews 1999) does not include personal agency or self-

efficacy, it does refer to ‘self-concept’, defined as “the composite of beliefs and feelings that 

a person holds about self at a given time” (Roy and Andrews 1999, p. 382). Self-concept, in 

the RAM, is viewed as directing one’s behaviour through the need for self-consistency as 

the person strives to maintain a coherent self-organisation and avoid uncertainty. 

However, although references are made to performative aspects of self-concept, its 

conceptualisation within the RAM is more closely related to the psychological notion of 

identity than those of agency or self-efficacy. 

The MOHO (Kielhofner 2008), in contrast, explicitly considers and explores these 

concepts. Namely, it refers to ‘personal causation’, defined as “one’s sense of competence 

and effectiveness” (Kielhofner 2008, p. 47) and consisting of two components: a sense of 

personal capacity and self-efficacy. The sense of personal capacity relates to a subjective 

assessment of one’s physical, intellectual and social abilities, while self-efficacy is defined 

as “one’s sense of effectiveness in using personal capacities to achieve desired outcomes in 

life” (p. 35). The understanding of personal causation and self-efficacy in the MOHO bears 

resemblance to the one developed within social psychology (see definitions of the concepts 

above). Both view the concepts in relation to human intentionality; both focus on the role 

of subjective perception of one’s ability relative to performative outcome. Moreover, both 

consider personal agency and self-efficacy in relation to motivational processes. In the 
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MOHO, personal causation, alongside values and interests, is conceptualised as an aspect 

of a larger volitional whole (Kielhofner 2008). As such, it is thought to play a crucial part 

in the way people anticipate, choose, experience and interpret their actions and adapt to 

experienced changes. Bandura (1997) supports this by recognising the relationship 

between self-efficacy and motivation to act: “unless people believe they can produce 

desired effects by their actions, they have little incentive to act” (p. 3). He defines 

motivation as a system of self-regulatory mechanisms including selection, activation, and 

sustained direction of behaviour towards specific goals. Like Kielhofner (2008), he 

recognises the interrelated nature of the relationship between agency, self-efficacy, 

personal values and interests in regulating motivational processes: 

After people adopt personal standards, they regulate their behaviour by their self-
sanctions. They do things that give them self-satisfaction and a sense of pride and 
self-worth and refrain from behaving in the ways that give rise to self-dissatisfaction, 
self-devaluation and self-censure (Bandura 1997, p. 22). 

Similarly to the social psychology perspective, motivational processes in the MOHO are 

understood to operate within a transactional causal structure involving internal factors, 

environmental events and behaviour; all influencing one another in a non-linear way 

(Kielhofner 2008). Indeed, although the MOHO does not explore these issues to the same 

degree of detail, its explanation of the origin and development of personal agency and self-

efficacy in humans, their role in guiding behaviour and relation to other internal and 

external structures and processes in developmental change is in line with the one offered 

in social psychology (Bandura 1997). 

Research evidence indicates that, with advancing age, people of both genders score poorer 

on measures of perceived self-efficacy (Zanardo et al. 2006; Singh et al. 2010). Such results 

support findings of meta-synthesis presented in chapter 3, which suggest that PWD 

experience changes to their sense of agency and self-efficacy. In this context, theoretical 

conceptualisations and research findings suggesting a reciprocal relationship between self-

efficacy, motivational processes and psychological outcomes in dementia (Choi and 

Fiszdon 2012) render greater attention from both researchers and clinicians. Therefore, in 

order to facilitate a more in-depth exploration of motivational processes relative to 

dementia and its subjective experience, the concepts of agency and self-efficacy will be 
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considered as part of a wider notion of motivation, as conceptualised in the MOHO 

(Kielhofner 2008). This is to ensure that all the relevant concepts including personal 

agency, self-efficacy, values and interests are considered in the confirmatory phase of 

theory development. 

Identity is one of the most extensively studied, yet one of the least agreed upon, constructs 

in the social sciences (Vignoles et al. 2011). Researchers across many disciplines remain 

divided over such fundamental issues as what identity is and how its processes function. 

The confusion around the phenomenon is reflected in the language, as terms ‘identity’, 

‘ego’, ‘self’’, ‘personhood’, are used interchangeably within different theoretical and 

disciplinary traditions. Indeed, while scholars in some fields tend to emphasise the 

individual nature of identity and its development (e.g., Erikson 1950), others stress its 

relational aspects and explain identity development in terms of social processes (e.g., Mead 

1934). Others highlight the embodied aspects of identity which, they argue, is developed 

through ongoing action within the world and expanded through social discourse (Archer 

2000). There are also perspectives which extend beyond individual and societal 

dimensions to include material artifacts and significant places (Mittal 2006; Proshansky et 

al. 1983). Numerous definitions of identity highlight the composite knowledge and feelings 

of who one is, reflecting unique personal characteristics, including values, personal desires 

and goals, roles and relationships; generated through personal history out of interactions 

between an individual and a wider context, and remaining relatively stable over time 

(Duval et al. 2012; Vignoles et al. 2011). However, it is recognised that personal identity is 

not a fixed entity but subject to long term developmental changes, short-term contextual 

fluctuations and a person’s readiness to assume certain self-categorisations (Vignoles et al. 

2011). 

Discourse about identity in dementia has intensified due to the work of Kitwood (1997), 

whose views were influenced by moral and transcendental perspectives on human beings 

as well as social psychology which considers the role of social and cultural contexts in 

constructing personal identities. Consequently, Kitwood (1997) focused on social aspects 
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of identity and centered his work on the concept of personhood, defined as the “status that 

is bestowed upon one human being, by others, in the context of relationship and social 

being” (p. 8). His theory, although invaluable in its impact upon care practice and 

paradigm shift in dementia, has been subject to criticism. It was particularly challenged for 

the lack of adequate exploration of meanings of personhood, mainly considered in relation 

to quality of care; and limited attention to personal agency as its dimension (Higgs and 

Gilleard 2016). 

Since Kitwood, much of the debate on issues of identity relative to dementia has been 

dominated by questions about persistence of self throughout the course of the condition. 

A systematic review of the literature (Caddell and Clare 2010) reveals that understanding 

of identity in dementia has been influenced by multiple theoretical models – from social 

constructionist (Sabat and Harre 1992; Sabat and Collins 1999), interactionist (Mead 1934) 

and role identity (Cohen-Mansfield et al. 2000) perspectives, explaining identity in terms 

of relational / collective processes; to theories of embodied selfhood (Kontos 2003), self as 

narrative (Bruner 1986), self as based on autobiographical memory, self-recognition or self-

knowledge, emphasising individual aspects of identity. Contrary to writings suggesting 

disintegration of identity in dementia (Davis 2004), the findings of the review by Caddell 

and Clare (2010) support its persistence, at least to some extent, across the condition’s 

spectrum. However, the authors caution that the results may not be representative due to 

small samples of the included studies. They also highlight that findings may be influenced 

by pre-existing beliefs of the primary researchers in terms of selecting and/or interpreting 

research evidence.  

Nonetheless, Caddell and Clare (2010) stress the importance of understanding how PWD 

experience their identity. They note that this subjective experience has implications for 

how PWD adapt to living with the condition, how they relate to others and consequently, 

what types of interventions may be appropriate in supporting their sense of self. The 

presented meta-synthesis supports this notion, and suggests that personal identity is an 

important factor in PWD’s subjective experience. In particular, a sense of identity 

stemming from the ability to do things and to fulfil one’s roles and responsibilities, rooted 

in personal history and underlying one’s sense of self-value, was highlighted in findings. 
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Out of 11 identified complexity-consistent theories, three include references to identity 

(Roy and Andrews 1999; Kielhofner 2008; Szanton et al. 2010). All three frameworks 

recognise identity as an integral component of the ongoing, dynamic interaction between 

internal and external factors shaping personal experience. However, reflecting wider 

literature, they differ with regard to the language used, conceptualisations of the nature 

and processes of identity, as well as explanatory detail. 

Both models stemming from nursing, the RAM (Roy and Andrews 1999) and the StC 

(Szanton et al. 2010) consider identity as an important aspect of the subjective experience 

of health and resilience / coping. However, while the RAM offers a robust and 

comprehensive explanation of the concept itself and the processes involved in its 

development and interactions with other personal and environmental factors; the StC 

stops at descriptive level, recognising the importance of the sense of self in resilience, but 

fails to explain the nature of interactions between identity and other contributory factors 

or the processes involved in shaping resilience. 

The RAM conceptualises identity as a self-concept/group identity adaptive mode (Roy and 

Andrews 1999). It recognises the double aspect of identity reflecting its individual and 

relational levels; and acknowledges two subareas of self-concept, inclusive of physical 

(body sensations and body image) and psychological (self-consistency, self-ideal and 

moral-ethical-spiritual self) aspects. The RAM explains self-development processes in 

terms of “growing self-perceptions based on physical and cognitive development and 

perceptions of others’ reactions to self” (p. 386), stimulated by an underlying need for 

identity integrity. Hence, the model recognises identity as personal characteristic 

malleable to developmental and contextual processes involving both internal and external 

influences. However, it neither considers the phenomenon from the activity / participatory 

perspective nor explores the role of physical environment in shaping identity. 

In contrast, the MOHO (Kielhofner 2008a), originating from occupational therapy and 

reflecting its views on subjective experience of health, focuses on identity predominantly 

from an occupational standpoint. It defines the phenomenon as “a composite sense of who 

one is and wishes to become as an occupational being generated from one’s history of 
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occupational participation” (Kielhofner 2008a, p. 106). The model asserts that identity 

incorporates one’s experience as a lived body, sense of capacity and effectiveness for doing, 

values, interests, roles and relationships, familiar routines and perceptions of one’s 

environment. It recognises the role of the environment in shaping one’s identity. 

Furthermore, Kielhofner (2008a) argues, in tandem with a sense of personal competence, 

occupational identity contributes to the process of occupational adaptation. Hence, 

identity is conceptualised as both an outcome of an ongoing occupational participation in 

specific contexts and a contributory factor in the adaptive process. As such, like the RAM 

(Roy and Andrews 1999), the MOHO regards identity as individual and relational 

phenomenon; but additionally considers it in relation to activity and participation. 

However, although the MOHO offers a comprehensive explanation of both internal and 

external factors shaping occupational identity; further elaboration of its relation to these 

factors and role in the occupational adaptation process would enhance conceptual clarity. 

To summarise, the reviewed complexity-consistent models recognise identity as an 

important factor in shaping people’s experience. Although differing in terms of focus and 

explanatory level, they reflect current theoretical developments indicating that identity is 

both an individual and relational phenomena, developed out of interactions between 

person and the environment. Although all offer valuable insights into the nature of identity 

and its generative role in shaping the subjective experience, it appears that further work 

aimed at clarifying the concept in relation to dementia experience, and in particular its 

relation to various personal and contextual factors and the role in the process of adaptation 

to dementia-related changes would add conceptual clarity to the proposed model. 

Social connectedness is a complex phenomenon. There appear to be no agreed definition 

of the construct and scholars tend to emphasise either its individualistic or social 

dimensions. Accordingly, social connectedness can be considered “an attribute of the self 

that reflects cognitions of enduring interpersonal closeness with the social world” (Lee et 

al. 2001, p. 310), or “an expression of the interdependent self in which the self and other 

are interconnected and mutually dependent on each other” (Chorodow 1978, in: Lee et al. 
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2001, p. 310). Likewise, while some emphasise the objective aspects of social connectedness 

such as living arrangements, size of social networks, and engagement in social activities 

(Poey et al. 2017), others focus on a “subjective sense of having close and positively 

experienced relationships with others” (Seppala et al. 2013, p. 412) as its main indicator. 

Regardless of definition, social connectedness appears to be a relational construct, 

involving both personal and contextual dimensions. It is recognised as an important aspect 

of psychological adjustment (Lee et al. 2001) and adaptive aging (Bandura 1997). Indeed, 

research evidence, although inconclusive, points to social connectedness as a protective 

factor against cognitive decline in later life (Global Council on Brain Health 2017; Poey et 

al. 2017). Additionally, the meta-synthesis of research on the first-hand experience of 

dementia (chapter 3) points to social connectedness as an important aspect of people’s 

subjective experience and wellbeing. 

Although a number of the reviewed theories recognise the importance of, and describe 

personal skills for, social connection e.g., communication and interactions skills; and/or 

its social determinants e.g., attitudes (Bronfenbrenner 1994; WHO 2001; Thelen 2005; 

Kielhofner 2008; DiCorcia and Tronic 2011); none refer to the concept of social 

connectedness itself. There appear to be a resemblance between concepts of social 

connectedness and ‘relational integrity’ in the RAM (Roy and Andrews 1999). The 

relational integrity is defined as the “feeling of security in relationships” (p. 480) and is 

conceptualised as an underlying need within the interdependence adaptive mode (Roy and 

Andrews 1999). The RAM explains the concept in terms of its indicators and adaptive 

processes involved in achieving adequate interdependence. The CMOP-E (Townsend and 

Polatajko 2013) and the MOHO (Kielhofner 2008) recognise the importance of the 

relationship between the person and their social environment through their emphasis on 

social engagement and participation, respectively. Both frameworks conceptualise 

respective phenomena in terms of an outcome of transactional relationships between a 

person, their context and their occupational behaviour. Both emphasise its subjective 

character by relating it to a sense of belonging (Townsend and Polatajko 2013, p. 387) or a 

sense of wellbeing (Kielhofner 2008, p.101). However, neither specifically refers to or 

conceptually addresses the concept of social connectedness. 
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From the above discussion it seems that social connectedness is an important aspect of 

adaptive processes, contributing to people’s subjective sense of wellbeing. It also appears 

to be a relational construct reflecting a dynamic interaction between a person and the 

environment, particularly its socio-cultural dimensions. However, there appears to be 

conceptual confusion in the literature regarding the nature of social connectedness and its 

relation to more global concepts such as sense of self or participation. Therefore, further 

examination is required to determine whether the concept should remain a distinct 

component of the scrutinised model. This will be explored through the confirmatory phase 

of this study, where empirical data will be analysed against relevant concepts and related 

to other components included in the tentative model.  

Based on the above, it appears that all personal factors identified in the meta-synthesis can 

be understood as at once individual and relational. Although they reside ‘within a person’ 

and reflect personal characteristics, they emerge out of and remain in ongoing reciprocal 

relationships with each other, environmental factors and situational demands. 

The above discussion supports the systemic perspective adopted in this study. It shows the 

transactional nature of ongoing interactions between the identified personal factors e.g., 

cognitive capacity gives rise to judgments of sense of agency and self-efficacy which is 

accompanied by particular emotions which, if experienced repeatedly over time within a 

stable context, shape development of personal identity and competence for coping. 

The review of the literature also highlighted that additional aspects of the identified 

personal factors should be considered to enhance the clarity and comprehensiveness of the 

tentative model. These include: 

 the notion of embodied mind, relative to the way people may experience cognitive 
decline in dementia; 

 motivational and social aspects of emotions e.g., social roles and expectations; 

 personal agency and self-efficacy as part of a broader concept of motivation, inclusive 
of personal values and interests; 
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 position of identity relative to other personal and environmental factors and its role in 
adaptation to dementia experience; 

 conceptual location of social connectedness relative to other components of the 
tentative model. 

Finally, it was concluded that the notion of ‘coping’ should be considered in terms of the 

adaptive process rather than personal trait, as suggested in meta-synthesis. This will be 

further expanded upon in section 4.3.3.4, relative to causal dynamics of dementia 

experience. 

4.3.3.3 Environmental factors  

In simple terms environment refers to external factors that influence behaviour (Noreau 

and Boschen 2010). The meta-synthesis presented in chapter 3 identified physical, 

interpersonal and socio-cultural aspects of the environment as key in shaping people’s 

experience of living with dementia, through their double-edged potential to either enhance 

or compromise people’s ability to adapt to the experienced changes. 

This is broadly in line with the reviewed models which, despite providing several 

categorisations of environment i.e., micro-, macro-, meso- and exo-environment 

(Bronfenbrenner 1994); physical and social (Thelen 2005); person and earth resources (Roy 

and Andrews 1999); physical, social and attitudinal (WHO 2001); family, community, 

society (Szanton et al. 2010); temporal, physical and social (Polatajko et al. 2013); physical, 

social, cultural, economic and political (Kielhofner 2008b); all capture its physical and 

societal aspects and, predominantly, describe it in terms of increasing complexity from 

immediate to more global contexts. The meta-synthesis findings are also mirrored in the 

reviewed frameworks’ acknowledgement that contextual factors can either support or 

restrict outcomes for individuals (WHO 2001; Szanton et al. 2010; Polatajko et al. 2013; 

Fisher et al. 2017). Furthermore, the models recognise that various dimensions of the 

environment remain in transactional relationships to each other and to the person, 

influencing the person’s developmental trajectories and ability to adjust to both internal 

and external changes, as identified in chapter 3. Importantly, they highlight the reciprocity 

of the dynamic interaction between the environment and the person, in that the 

environment influences the person but can also be modified by the person, an important 
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insight which has not been captured within research on first-hand experience of living with 

dementia. 

Despite these similarities, there are also differences between the reviewed models, 

consideration of which may inform further conceptual developments in this thesis. These 

relate to both the scope and conceptual focus of the reviewed frameworks. 

Bronfenbrenner’s (1994) ecological model focusses on reciprocal relationships between a 

person and the environment, which increase in complexity as the person develops and 

engages in increasingly more intricate contextual structures. The model provides a 

theoretical basis for considering the experience of living with dementia beyond the 

immediate context of home and family to include local communities and wider political 

and cultural influences. Its unique contribution is that the model supports thinking about 

the temporal context of dementia experience, emerging in present but situated in larger 

time scales (days / weeks / cross-generations), oriented to both the past and the future. 

While Thelen (2005) also emphasises the role of time and previous experiences relative to 

developmental processes, she focuses predominantly on micro- physical and social 

dimensions of the environment, with little attention to a wider natural, build and socio-

cultural context. Roy and Andrews’ (1999) perspective on the environment is different as, 

alongside external features, they consider internal environment “of integrated, 

compensatory, or compromised life processes” as an integral component of “stimuli 

immediately confronting the human system” (p. 51). Although implicitly, the role of 

physical and wider socio-cultural environment is considered, the main focus is on the 

impact of the immediate social context shaping the person’s potential for adaptation 

through the aforementioned internal processes involved in role function and 

interdependence. 

The ICF (WHO 2001) conceptualises environment as physical, social and attitudinal 

contexts “in which people live and conduct their lives” (p. 19). The model reflects 

transactional theory proposed by Lawton and Nahemow (1973) who argued that individual 

behaviour is a function of the person, the environment and the interaction between them. 

It asserts that environmental factors may have either positive or negative influence on 

individuals. This has been repeatedly challenged as over simplistic. It was highlighted that 
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environmental impact is multifaceted and complex and so it may simultaneously be 

experienced by the same person as a facilitator and a barrier (Hemmingsson and Jonsson 

2005; Haglund et al. 2017). Such a position is supported within both occupational therapy 

models included in the review (Kielhofner 2008; Townsend and Polatajko 2013) which 

additionally provide conceptual means for considering the role of the environment in 

supporting participation. Indeed, the MOHO (Kielhofner 2008) includes occupational 

forms as a component of social environment which reflects culturally conditioned ways of 

doing reflected in people’s interests, preferences, roles and routines. The updated version 

of the model emphasises this further by including occupational environment as a separate 

dimension alongside physical and social context (Fisher et al. 2017). Whether such 

categorization is justified or access to and the quality of occupations and activities available 

to people can be treated, as previously, as an aspect of economic, political and cultural 

context, requires further empirical testing. 

DiCorcia and Tronick (ESRH) (2011) provide an interesting and potentially very fertile 

perspective on the environment. As they consider the development of resiliency during the 

first years of life they focus predominantly on a dyadic relationship between a child and its 

immediate physical and social environment. DiCorcia and Tronick (2011) propose the 

environment to be an integral part of a dyadic regulatory system in which the person’s 

“regulatory capacity is supplemented, or scaffolded, by an external regulator(s)” (p. 1595). 

They explain processes involved in such regulatory functioning and possible trajectories of 

resilience process, which will be expanded upon in the next section. Here, the author 

wishes to emphasise their perspective on the environment as an internal component of a 

person. Indeed, DiCorcia and Tronick (2011) capture not only transactional and reciprocal 

nature of the relationship between person and the environment. They stress a dyadic 

character of matching internal and external regulatory processes that determine a person’s 

adaptive capacity. 

The reviewed theories put forward various definitions and classifications of the 

environment and explain its impact in terms of dynamic, transactional, reciprocal 
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relationships between a person and the environment. Indeed, they underscore that human 

behaviour and development cannot be fully understood solely in terms of either 

environmental factors or personal factors (Bandura 1997). They offer diverse explanations 

of environment-related processes of change. As such they provide rich material for further 

work aiming to identify which environmental factors are crucial for the experience in 

dementia, and what is the nature of relationships between the person and the environment 

that affects person’s potential for adaptation. This will be considered in further parts of this 

thesis. 

In particular, the refined model of dementia experience will include the reciprocal, dyadic 

nature of interactions between the person and the environment. This will be tested against 

qualitative data in the next part of this thesis. Various dimensions of environment and their 

role in shaping dementia experience relative to participation will also be examined. 

As the reviewed models categorise environment in a variety of ways, which are broadly 

reflected in findings of the presented meta-synthesis, the refined model will maintain 

environmental categories identified in chapter 3. This will be scrutinised and, if required, 

altered based on the findings of the confirmatory phase of this study. 

4.3.3.4 Causal dynamics 

The causal dynamics in the experience of living with dementia, as identified through the 

meta-synthesis (chapter 3), were reflected in ‘tension’ between continuously experienced 

change and people’s desire for and efforts to maintain continuity; and the ‘double-edged’ 

impact of the environment. This internalised ‘tension’ and ‘double-edged’ environmental 

impact were thought to represent underlying hidden processes (Wong et al. 2013; Dalkin 

et al. 2015) which shape the emerging experience in dementia. It was highlighted earlier 

that, from systems perspective, the ‘tension’ experienced by PWD may be analogous to 

stress in response to internal and/or external change / demand. However, as the meta-

synthesis does not offer explicit insights into the processes behind causal dynamics in 

dementia, in the section below, the author considers learning from the reviewed models, 

to shed some light onto these generative processes. 
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All reviewed models consider developmental change and its subjective experience, whether 

conceptualised globally or focused on a specific construct such as health, resilience or 

participation, as emerging from transactional, reciprocal interactions between the person 

and the environment. All acknowledge that adaptive processes require and are triggered 

by disorganisation / reorganisation on at least one level of the system, to which it needs to 

respond in order to maintain existing or establish new stability. Finally, all recognise that 

this process of response constitutes transition which can be experienced as stressful. 

However, due to their scope and conceptual focus, the models differ in understanding of 

what forms the system and therefore which level of the system the adaptive change occurs 

at. They also vary in the level of explanatory effort with regard to adaptive processes and 

their potential trajectories. 

Broadly speaking, the models fall into three categories: a) descriptive, which explore theory 

components without explicitly explaining processes of change (WHO 2001; Szanton et al. 

2010; Townsend and Polatajko 2013); b) person-focused, which focus on causative 

processes occurring at the level of an individual (Bronfenbrenner 1994; Schroots 1995a; 

Thelen 2005; Gurland and Gurland 2009; Keenan 2010, 2011); and c) transactional, 

explaining processes of change at both individual and contextual levels (Roy and Andrews 

1999; Kielhofner 2008; DiCorcia and Tronick 2011). Additionally, the models can be 

classified as those considering potential trajectories of change (Roy and Andrews 1999; 

Kielhofner 2008; Keenan 2010, 2011; DiCorcia and Tronick 2011) or not (Bronfenbrenner 

1994; Schroots 1995a; WHO 2001; Thelen 2005; Gurland and Gurland 2009; Szanton et al. 

2010; Tonsend and Polatajko 2013).  

A cross-examination of findings presented in meta-synthesis and the review of the 

complexity-consistent models suggests that causal processes of change affecting the 

experience of living with dementia should be considered in terms of co-regulation, in 

which the adaptive capacity of a PWD is supported by external regulators within the 

environment. 

Such a perspective is explicitly considered by DiCorcia and Tronick (2011) relative to the 

development of resilience capacity in infants. Although, due to accumulated experience, 
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PWD and their environments need to be considered as much more complex in terms of 

system organisation and generative processes occurring within and between them, the 

principles of DiCorcia and Tronick (2011) hypothesis appear to resonate with the meta-

synthesis findings indicating that the adaptive capacity and consequently, the emerging 

experience in dementia, is an outcome of ongoing interaction between the person and 

environmental influences. Such conceptualisation is supported, but not expanded upon, 

within the reviewed MOHO conceptualisation of occupational adaptation (de las Heras et 

al. 2017). 

The co-regulation model described by DiCorcia and Tronick (2011) asserts that the person 

and the environment are linked sub-systems of a larger system that regulates individuals’ 

bio-behavioural organisation. The regulatory functioning of the person-environment 

system is determined by constant interactions between the individual and the context, the 

equivalent of ‘stimuli – coping – response – feedback’ cycles as depicted within the early 

version of the MOHO (Kielhofner 1985) and the RAM (Roy and Andrews 1999). These 

interactions oscillate between states of match and mismatch through the process of 

adaptation. Adaptation, referred to by DiCorcia and Tronick (2011) as adjustment, is a 

reciprocal process of matching regulatory input to regulatory need in order to facilitate the 

system’s response to stress. The match between external regulatory input and person’s 

needs AND between person’s regulatory outputs and environmental demands, results in 

system’s increased complexity and coherence. The mismatch increases stress and, if 

prolonged, may lead to excessive strain and system’s burnout. 

Hence, the regulatory processes that determine a person’s adaptive capacity and subjective 

experience are both internal and external and ought to be considered in unity. Although 

they operate reciprocally, for clarity, they will now be explored separately. Possible 

trajectories of adaptive processes will also be considered. 

Across the reviewed complexity-consistent theories, regulatory processes within a person 

are considered in terms of monitoring and regulating coherence between intrapersonal 

factors such as body structures and functions, competence, sense of self, motivation and 
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affect, in response to internal or external stressor(s), through continuous cycles of 

experience (feedback-intake), its appraisal, anticipation and choice of action (behavioural 

output) (Roy and Andrews 1999; Thelen 2005; Kielhofner 2008; DiCorcia and Tronick 

2011). These processes resonate across various levels of organisation i.e., cellular, body 

structure / function, psychological function and participation; and take the form of micro 

and macro events, operating both upwardly and downwardly (Bandura 1997; Roy and 

Andrews 1999). It means that change at any level of the person, or indeed any aspect of the 

environment, impacts others. For example, neurological degeneration in dementia may 

affect information processing and/or word finding ability which may transpire as decreased 

communication and interactions skills, compromising social participation. Depending on 

the interpretation of the related experiences (based on reflection upon and learning from 

experienced emotions, past experiences and environmental feedback), future participation 

will be anticipated as positive or negative, affecting a person’s choice whether or not to 

participate. Person’s choice of behaviour and environmental response to it will in turn 

affect opportunity to maintain or develop skills needed for social participation and exercise 

internal structures and functions underlying these skills. Such understanding of internal 

regulatory processes is further underpinned by research on neuroplasticity and brain 

reserve considered in chapter 1 (Valenzuela and Sachdev 2006, 2009; Kolanowski et al. 

2010; Vance et al. 2010; Lock 2013; Sobral et al. 2015). 

The above illustrates that internal regulatory processes cannot be considered in separation 

from the environment. This is because, although these processes take place within the 

person, they are part of the wider co-regulation system and as such are influenced by 

micro- and macro- changes within both the person and the environment. The section 

below outlines the regulatory processes external to, but influenced by, the person. 

When describing external regulatory processes, the early version of the MOHO (1985) and 

the RAM (Roy and Andrews 1999), reflect the language of systems theory. They both refer 

to feedback, signifying “the return of information”; and stimuli/intake i.e., “flow of 

information” about objects, events, people and emotions or physiological states evoked 
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through interactions with these; into the human system (Kielhofner 1985, p. 37-38). Both 

feedback and stimuli/intake are therefore understood to be internal (e.g., interpretation of 

physiological and/or emotional response to a performance in a particular context) or 

external (e.g., evaluations by others). 

The updated MOHO theory (Kielhofner 2008) moves away from explicit use of this 

terminology and explains external regulation in terms of environmental impact i.e., “the 

opportunity, support, demand and constraints that the environment has on a particular 

individual” (p. 88). It further asserts that such impact depends upon the match between 

person’s characteristics and external demands. Environment that challenges but does not 

over tax a person’s capacities evoke involvement and optimal performance. Environment 

that demands too much or too little may, respectively, lead to anxiety and helplessness or 

boredom and disinterest, both potentially resulting in withdrawal. The match between 

environmental demand and person’s characteristics as crucial elements of co-regulatory 

processes, determining the adaptive capacity of a person, has been recognised in the 

literature (Lawton 1982; Townsend and Polatajko 2013) and is expanded upon within 

DiCorcia and Tronick’s (2011) model, as described above. 

DiCorcia and Tronick (2011) emphasise that a person’s adaptive capacity, although internal 

to the individual, emerges out of ongoing oscillation of match-mismatch states as the 

person interacts with the environment, and depends on the quality and form of internal 

and external regulatory processes i.e., system’s adaptive sensitivity. Regarding 

environment, this sensitivity reflects readiness and capacity within the environment to 

support internal regulatory processes when they are strained and the person cannot self-

regulate. 

The preposition that an individual’s adaptive capacity relies on their internal 

characteristics, environmental demands and adaptive sensitivity of the person-

environment dyad, implies a potential for a trajectory of adaptive outcomes. Intriguingly, 

although it is recognised that each person’s experience of living with dementia is unique 

(WHO 2016; Alzheimer’s Society 2017), both academic and popular discourse tend to 
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highlight its negative aspects, focusing on ‘loss’ as the predominant outcome (Guendouzi 

and Müller 2006; Zeilig 2013). The review of qualitative research on the first-hand 

experience of dementia (chapter 3) indicates that such a perspective is incomplete. 

Learning from the complexity-consistent models also suggests that co-regulative processes 

should be understood in terms of trajectory, ranging from adaptive to maladaptive (Roy 

and Andrews 1999; Thelen 2005; Keenan 2010, 2010; DiCorcia and Tronick 2011). 

Out of various classifications proposed in the reviewed models, Keenan’s (2010, 2011) 

conceptualisation of adaptive pathways appears particularly relevant to dementia. Keenan 

describes five potential pathways i.e., flexible continuity, differentiation, reorganisation, 

rigidity and chaos. However, as there appears to be a striking similarity in the way 

differentiation and reorganisation are described, hereafter they are considered as one and 

referred to as reorganisation. Keenan (2011) describes flexible continuity as a response to 

internal and/or external stressors in which a person goes through a period of 

destabilisation but, given the strength of the adaptive sensitivity within the person-

environment system, is able to return to stability. This response occurs when there is 

minimal or no mismatch between internal and external regulatory processes and so it may 

or may not involve a shift in internal organisation. For example, a PWD experiencing 

deterioration in orientation affecting the ability to go out independently who integrates 

this new knowledge of self and is able to access / accept support within the environment 

to continue with daily outings, demonstrates flexible continuity. This pathway is almost 

always adaptive. Reorganisation occurs when the person faces a disruption which requires 

an adjustment within internal or external regulatory processes, leading to new 

organisation. Such scenario arise when sufficient support for the present routine of a PWD 

is not available within the existing environment and new ways of support or change of 

routine need to be considered to facilitate continuity. This is also an adaptive pathway. 

Rigidity refers to situations when the internal regulatory processes cannot cope with 

experienced disruptions and are not sufficiently supported by the external regulators. The 

person is unable to self-regulate and, in order to maintain a sense of continuity, returns to 

prior ways of functioning which may not be effective. For example, a PWD has limited 

awareness of deteriorating orientation and/or is not supported by the environment to 
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manage its consequences, leading to repetitive ‘wandering’ behaviour and experience of 

getting lost. This pathway is most likely to be maladaptive and, if persists over time leads 

to the fourth pathway - chaos. In chaos, a continuous failure of co-regulative processes 

makes both the person and the environment vulnerable to stress and may lead to system’s 

exhaustion. 

It is important to highlight that, people experience and respond to changes in their lives in 

a variety of ways (Keenan 2011). Indeed, various pathways can be identified simultaneously 

in different areas of people’s lives, depending on the nature of change and related stress, 

and the quality of person-environment co-regulatory processes. PWD are no different 

except, as in any chronic illness, the frequency and intensity of the experienced internal 

and external changes, which may affect the quality of person-environment co-regulation, 

compromising the effectiveness of adaptive pathways. Consequently, the person’s and 

environment’s adaptive capacity changes with the progression of dementia, which may 

account for the challenges experienced in more advanced stages of the condition. 

The reviewed literature suggests that causal processes of change in dementia should be 

considered in terms of co-regulation within the person-environment dyad. Consequently, 

they should be regarded as reciprocally operating internal and external regulations, the 

outcome of which depends upon a match between individual’s and environment’s 

regulatory capacity i.e., their adaptive sensitivity. Accordingly, it was identified that 

response to change in dementia can be conceptualised in terms of adaptive and 

maladaptive pathways, including flexible continuity, reorganisation, rigidity and chaos. 

These pathways are not mutually exclusive and may be identified as occurring 

simultaneously in different areas of people’s lives. 

To the author’s knowledge, such conceptualisation of causal dynamics and adaptive 

pathways has not been previously explored in dementia. It will therefore, be included in 

the refined model and tested in the final, confirmatory stages of this study. 
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The analysis completed within this chapter indicate that, in line with systems theory, the 

experience in dementia should be considered in terms of ongoing, dynamic, reciprocal 

relationships between the person and the environment. As argued, these relationships and 

causal processes determining the subjective experience cannot be accurately expressed 

through the CMO configurations proposed within realist-based theories (Pawson and 

Tilley 1997). Rather, the person and the environment should be considered as a co-

regulating dyadic system, within which various personal and environmental factors 

interact with each other in a non-linear manner. 

This is because, interactions may occur simultaneously at various levels of the system, with 

consequences resonating across the system. Equally, change occurring at one level of the 

system e.g., cognitive deterioration or introduction of additional environmental support; 

may have similar effects. As such, change within the person-environment dyad is 

understood to occur bi-directionally, between its most basic and most complex 

components and all the levels in-between. 

The effects of change, internal or external to a person, are thought to depend upon the 

match between adaptive capacity of both the person and the environment. Four possible 

trajectories of system’s response to change, representing a spectrum from most to least 

adaptive, were identified through the literature review. These include flexible continuity, 

reorganisation, rigidity and chaos. 

It was considered that a person’s subjective experience in dementia could be understood 

in terms of participation. However, based on the presented findings, participation is a 

complex phenomenon and its association with subjective experience, although supported 

cross-disciplinarily, is a relatively new approach in health and social science. Therefore, 

further work is required not only to clarify components of participation but also its role 

and position within the causal person-task-environment dynamics and adaptive capacity 

in dementia. 
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It was stated that participation is influenced by complex interactions between multiple 

personal and environmental factors. The meta-synthesis identified a number of personal 

factors including cognitive capacity, coping strategies, emotions, sense of agency and self-

efficacy, sense of identity and social connectedness, as shaping experience in dementia. 

The examination of these in the context of complexity-consistent theories indicates that 

further conceptual effort is required to clarify their meaning and place within the proposed 

model. As a result, the refined model will consider the notion of the embodied mind as 

potentially relevant to people’s experience of cognitive capacity in dementia; social roles 

relative to emotions and sense of self; and the concept of motivation, incorporating 

personal agency and self-efficacy as well as personal values and interests. Additionally, 

concepts of identity, social connectedness and coping will be examined in terms of their 

clarity and role within the adaptive process. 

Physical, interpersonal and socio-cultural aspects of environment were identified in meta-

synthesis as important for people’s experience of dementia. Such conceptualisation of 

environment has been confirmed through analysis completed in this chapter. Additional 

insight includes reciprocity of environment-person interactions. This will be reflected in 

the refined model and tested empirically in the final phase of this study. The impact that 

environmental factors have on participation and adaptive capacity of PWD, will also be 

considered. 

Figure 4-4 shows graphic representation of the refined model, as described above.
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This is still a provisional model which will be examined in the final stage of this study. In 

particular, the analysis will focus on examining the impact of various personal and 

environmental factors and relationships between these factors that determine 

participation and adaptation, impacting people’s experience in dementia. This will be 

achieved by addressing the following questions: 

 What impact do personal factors have on people’s participation? 

 What impact do environmental factors have on people’s participation? 

 What factors determine adaptation in dementia? 

o What are the interactions between personal and environmental factors that shape 
identity in dementia? 

o What are the interactions between personal and environmental factors that shape 
competence in dementia? 
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CHAPTER 5 – NARRATIVE CONFIRMATORY PHASE: 

METHODS 

 

This chapter represents an introduction to the confirmatory phase of the current research. 

The purpose is to examine the assumptions of the tentative model, developed in chapter 3 

and refined in the context of complexity-consistent theories in chapter 4, against empirical 

narrative data representing perspectives of PWD and their FM. This completes the iterative 

research process presented in this thesis (see Figure 5-1) by ensuring that the resulting 

conceptualisation is rooted in and reflective of these perspectives. 
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In order to facilitate this, the current chapter details methods applied in the empirical part 

of the study and demonstrate how they fit with its philosophical and methodological 

foundations. It begins by introducing sampling methods (section 5.2). Data collection and 

management procedures are outlined in section 5.3; while section 5.4 focuses on data 

analysis. Section 5.5 briefly summarises the chapter contents. 

 

Robinson (2014) argues that the adequacy of sample relative to research questions and 

facilitating comprehensive analysis is a key criterion of rigour. He proposes a ‘four-point 

approach’ to sampling, including defining population, selecting strategy, determining size 

and sourcing cases; and indicates that the quality of these components has implications for 

its coherence, transparency, impact and trustworthiness (Robinson 2014). Robinson (2014) 

also asserts that these are not sequential steps in a linear process. Rather, he suggests, good 

sampling involves shuffling back and forth between each point to devise a strategy that is 

coherent, achievable and appropriate to research aims. Sampling process in this research 

reflected such complexity but for the purpose of reporting, the structure proposed by 

Robinson (2014) is used to describe specific decisions and procedures involved. 

5.2.1 Defining Sample Population 

Robinson (2014) defines sample population as ‘totality of persons from which cases may 

legitimately be sampled’ (pp. 25-26) and recommends delineating it by specifying inclusion 

and exclusion criteria for potential participation. He argues that an adequately defined and 

articulated sample population has the potential to increase sensitivity to context by 

allowing the study to be located within a place, time and meaningful group; hence, 

preventing unwarranted conclusions. Furthermore, ensuring the sample is drawn from a 

population which has the knowledge and experience relevant to the study aims has 

implications for the overall rigour (Robinson 2014). However, Robinson (2014) cautions 

that criteria used to define the sample population impact upon the size sample. This will 

be expanded upon in the following sections. 
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As this study focuses on experience in dementia, it seems appropriate to obtain accounts 

from people with first-hand experience of living with the condition to achieve the study 

objectives. Additionally, as the aim is to develop a comprehensive understanding of this 

experience it appears fitting that both PWD and their FM, if available, contributed. This is 

not to suggest that PWD may not be able to offer accurate accounts of their experience. 

On the contrary – the author recognises the socially constructed nature of knowledge and 

believes that all participants in this study contribute their own perspective, allowing 

development of a more comprehensive understanding of dementia experience. The author 

is mindful that accounts by FM may be influenced by different factors and agendas than 

those by PWD. However, as the aim of this study is to develop a comprehensive 

understanding of the experience in dementia, considering it from multiple standpoints is 

in line with the adopted philosophical and theoretical position. 

Additionally, as the aim is to consider the issues pertaining to adaptation and participation, 

to capture dementia related changes and people responses to them, it seemed appropriate 

to access accounts of people with the experience at different stages of the condition. 

Therefore, the sample was delineated to include people with experience across the 

dementia spectrum. 

Full list of criteria applied to define study population are presented in Table 5-1. 

PWD FM 

INCLUSION CRITERIA 

Age 65+ 
Dementia diagnosis (mild / moderate / severe) 
Willingness to participate 
Capacity to consent 
Ability to communicate either verbally or through 
the use of technology 

Experience of supporting someone with 
dementia (mild / moderate / severe) 
Willingness to participate 
Ability to communicate either verbally or 
through the use of technology 

EXCLUSION CRITERIA 

Participation declined 
Lack of legal capacity to consent 
Lack of cognitive capacity to consent 
Lack of ability to communicate verbally or 
through the use of technology 

Participation declined 
Lack of ability to communicate verbally or 
through the use of technology 
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5.2.2 Sampling Strategy 

Patton (1990) notes that “nothing better captures the difference between quantitative and 

qualitative methods than the different logics that undergird sampling approaches” (p. 169). 

Indeed, while quantitative researchers typically employ probability sampling, aiming at 

generalisability of findings; qualitative inquiry focusses on samples selected purposefully 

among individuals identified as having knowledge / experience relevant to the research 

purpose (Patton 1990; Flyvbjerg 2011; Berg and Lune 2014). The purpose of sampling in 

qualitative research is not generalisation but exploration of information-rich cases, to 

illuminate questions under study, allowing development of a better understanding of social 

phenomena or processes (Patton 1990; Fox et al. 1998). 

In line with study objectives, the sampling strategy in this research is aimed at collecting 

in-depth data from a focused sample. There are several strategies for purposefully selecting 

information-rich cases, including convenience, snowball, extreme or deviant case sampling 

or maximum variation sampling (Palys 2008; Berg and Lune 2014; Creswell 2014). The 

choice of sampling strategy is determined by research purpose (Patton 1990). As previously 

discussed, this study aims to capture and explore significant patterns and central themes 

relative to dementia experience that cut across the condition’s spectrum. Introducing a 

degree of heterogeneity in a sample has the potential to facilitate more comprehensive 

exploration of phenomenon of interest (Robinson, 2014). Therefore, maximum variation 

sampling is selected as a strategy to facilitate recruitment of PWD and their FM, across 

different dementia stages.  

To ensure that the selected sampling strategy is methodologically sound and adequate in 

terms of its potential to support the research purpose, it was scrutinised against criteria 

proposed by Miles and Huberman (1994). They suggest that sampling strategy can be 

evaluated in terms of six different attributes. These attributes, alongside measures 

implemented to enhance sampling strategy in this study are presented in Appendix 10. 
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5.2.3 Sample Size 

Robinson (2014) argues that sample size in qualitative studies is influenced by theoretical 

and practical considerations. Practicalities of research require that provisional decisions 

regarding sample size are made at the initial stages of project design to allow planning in 

terms of time and resources. However, there is an acknowledgement that, in qualitative 

research, such initial estimations are verified during the research process, as the researcher 

monitors and develops a better appreciation of access to data sources, fit between study 

population and study objectives, and the quality of data obtained from consecutive 

participants (Silverman 2010; Robinson 2014). 

There are different approaches to deciding upon sample size in qualitative research. Some 

scholars offer guidelines as to an adequate sample size; e.g., Smith et al. (2009) suggest 3 

- 16 participants for a single study using an interpretive phenomenological analysis 

methodology while Romney et al. (1986) estimate that samples as small as four individuals 

can render accurate information with a high confidence level. Others emphasise the 

concept of ‘saturation’ i.e., the point at which no new information or themes are observed 

in the data (Guest et al. 2006), as criterion for determining sample size. The notion of 

saturation infers that data collection proceeds simultaneously to data analysis so that a 

researcher can make real-time judgments about the value of further data collection in 

terms of additional contributions to the theory-development process (Strauss and Corbin 

1998). Although widely embraced by qualitative researchers, saturation as a criterion has 

been challenged by Guest et al. (2006) for failing to provide practical guidance for 

estimating sample size prior to data collection. Based on the study that aimed to verify 

whether offering such guidance, based on the concept of saturation, is possible; they 

concluded that, providing a study considers a well-defined phenomenon, and involves a 

highly homogenous sample, rich analysis and adequate interpretations can be made based 

on data from 12 individuals (Guest et al. 2006). However, it was asserted that larger 

samples may be required in studies involving highly heterogeneous samples (Guest et al. 

2006). 
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The homogeneity of a sample is determined by the criteria applied when defining sample 

population. Hence, as indicated, these criteria influence the sample size (Robinson 2014). 

It is accepted that the more specific criteria the more homogenous sample population and 

therefore saturation of data can be achieved sooner (Guest et al. 2006). However, adopting 

too narrow an inclusion criteria i.e., increasing sample homogeneity; may result in 

selection of people with limited experience or a singular perspective on the investigated 

phenomenon, resulting in its incomplete representation and missed opportunities for 

more comprehensive interpretations (Guest et al. 2006; Robinson 2014). On the other 

hand, introducing heterogeneity in small samples may reduce the likelihood of identifying 

meaningful themes and patterns (Patton 1990; Robinson 2014). 

When planning the sample size in this study, to ensure that the sample was adequate in 

terms of its potential to generate sufficient data to form the basis for meaningful, 

comprehensive findings and interpretations; and to achieve balance between practical and 

theoretical considerations; the author aimed for homogeneity in terms of investigated 

phenomenon (experience of dementia) while at the same time ensuring heterogeneity with 

regard to dementia stage, gender, ethnicity and socio-economic position. Pragmatic 

reasons relative to study design defined homogeneity in terms of age and locality (in 

relation to PWD only). 

To allow for the variation in data (Bryman 2004) between participants’ groups depending 

on their status (PWD vs FM) and dementia stage (mild / moderate / severe) an initial 

minimal sample of 18 participants (three participants per sub-group) was aimed for. 

Ethical, practical and methodological considerations during the research process resulted 

in changes to sample size and distribution. For clarity, the initially planned and final 

sample size and reasons for differences between these are outlined in Table 5-2. 
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Dementia 
Stage 

Planned sample size 
Factors impacting sample size 

Actual sample size 

PWD FM PWD FM 

Mild 3 3 
Ethical considerations related to 
the ability of PWD to give consent. 

8 6 

Moderate 3 3 

Gatekeepers’ advice re: ability of a 
PWD to participate in an interview 
and potential impact of 
participation on a person’s 
wellbeing. 

4 6 

Severe 3 3 
Saturation – ensuring that 
investigated phenomenon is 
adequately represented. 

0 7 

 9 9  12 19 

TOTAL 18 31 

 

5.2.4 Sample Sourcing 

5.2.4.1 Main considerations  

A number of issues regarding sample sourcing have been highlighted in the literature 

including identifying and liaising with ‘gatekeepers’, sampling bias and ethical issues of 

power, autonomy and informed consent (Blodgett et al. 2005; Gledhill et al. 2008; 

McKeown et al. 2010; Robinson 2014).  

When research involves vulnerable groups, identifying and interacting with key 

gatekeepers is crucial (Blodgett et al. 2005). McKeown et al. (2010) highlight that, in 

research involving older PWD, access to these individuals is often safeguarded by multiple 

gatekeepers including clinicians, ethics committees and carers. This may prove challenging 

as, due to their perceptions of research, the type of relationship they have with PWD 

and/or their personal judgment, gatekeepers may deny access to PWD (McKeown et al. 

2010). However, Hellstrom et al. (2007) argue that, when working with vulnerable groups, 

a level of protection is necessary and desirable and therefore gatekeepers’ guidance should 

be sought and embraced. Indeed, Goldstein et al. (1996) indicate that gatekeepers’ 

knowledge and understanding of local communities may ease researchers’ access to desired 

populations. It is therefore recognised, that developing positive, trusting relationships with 



 

 
147 

 

key gatekeepers is essential for successful, ethical recruitment (Blogdett et al. 2005; 

Robinson 2014). 

In this vein, representatives of gatekeeper groups relevant to this study were identified and 

invited to collaborate in the development of the research protocol and join the research 

reference group from the onset. This included representatives of QMU (the author and the 

Director of Studies), local health and social care services and family carers. This group was 

crucial in offering advice and overcoming barriers in the recruitment of PWD and their 

FM. All parties understood the study objectives and appreciated each other’s roles in the 

research process. As a result, the partnership resulted in positive, trusting relationships 

which gave the researcher confidence that gatekeepers’ guidance reflected both health 

status and best interest of the potential participants. 

The voluntary character of participation is key to ethical research as it forms the basis for 

participants’ autonomy (Christians 2013). Yet, it can also be a challenge as a potential 

source of ‘self-selection bias’ (Blodgett et al. 2005; Robinson 2014). McMillan (2004) 

observes that volunteer participants tend to have different characteristics than non-

volunteers i.e., they are “better educated, higher socioeconomically, more intelligent, more 

in need of social approval, more sociable, more unconventional, less authoritarian, and less 

conforming” (p. 116). In addition, interview based research is thought to attract more 

extravert individuals who may have specific agendas in relation to a research topic 

(Robinson 2014). As understandings of social reality in qualitative research are based on 

accounts provided by social actors, it seems reasonable to expect that their characteristics 

influence and are reflected in knowledge developed on the basis of such accounts. 

Therefore, it is important to be mindful of the self-selection bias, minimise its impact and 

recognise possible influence on findings (Blodgett et al. 2005; Robinson 2014). 

To minimise the impact of self-selection Blodgett et al. (2005) recommend ensuring that 

certain populations are not systematically excluded from research. In this study, the author 

engaged in partnership with a wide spectrum of statutory and non-statutory health and 

social care services in the study locality, including general practices, Primary Care 
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Dementia Team, Care of the Elderly Community Mental Health Team, the Community 

Hospital, Social Services, Day Care Management, Care Home Management, local branch of 

Alzheimer Scotland, carers support organisation and two ethnic minority groups support 

organisations. This was to maximise inclusiveness. Nevertheless, opportunities may have 

been missed to include those who, at the time, were not actively engaging with any form 

of formal support. It is also possible that those who opted out may have different views 

than these held by participants in this study. 

Although potentially beneficial in terms of increasing the likelihood of participation 

(Yancey et al. 2006), offering incentives may have methodological and ethical implications. 

Firstly, it may result in recruitment of individuals who otherwise would not consider 

participation and may not have sufficient motivation to engage in research, resulting in 

poor quality data (Robinson 2014). Secondly, ethical challenges may occur if incentives 

lead to participation in research on a topic which may elicit distress (Robinson 2014). 

Therefore, it has been recommended that incentives alternative to financial or other 

material rewards are offered to instigate motivation in potential participants (Robinson 

2014). 

In this research, potential participants were advised that the study would focus on 

developing a better understanding of the experience of dementia and meanings that this 

experience has to individuals. It was made clear that, for most participants, there would be 

no direct benefit from participating in the project. No financial rewards were considered. 
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5.2.4.2 Procedures 

A service level agreement had been secured with NHS Lothian and Midlothian Council to 

facilitate access to statutory dementia services. This afforded the author access to the 

expertise of health and social care professionals and contact with a wide spectrum of 

relevant services that not only facilitated recruitment but crucially, provided assistance 

and guidance regarding issues pertinent to establishing capacity and safeguarding 

informed consent. 

Relationship was also established with non-statutory dementia services such as Alzheimer 

Scotland who supported recruitment through their Dementia Cafés and carers’ support 

groups. Additionally, to ensure that PWD of all backgrounds had the opportunity to 

contribute to the study two ethnic minority group support organisations were approached 

with requests for support with recruitment. 

Representatives of both statutory and non-statutory dementia services and family carers 

were involved in a research-reference group who offered advice and guidance in terms of 

study design and practical aspects relative to sample selection. 

Accordingly, PWD and their FM who met the inclusion criteria were identified and invited 

to participate by the representatives of statutory and non-statutory dementia services. 

PWD were initially approached either by a health or social care professional known to them 

or by a FM. Family members were approached by health or social care staff. At the time of 

the initial contact potential participants were provided with comprehensive information 

about the study, including risks, benefits and procedures involved in participation (see 

Appendix 11). All were given time (7-10 days) to consider their involvement. If agreeable, 

the participant’s contact details were forwarded to the author at QMU, who contacted the 

person by telephone to arrange an interview. 
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This study adopts the process approach to consent, as proposed by Dewing (2008a). The 

specific components of this process are described below. 

The first stage, background and preparation, involved gaining permission from the relevant 

professionals and relatives of PWD to make direct contact with potential participants to 

request consent for participation. It also involved gaining basic knowledge about a PWD, 

such as their stage of dementia, understanding of the condition and the usual level of 

wellbeing and factors influencing it (e.g., time of day or specific characteristics of the 

environment). 

This was followed by the process of establishing a basis for capacity and other abilities, 

which involved ascertaining whether the person had capacity to consent and participate in 

the research project. The consent process applied in this study was in line with NHS 

Lothian (2010) policy for obtaining consent from research participants. Accordingly, 

advice was sought from the involved professionals and FM regarding person’s capacity to 

consent and participate, including their legal status (Scottish Government 2000; NHS 

Lothian 2010). Based on this, a decision was made whether consent would be sought from 

the PWD. If the person did not have legal capacity to consent, or the advice by professionals 

and carers was that participation in research would be too demanding or stressful, no direct 

contact with PWD was made. In those cases, only FM were asked to take part. Therefore, 

all people asked to participate had the mental capacity to engage in informed consent 

procedures and participate in the study. 

Following the described procedure, initial consent was secured. For it to be legally valid 

(NHS Lothian 2010), care was taken to ensure that consent was given voluntarily. At the 

initial contact stage all prospective participants were informed of their right to decline 

participation (European Commission 2001) and that, this being their choice, such a 

decision would have no impact on their care provision. If, based on the information 

provided, a prospective participant was agreeable to further contact, the initial consent was 

re-visited and re-established during direct contact with the researcher, prior to interview. 
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At that time the information about the study was presented again, verbally and in writing 

(Appendix 11). 

A PWD was asked to recount information about the study to ensure understanding and 

was given the opportunity to ask questions. This, together with the views of FM and the 

clinical team involved, was used to assess capacity to consent. If a prospective participant 

demonstrated an understanding of the presented information, consent was confirmed and 

documented (Appendix 12). As part of the consent process, participants were also asked 

for agreement to audio-tape and transcribe the interviews, to store and analyse data, and 

to include anonymous citations in the final report. Permission was sought to use the 

material gathered for educational purposes, postgraduate study or further research. In 

those cases where the information about the severity of dementia symptoms was not 

available through the recruitment sites, consent was also requested to access such 

information through the relevant health services. 

As participation in this study involved a one-off interview, in most cases, confirmation of 

consent by the researcher prior to data collection constituted the final component of the 

consent process. However, consent continued to be monitored during the interview in 

relation to e.g., participants’ emotional responses. 

Obtaining consent from FM involved similar procedures as described, except for 

establishing capacity to consent and participate, which was assumed. For clarity, steps 

involved in obtaining consent from both PWD and FM, are outlined in Table 5-3. For 

graphic representation of the sampling process, see Figure 5-2. 

No exclusions were made based on assessment of situational capacity by the researcher. 

Exclusions made were either informed by guidance from professionals or FM and related 

to PWD cognitive and/or emotional capacity to engage in research activity; or resulted 

from prospective participants’ declining to take part. 
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Component of consent process PWD FM 

Background and preparation   

Identification of potential participants by relevant 
services / permission for contact 

  

Permission to contact a PWD from FM  - 

Accessing background knowledge about the PWD  - 

Establishing basis for capacity   

Seeking advice from care staff / family member re: 
capacity to consent and participate 

 - 

Seeking initial consent   

Invitation to participate in the study issued by a 
professional known to a person 

  

Comprehensive information about the study shared 
with the potential participant 

  

Time to consider (7-10 days)   

Establishing and monitoring consent   

Direct contact by the researcher: information about 
the study reinforced verbally and in writing 

  

Potential participant asked to recount the 
information about the study 

  

Documenting informed consent   

Monitoring consent during the interview   

 

Caldicott Guardian were satisfied that the approach to consent procedures, described 

above, were appropriately represented to the participants. 
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Potential participants identified by representatives of statutory and non-statutory dementia services

Member of a care team checks whether a person meets inclusion criteria

Person does not meet 
inclusion criteria.

Person meets inclusion criteria.
Member of the care team approaches the person, gives 
comprehensive information about the study and asks if 

they would mind being contacted by a researcher

Person declines
Excluded, no further 

action

Person says ‘yes’ to 
being approached 

by a researcher

Initial consent 
confirmed → 

contact details 
passed  to 
researcher

Evaluation of 
capacity

Lack of capacity

Person has capacity 
to give informed 

consent
Consent denied

DATA COLLECTION

Excluded, no further 
action

Excluded, no further 
action

Excluded, no further 
action

Researcher contacts 
the person
(telephone)

Person declines
Excluded, no further 

action

Initial consent 
confirmed

Interview 
arrangements

TIME LAPSE: 7-10 days

Person consents to 
participate

PWD
§ Age 65+
§ Dementia diagnosis (mild / moderate / severe)
§ Willingness to participate
§ Capacity to consent
§ Ability to communicate

FM
§ Experience of supporting someone with 

dementia (mild / moderate / severe)
§ Willingness to participate

§ Ability to communicate
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Qualitative inquiry is a diverse and evolving field (Swift and Tischler 2010). It offers 

researchers a wide range of methods for accessing data including examination of existing 

documents, observation, use of questionnaires and surveys, or interviewing (Marshall and 

Roseman 2006; Denzin and Lincoln 2011; Seidman 2013; Berg and Lune 2014). Different 

methods lead to different kinds of data and different insights (Draper and Swift 2011). The 

choice of method therefore, not only determines the adequacy of data relative to research 

questions but also the overall quality of research. Hence, decisions concerning data 

collection methods must be in line with study objectives and its philosophical and 

methodological assumptions (Draper and Swift 2011). 

Consistent with the purpose of the current research, it utilises interview as a primary data 

collection method (Robson 2002). As the aim is to capture the complexity of participants’ 

experience, the study draws on the tradition of narrative research which allows for this 

complexity to be reflected in data and maintained in the presented results (McCormack 

2004; Jones 2013). In line with the assumption of socially constructed and shared nature 

of knowledge, the interview data comes from two different perspectives, PWD and their 

FM. These are complemented by observational data and considered in the context of the 

literature and research focused on the experience of living with dementia and concepts 

central to this study. 

Generating data in narrative research is not an isolated activity. Indeed, data collection and 

its analysis in this study proceeded iteratively and reflexively. However, for clarity, they are 

presented separately. 

The current section introduces narrative interview as the data collection method, discusses 

the main considerations pertinent to the use of this method and describes development 

and use of the interview guide and filed notes as data sources. This is followed by 

information relative to procedures involved in data collection and management. 
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5.3.1 Narrative Interview 

5.3.1.1 Main considerations  

People’s ability to assemble and communicate their stories is underpinned by their 

cognitive and verbal skills. These are known to deteriorate in dementia (Nygård 2006). 

Consequently, the ability of PWD to participate in interviews has been questioned, 

resulting in research being informed mainly by proxy accounts (Hubbard et al. 2003). 

However, despite a decreased capacity for normative communication, research 

demonstrates that PWD, particularly in the early stages of the condition, preserve a sense 

of self and the ability to meaningfully interact (Haak 2002; Beard et al. 2009). Although 

they may have difficulty engaging in lengthy conversations, largely, PWD preserve 

competency in shorter interactions (Nygård 2006). Hamilton (2008) argues that even 

‘snapshot’ narratives can offer clues allowing researchers to reconstruct participants 

feelings, experiences and aspects of identity which suggests that, where ethically possible, 

PWD should be empowered to report their own perspectives (Sands et al. 2004; Nygård 

2006). 

The aim of qualitative research is to gain insight into participants’ subjective 

understandings, meanings and feelings relative to investigated phenomena (Bogdan and 

Biklen 1998). Therefore, it seems appropriate to seek accounts of PWD even if, or perhaps 

because, their perspectives may differ from these of e.g., their FMs (Nygård 2006). Nygård 

(2006) argues that excluding PWD from research on the basis of limited trustworthiness 

implies a belief that others are capable of providing a true and full account of their 

experiences. This is questionable as, from the social constructionist standpoint, all 

qualitative data reflect respondents’ own perspectives and there is no such thing as an 

objective truth. 

Hence, equal status is assigned to narrative accounts contributed by all participants in this 

study. They are seen as representing participants’ constructions of personal experiences, 

perceptions of selves and the world around them. The author remains mindful of potential 
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communication difficulties faced by PWD, such as difficulty word finding, attending to and 

processing information, abstract reasoning and following complex interactions. To manage 

these and to enable participation of PWD, a number of strategies were adopted in this 

study (Beuscher and Grando 2009). In order to minimise anxiety related to an unfamiliar 

environment and to reduce distractions, all interviews with PWD were conducted in their 

own homes. PWD were allowed ample time to respond to questions. The researcher 

adopted an attitude of active, respectful listener ensuring that interaction took place in a 

caring, calm atmosphere. Attention was paid to non-verbal forms of communication. 

Importantly, where PWD struggled to formulate their story in response to the initial open 

question, the interview schedule was re-structured to elicit more concrete thoughts or to 

use language more accessible to the person. 

In order to create optimal conditions for participation, background information about 

participants’ wellbeing and factors influencing it (e.g., time of day or characteristics of the 

environment), was sought prior to the interview (Dewing 2008a). 

Although the interview schedule was not thought to relate to sensitive areas, as defined by 

NHS Health Research Authority (2014), some of the questions were identified as 

potentially triggering burdensome memories and feelings. Therefore, to allow the 

researcher to ethically support participants, should they experience a strong emotional 

reaction, a strategy was put in place, as per Figure 5-3. 
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The above strategy was called upon once during the data collection phase. As per strategy, 

the researcher checked whether the participant (FM) wished to continue and offered to re-

arrange the interview to allow time for emotional support and recovery. The participant 

opted to continue the session. To ensure the participant’s wellbeing, the researcher offered 

additional support at the end of the interview. This was declined. 

  

Emotional reaction 
occurs

Check if participant 
wishes to continue 

the interview

Yes No

Option given to re-
arrange the session

No Yes

Session 
continues

Option given to re-
arrange the session

Yes No

Session re-
arranged

Contact 
terminated

Regardless the outcome, researcher 
ensures that appropriate support is in 
place to allow the participant dealing 

with his / her emotions 
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5.3.1.2 The method  

Depending on the type of data they aim to elicit, researchers use different interviewing 

techniques. Interviews vary in terms of the degree of structure, the number of participants, 

and the way they are administered (Draper and Swift 2011). Regarding structure, interviews 

can follow predefined questions asked in a specific order; or allow interviewees to develop 

their own account of the main topic. Semi-structured interviews fall in-between these two 

extremes, allowing flexibility in terms of phrasing and order of the questions asked 

(Hancock et al. 2007; Draper and Swift 2011). 

It has been acknowledged that individuals construct and express meaning through telling 

stories about their experiences (Angus and Bowen 2011; Josephsson and Alsaker 2015). 

Therefore, allowing them to do so in the way that reflects these personal constructions, 

affords researchers insight into the meanings they assign to their everyday lives 

(Josephsson and Alsaker 2015) and into the ways they configure their understanding of 

selves (Williams and Keady 2006; Baldwin 2008; Angus and Bowen 2011). It is 

acknowledged that dementia leads to changes in various areas of life (chapter 1). 

Investigating the related experience calls for knowledge of the whole story, from the onset 

of the condition, inclusive of peoples’ motives and perceptions of causality. 

Narrative interview has the potential to capture such stories and reveal the in-process 

nature of participants’ experience (McCormack 2004), affording a better understanding of 

its meanings and intricacies involved. The method grew out of critique of the question-

response mode of interviewing, seen as overly constrictive, restricting both the flow of 

interviewee’s account and interpretive possibilities of the researcher (Jovchelovich and 

Bauer 2000). It, typically, is an unstructured way of accessing narrative accounts. Since 

people are linked to society via membership of various groups and through interpersonal 

relationships, locating their stories within a meaningful context, both social and temporal, 

is necessary to contextualize their experiences and to develop a better understanding of its 

complexities (Beard et al. 2009; Jones 2013). Narrative interview provides opportunities to 

achieve such objectives. 
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However, although effective in providing rich, detailed data; flexibility of unstructured 

interviewing has implications in terms of time and financial resources (Seidman 2013; 

Hofisi et al. 2014). It also introduces the risk of missing out on information pertinent to 

the inquiry and increases heterogeneity of data, impacting the researcher’s ability to 

identify strong patterns across datasets. To avoid such pitfalls, the interview in this study 

was structured according to Jovchelovitch and Bauer (2000) guidelines. Introducing such 

structure, while facilitating a spontaneous narration of experiences and events relative to 

the main topic, ensured that issues and concepts central to the inquiry and those raised by 

the participants during their spontaneous narrative were suitably explored. The structure 

is outlined in Figure 5-4, and expanded upon in the next section. 

 

 

CONCLUSION
 Stop recording
 Thank the participant

QUESTIONING
 Clarifying questions: main narrative
 Clarifying questions: aims and objectives
 No contradictions, no opinion or attitude 

questions

MAIN NARRATIVE
 No interruptions
 Note issues for further questioning
 Wait for signals about the end of the main narration

INITIALISATION
 Consent process
 Start recording
 Introduce topic for the main narrative
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5.3.1.3 Interview guide development  

The above narrative interview structure was supplemented by the Occupational 

Performance History Interview (OPHI-II) (Kielhofner et al. 2004). The OPHI-II is a 

historical interview intended to give a broad and detailed appreciation of a person’s life 

history and the impact of illness or other significant events on occupational adaptation 

(Kielhofner et al. 2004). The tool was selected as it provides a structure for collecting 

information relative to concepts identified in the emergent and construction phases of this 

study i.e., was considered to closely fit the refined model (Carroll et al. 2011). It captures 

dynamics of individual’s experience and provides means for understanding how people 

construct meaning based on past and current participation. The tool is supported by 

research evidence indicating acceptable inter-rater and test-re-test reliability (Kielhofner 

and Henry 1988, Kielhofner et al. 1991); internal consistency and construct validity 

(Kielhofner et al. 2001; Mallinson et al. 1998); and ability to predict future function and 

intervention outcomes (Henry 1994; Kielhofner et al. 2004a). 

Interview schedules for PWD (Appendix 13) and FM (Appendix 14) were developed 

separately, based on the initial phases of this project and discussions within the study 

reference group. Both schedules have similar format and addressed the same main research 

question, with probing questions available, if required. Whenever possible, spontaneous 

narrative in response to the main question was encouraged, allowing participants to 

express themselves freely. However, if due to cognitive impairment or communication 

issues, a participant had difficulty formulating a narrative account; the interview guide was 

restructured to allow more direct questioning focused on particular aspects of experience 

e.g., past or present interests. Hence, the interview guides were used as templates, allowing 

flexibility within defined study parameters. 

5.3.2 Observational Data 

To corroborate interview data with information relative to participants’ behaviour and 

physical, social, cultural, and economic contexts that may influence their experience and 

presentation at the interview, the researcher engaged in active observation. 
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Written notes are the primary means of recoding observation data (Schutt 2012). However, 

although such data can enhance study findings by providing information that may be 

crucial for interpretation, it is not free of pitfalls as it relies on memory, personal discipline, 

and diligence of a researcher. Consequently, it is an inherently subjective method and 

requires conscious effort of objectivity (Mack et al. 2005). To minimise the impact of the 

described drawbacks, the field notes were taken directly, or as soon as feasible, after each 

interview. If this was not possible, they were completed within 24 hours. To increase 

consistency and enhance objectivity, notes from all interviews followed the same structure 

(Mack et al. 2005), as outlined in Appendix 15. 

5.3.3 Data Collection Procedures 

All interviews were conducted by the thesis’ author. The majority took place at 

participants’ homes. Two FM requested use of QMU counselling rooms. 

Care was taken to ensure a minimum five day time lapse between interviews with each 

family. This allowed time for transcribing and initial familiarisation with the collected data, 

which informed further interviews through refinement of issues of interest and interview 

schedules. 

In eight cases interviews with the PWD and the FM were conducted separately; one 

married couple wished to be interviewed together. Additionally, one PWD requested her 

son’s presence during the interview, although only the PWD participated in the study. Any 

comments made by the relative in this case were bracketed and not used in the analysis as 

the person did not wish to be included as a study participant. 

Each interview was structured as follows: 

 General conversation and obtaining informed consent. 

 Restating information about the study, supported by written information (Appendix 
11). 

 Assessment of participants’ cognitive processing, communication ability and general 
mood. 
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 Advise that the participant can take a break or discontinue the interview if they find 
participation uncomfortable or too challenging. 

 Opportunity for participant to ask questions. 

 Signing consent form (Appendix 12). 

 Ensuring participant’s comfort. 

 Narrative interview, as outlined in Figure 5-4. 

 Completing the demographic form (Appendix 16). 

 Complete field notes as soon as feasible. 

All interviews were recorded using an Olympus DM-420 digital voice recorder. The 

average interview time with PWD was 42 minutes (range: 17– 75 min; total recording time: 

8.5 hours); and 79 minutes with FM (range: 35–118 min; total recording time: 24.4 hours). 

Total average sample interview time was 66 minutes (range: 17 – 118 min; total interview 

time recorded: 32.9 hours). 

5.3.4 Data Management 

5.3.4.1 Security arrangements  

Manual project data, including copies of interviews’ transcripts, field notes, demographic 

forms, and consent forms are stored in secure locked filing cabinets at QMU. All electronic 

data is stored on encrypted, password protected computers in securely partitioned QMU 

servers. 

5.3.4.2 Confidentiality of personal data  

Strict confidentiality criteria have been applied at all times. Access to the identifiable data 

is restricted to the author and members of the supervisory team. The participants were 

however informed; that any disclosure of an adult at risk protection issue would be dealt 

with according to the adult at risk protection procedures of the Scottish Government 

(2007). There was no need during the study to activate such a procedure. 

For dissemination purposes, including this thesis, all identifiable data has been 

anonymised. All such information will be destroyed when no longer needed. Throughout 
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the duration of the project data was managed in line with QMU Research Data 

Management Policy (2015) and the Records Management: NHS Code of Practice (Scotland) 

(The Scottish Government 2012). 

5.3.4.3 Data retention  

Data will be retained as per QMU Research Data Management Policy (2015) stating:  

Research data and records should be retained for as long as they are of continuing 
value to the researcher and the wider research community […]. The minimum 
retention period for research data and records is ten (10) years from completion of 
the research project or publication of the results (whichever is the later) (¶3.5). 

After 10 years and once no longer required for analysis/publication purposes, data will be 

reviewed by the Director of Studies to determine whether to extend the retention period 

or destroy the data (QMU 2015). 

 

5.4.1 Factors Influencing Choice of Method 

The literature on qualitative data analysis is extensive, with references to a number of 

analytical traditions and procedures (Lieblich et al. 1998; Corbin and Strauss 2008; Smith 

et al. 2009). This wealth of approaches nurtures interpretative creativity but makes 

methodological choices challenging. The challenge relates to overlapping analytical 

procedures and use of terminology. This is reflected in the current body of qualitative 

research which, despite reportedly drawing upon multiple methodological approaches, 

appears to largely utilise thematic analysis involving identification and description of 

patterns within data (Braun and Clarke 2006). This universal and uncritical use of thematic 

analysis has been increasingly challenged as inadequate in respect of capturing the richness 

of sociological, psychological and/or health phenomena (Josephsson and Alsaker 2015). 

Consequently, it has been argued that, to ensure that analytical approaches facilitate an 

appropriate level of analysis, they must be in line with research questions and the overall 

study design (Fade and Swift 2010). 
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Accordingly, in this study, an analytical method needs to facilitate identification and 

description of the main categories and themes reflecting aspects of dementia experience 

that are meaningful to participants across the sample; as well as appreciation of complex, 

dynamic interactions between these factors, shaping unique experiences of individuals. 

Consequently, data analysis procedures reported below, although rooted in the 

overarching narrative approach, incorporate various methods. 

As the study design is informed by various theoretical perspectives, in order to ensure that 

findings and interpretations reflect viewpoints of those with first-hand experience of 

dementia and are not purely reflective of the theoretical frameworks used, it is crucial that 

analysis includes an inductive component. This is why the framework method (Ritchie and 

Spencer 1994), allowing application of guiding concepts while ensuring the inductive 

character of the inquiry, was used in the first stage of data analysis. This structured method 

facilitates a categorical approach to narrative inquiry (see chapter 2, pp. 42-44). It allows 

scrutiny of theoretical concepts included in the refined model developed in the initial 

stages of this inquiry, while ensuring that results are grounded in empirical data. To 

facilitate capturing and exploration of the complexity of people’s experience, the holistic 

approach to narrative inquiry (see chapter 2, pp. 42-44) was used in the second phase of 

analysis. 

Before outlining in detail analytical procedures applied in this study, brief consideration is 

given to some specific issues related to data analysis. 

5.4.2 Status of Findings and Interpretations 

It is assumed that people’s experiences and their identities can be rendered visible through 

analysis of their stories (Holstein and Gubrium 1995; de Fina et al. 2006). However, such 

views appear to favour the naïve realist perspective, framing narratives as transparent and 

reflective of reality. This is inconsistent with the critical realist notion of meaning, 

understood as contextual and time-dependent (Atkinson 1997). 

This study adopts the view that narratives do not copy reality but reflect its particular 

interpretations (Jovchelovitch and Bauer 2000). The author embraces representations of 
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reality expressed by participants, but sees them as embedded in a larger socio-historical 

context (Jovchelovitch and Bauer 2000). As such, this inquiry explores individuals’ 

understandings of their experience of living with dementia while simultaneously 

considering the wider socio-cultural context within which this experience emerges 

(McCormack 2004). Furthermore, it is recognised that outcomes of research are products 

of a chain of reconstructions (Riessman 1993). The author recognises that findings in this 

study are shaped by participants’ narratives; researcher’s analyses of these accounts and 

interpretations made in the context of the relevant research and literature; and, potentially, 

interpretative activity of the readers (McCormack 2004).  

This poses a question about the status of findings in this inquiry. Importantly – what reality 

are they reflective of? Jovchelovitch and Bauer (2000) argue that social researchers cannot 

simply access and analyse narratives with fidelity but need to place them in relation to 

relevant theoretical concepts, research evidence, world of objects and reality as perceived 

by others, and their own experience and knowledge. They suggest that, to safeguard 

credibility, researchers must attend to both the expressive dimension of a narrative, 

irrespective of its reference to external ‘reality’, and the context within which the narrative 

resonates. This is particularly significant in relation to research involving PWD. Phinney 

(2002) notes that story-telling in dementia can be affected by level of awareness, difficulty 

formulating a narrative account or problems recalling events or experiences. As such, 

narratives of PWD can be seen as untrustworthy. However, Jovchelovitch and Bauer 

(2000) argue that even if considered ‘distorted’ in the context of a ‘world of facts’, the 

narratives themselves, as reflective of individuals’ constructions of their reality, need to be 

given ‘factual’ status. This is why, in this research, accounts provided by all participants are 

given equal status and are subject to analytical procedures to ensure that findings and 

interpretations are grounded in data. 

However, in order to enhance credibility, interview data is considered in context 

(Jovchelovitch and Bauer 2000). Phinney (2002) asserts that, as stories are jointly lived, 

they can be jointly told. Therefore, this study relies on accounts provided by both PWD 

and their FM to facilitate development of a more comprehensive understanding of people’s 

experience. Differences in perspectives due to participants’ status (PWD / FM) are reflected 



 

 
166 

 

in findings. Additionally, the author remains mindful of difficulties PWD may experience 

communicating their narratives. These are managed by attending to their accounts, even 

if they seem unintelligible, ambiguous or inconsistent; in the context of these difficulties. 

They are considered as part of dementia experience and analysed in terms of verbal and 

non-verbal content (Phinney 2002). The narrative data is supported by observational 

notes. Additionally, data and findings are considered in the context of literature and 

research evidence relevant to concepts central to this enquiry. 

5.4.3 Procedures 

5.4.3.1 Data preparation  

Data preparation involved transcribing audio data into a textual format (Braun and Clarke 

2006) and configuring it into the format required for further analysis (Thomas 2006). 

Each interview was transcribed verbatim within 72 hours of the interview by a professional 

typing service. Where a recording was not clear it was marked within the transcript as 

[inaudible] or [s.l. – sounds like]. Otherwise, the recording was transcribed to reflect the 

language and grammar used by participants. Moments of silence, laughter and emotional 

reactions were marked within transcripts. Each transcript was checked against the original 

recording by the author who corrected any errors. This took place within 48 hours of 

receiving the transcript, allowing initial immersion in data and forming the basis for 

further interviews and analysis. The identifiable information was removed from transcripts 

and replaced with identifier codes to ensure anonymity. 

All data, including audio recordings, transcripts, field notes, demographic forms and 

consent forms were saved into appropriate electronic formats (MS Word or PDF) and 

uploaded into NVivo9 (QSR International 2011) (hereafter referred to as NVivo) which was 

used as a platform for managing analysis. Initial coding was completed within NVivo to 

ensure that all data available for each case were linked. 
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5.4.3.2 Categorical analysis of narrative accounts: framework method  

The categorical analysis of participants’ accounts utilised the framework method (Ritchie 

and Spencer 1994). It was chosen as an explicit and transparent way of grounding analysis 

in the interview data while permitting inclusion of ‘a priori’ concepts from the refined 

model, enhancing comprehensiveness of the analytical process (Lacey and Luff 2007; May 

2000). The approach involved familiarisation with data, identification of a coding 

framework, indexing of the data according to the framework, charting the dimensions of 

the main themes, and mapping and interpreting the data (Ritchie and Spencer 1994). It 

was not a linear process; it involved moving back and forward between data, coding 

framework and emerging themes (Braun and Clarke 2006) to ensure that the coding 

structure and themes reflected information contributed by participants and that no 

important themes were omitted. The procedures involved are outlined below. 

Framework analysis was managed within the NVivo software, which will also be briefly 

introduced in this section. 

The use of computer assisted qualitative data analysis software can enhance analytical 

process by providing a single location for and easy access to all study material, which makes 

handling large amounts of data easier (Bergin 2011). It supports consistency of coding and 

provides tools for data analysis and audit (Fade and Swift 2010; Bergin 2011). Additionally, 

it facilitates maintenance of decision trail through coding memos and annotations, 

allowing the researcher to review the rationale with ease (Fade and Swift 2010). However, 

critics point out that the amount of time and effort taken to master such programs may 

outweigh benefits offered by them (Robson 2002). Some also suggest that, as qualitative 

analysis is a complex process, computer packages should be used purely for data 

administration and archiving, as no software can replace intellectual and interpretive 

abilities of a researcher (Lacey and Luff 2007; Bergin 2011). 

In this study, the NVivo software was used for a number of purposes, including managing 

and organising data and some aspects of framework analysis i.e., familiarisation with data 
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and development of the coding framework. The software facilitated indexing and initial 

querying, allowing the researcher to test some ideas and develop a thorough, 

comprehensive grasp of data. Additionally, memos and annotations were used to record 

main decisions relative to development and application of the coding framework. However, 

the interpretive stages of framework analysis and the narrative analysis were completed in 

a traditional pen and paper manner allowing the researcher to take a more holistic view of 

data. 

To help the reader navigate through the language used in this section, Table 5-4 cross 

references terminology used in NVivo and the analytical approach and provides their 

definitions. 

Table 5-4: Narrative Study - terminology used in analysis 

Analytical terms NVivo terms Definition 

Body of data Sources 
Research materials i.e., any documents (transcripts, 
demographic forms, consent forms), datasets, audio 
files, literature etc. 

Categories Nodes 

‘Folders’ collecting related material in one place to allow 
search for emerging patterns and ideas. Nodes can be 
organised for categories within a coding framework, 
individual participants or by data type. 

Indexing Coding 

Identifying and gathering all the references to a specific 
category, topic, theme, person or other entity.  Coding / 
indexing can be completed across all types of data 
sources, with all references brought together in a single 
node. 

Charting 
Querying e.g.,: 
coding query 
coding matrixes 

Applying specific criteria to data to identify and explore 
patterns in source text or coding e.g., gathering content 
based on how it was coded. 

Research diary 
(components) 

Memos 
‘Post-it’ notes that allow recording ideas, insights, 
interpretations or rationale for changes made during 
analysis. 

Annotations 
‘Margin notes’ for recording comments, reminders or 
observations about specific content. 

 

Ritchie and Spencer (1994) define familiarisation as the process of developing awareness 

of the range and diversity of the collected data by listening and reading through the 

collected material and listing key ideas and recurrent themes. This step is common across 
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different approaches to qualitative analysis with Braun and Clarke (2006) referring to 

immersion in data and Thomas (2006) describing close reading. Familiarisation forms a 

platform for further analysis. Elo and Kyngäs (2008) state: “no insights or theories can 

spring forth from the data without the researcher becoming completely familiar with 

them’” (p. 109); highlighting the importance of this early analytical stage for study 

outcomes. 

Indeed, Ritchie and Spencer (1994) indicate that it is during the familiarisation stage that 

the analyst initiates the process of abstraction and conceptualisation by developing a 

coding framework for further analysis. In this study, a combination of inductive and 

deductive strategies was used to develop the coding framework. Although the initial coding 

framework, based on the model put forward in previous phases of this research, was 

identified from the outset; it was not applied to data during the familiarisation stage. 

Instead, in order to ensure that findings remained rooted in data; audio recordings, 

transcripts and field notes were analysed to identify key concepts, relative to research 

questions, within the data itself.  This process was initiated during the data collection stage. 

In fact, it started directly after interviews with the first family dyad and formed the basis 

for refining the interview schedule, identifying issues for further exploration and 

developing the coding framework. Consequently, the initial framework evolved 

systematically to include categories representing important issues emerging from the data. 

Once thematic categories identified through inductive analysis were incorporated into the 

coding framework, the data was returned to on several occasions between February 2012 

and September 2013 to refine and define the evolving structure. Through repeated reading, 

categories were checked for internal consistency and for consistency across the dataset (Elo 

and Kyngas 2008). The emerging coding framework was discussed with the supervisory 

team to ensure its comprehensiveness and inclusiveness (May 2000). Subsequently, some 

initial categories were changed e.g., by collapsing or adding new categories. This is 

summarised in Appendix 17.  
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Ritchie and Spencer (1994) define indexing as “the process whereby the thematic 

framework is systematically applied to the data in its textual form” (p. 180), to facilitate 

sorting it into more meaningful units. This process is commonly referred to as ‘coding’ 

(Tuckett 2005a; Braun and Clarke 2006). 

In this study indexing was completed in parallel with development of the coding 

framework. Codes were applied to specific sections of each transcript (Lacey and Luff 

2007). Some units of data were indexed to several nodes, assuring that all relevant text was 

assigned according to thematic reference. This ensured that, where a passage of text 

referred to more than one thematic category, the full meaning of data was captured. 

Consequently, all data indexed within a particular thematic category was gathered within 

the same node in NVivo, which facilitated access for further analysis. 

A table summarising the outcome of the initial indexing process completed in NVivo is 

presented in Appendix 18. It summarises the number of participants who made statements 

related to each node and the total number of references made by participants in relation 

to a node. 

Following indexing, data assigned to various codes was abstracted from their original 

context and arranged according to their thematic reference. This process is termed 

‘charting’ (Ritchie and Spencer 1994) and was completed to facilitate a systematic, 

comprehensive review of data available across themes and cases (Spencer et al. 2014). To 

analyse content within each thematic category for each participant, and to compare coding 

between participants, coding matrixes were generated within NVivo. These were devised 

with headings drawn from the coding framework. Coding matrixes for all participants were 

developed into charts which presented general trends within each thematic category. 

Separate charts were developed for PWD and for FM. 
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This stage involved searching for a coherent thematic structure within data (Ritchie and 

Spencer 1994). It comprised of two levels of reviewing and refining the themes. The first 

one involved reviewing all data extracts coded within each theme and considering whether 

they form a coherent pattern. Once the main themes were confirmed as coherent units of 

meaning, they were scrutinised across the entire data set to verify whether they accurately 

reflect meanings within it (Braun and Clarke 2006). Essentially, the applied process 

resembled the constant comparative analysis (Glaser and Strauss 1967). The strategy 

involves taking a piece of data (e.g., a coding category) and comparing it with others within 

each case and across the data set, to develop conceptualisations of possible relations 

between coding categories or themes (Thorne 2000). 

The purpose was to develop an understanding of patterns, associations, concepts and 

explanations within the data. It was aided by displaying data visually in forms of tables, 

mind-maps, and plots. These were used to facilitate the process of defining concepts, 

mapping the range and nature of phenomena, creating typologies, finding associations 

within the data and providing explanations to observed patterns and associations (Lacey 

and Luff 2007). Some visual aids were developed within NVivo software, others were 

developed manually. Examples are presented in Appendix 19. 

5.4.3.3 Holistic approach to narrative analysis  

Categorical analysis as described above supported identification of major themes relative 

to people’s experience of various personal and environmental factors and their impact 

upon participation. It did not capture the dynamic and transactional interactions between 

these components which, in line with the proposed model, appeared to determine 

potential for adaptation and shape people’s experience in dementia. The emerging picture 

was fragmented, linear and static, which did not reflect the emerging conceptualisation or 

indeed participants’ experience, as unfolding within data. 

It was therefore considered appropriate to continue the analysis in a manner allowing 

integration of all relevant factors and facilitating explanations of how people’s experience 
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emerges and what meaning is holds for individuals. The holistic approach to narrative 

analysis, preserving “the complexity of human action with its interrelationship of temporal 

sequence, human motivation, chance happenings, and changing personal and 

environmental contexts” (Polkinghorne 1995, p. 7), appeared a fitting methodology to 

facilitate this. It “retains the situated nature of the participant's experiences; highlights the 

individuality and complexity of a life; reveals the in-process nature of a life; includes the 

multiple voices of the researcher and participant” (McCormack 2004, pp. 221-2); reflecting 

philosophical and methodological assumptions adopted in this research. 

The narrative approach is however, not without pitfalls. Specifically, Richmond (2002) 

cautions against illusions of ‘causality’ and ‘reality’. She indicates that narratives may not 

reflect the sequence, or even nature, of events as they happened in ‘real life’. Instead, they 

are constructed and re-constructed as they are told. They are influenced by the tellers’ 

memory and their agendas. Furthermore, they are interpreted and reconstructed by 

researchers as they try to understand stories in the wider context of historical-scientific-

cultural milieu within which the research is conducted (Richmond 2002). Despite these 

limitations, narrative analysis has the potential to capture the meanings that people ascribe 

to their experiences and the complexity of these experiences (Trahar 2009). It was 

therefore anticipated to enable the author to attend to the ways in which a story is 

constructed, revealing how people interpret and report major transitions in their lives; 

while allowing consideration of findings within wider cultural and scientific discourse 

(Lieblich et al. 1998; Kielhofner et al. 2008a). 

Polkinghorne (1995) indicates that narrative analysis provide a means for maintaining the 

complexity of people’s experiences while configuring events, as told by an individual, into 

explanations, by using plots as organising templates. A plot is the intersection between the 

progression of time and the unfolding of life, as expressed through a narrative. Some 

scholars identify three main plots – ‘progressive’, where story advances steadily; 

‘regressive’, representing deterioration or decline; and ‘stable’ with events progressing 

steadily without major upward or downward trends (Lieblich et al. 1998; Kielhofner et al. 

2008a). In this study, the author focuses on four plots, reflecting adaptive and maladaptive 
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participatory pathways, as discussed in chapter 4. These are graphically represented in 

Figure 5-5.  

 

Kielhofner et al. (2008a) argue that various life episodes derive their meaning from the 

overall shape of the plot. Therefore, one can develop a better appreciation of how people 

respond and adapt to life events by analysing how the plot unfolds in a story. This involves 

identification of the story’s beginning and end, its chronological configuration and 

contextual influences. Indicators of states of match and mismatch between internal and 

environmental adaptive capacity and causal relationships revealed in narratives were also 

subject to analysis. Identification of such plots and the final phase of the holistic analysis 
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were guided by the coding framework developed on the basis of findings from the initial 

coding and learning from the two initial stages of this study (see Appendix 17). 

In line with the experience of Josephsson and Alsaker (2015) the narrative analysis in this 

study was an iterative and evolving process. The identification of plots was initiated during 

categorical analysis and continued as the analysis progressed. Once identified, they were 

subject to constant comparative analysis within individual narratives and across the data 

set. 

Figure 5-6 graphically represents analytical procedures described above. 
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This study aims to develop a preliminary, theory- and evidence-driven model of dementia, 

reflective of its complexity, inclusive of concepts of adaptation and participation, and 

grounded in first-hand experience of living with the condition. Therefore, methods used 

in the final, confirmatory phase of this research are designed to ensure that this 

conceptualisation is rooted in perspectives of those directly affected by the condition. In 

order to capture how people adjust to dementia-related changes, the sample population is 

designed to include people with experience across the dementia spectrum. 

One-off, semi-structured narrative interviews and field observations are used to collect 

data. To safeguard sensitivity to individual narratives within the findings, while ensuring 

that common themes across the data set are explored and identified, data analysis is 

completed in an iterative manner and involves both categorical and holistic procedures. 

To enhance transparency, the main methodological, ethical and practical considerations 

relative to methods applied in this study, were also outlined and discussed.  

The results of analytical process are presented in the chapter that follows.
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CHAPTER 6 – NARRATIVE CONFIRMATORY PHASE: 

FINDINGS  

 

The current chapter presents findings generated through the confirmatory phase of the 

explanatory theory building process applied in this research. It involves examination of the 

tentative model, developed through meta-synthesis of qualitative research (chapter 3) and 

refined in the context of relevant complexity-consistent theories (chapter 4), against 

empirical narrative data representing perspectives of PWD and their FM, across the 

dementia spectrum. 

As indicated, the analytical procedures completed as part of the confirmatory phase 

involved both categorical and holistic narrative analysis. Categorical analysis offered a 

transparent way of grounding findings in first-hand accounts of the experience of living 

with dementia, as captured through participants’ interviews; while permitting exploration 

of concepts included in the examined theoretical model. It also provided a means for 

identifying common themes as well as contradictory evidence across the dataset. The 

outcomes of this process were complemented by the holistic narrative analysis which 

allowed integration of the relevant factors and better understanding of the dynamic, 

transactional nature of relationships between them that determine the experience in 

dementia. It provided the researcher with tools to consider how factors shaping 

participants’ experience, identified through categorical analysis, interact with each other 

to influence the emerging experience; and the meaning this experience holds for 

individuals. 

Consequently, the sections that follow combine reporting formats traditionally adopted in 

both approaches. While key themes 1, 2 and 4 report findings that cut across the dataset 

and are evidenced by significant quotes from interview transcripts, the key theme 3 

includes integrated narratives which evidence trajectories of adaptive processes identified 

through analysis. These integrated narratives were developed based on narrative interviews 
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with PWD and their FM, observational and demographic data. The researcher recognises 

that these represent a co-constructed view of reality, including perspectives of PWD, their 

FM and the researcher herself. This is in line with the critical realist paradigm adopted in 

this study and is viewed as a valid form of triangulation accompanying knowledge 

construction (Crotty 1998; Ritchie and Lewis 2003). However, to enable the reader to judge 

the credibility of links made between these integrated narratives, the actual participants’ 

accounts, researcher’s interpretation of these accounts and the validity of the consequent 

arguments presented in the discussion chapter, example extracts from anonymised 

transcripts of interviews that form the basis for one of the integrated narratives are 

presented in Appendix 20. 

To uphold confidentiality, throughout this thesis, participant’s names as well as any other 

potentially identifiable information such as names of other people, pets, services or 

geographical locations referred to in the study data sources, are anonymised either by use 

of pseudonyms or close descriptions (e.g., replacement of exact geographical residency 

locations with “home town” descriptor). Accordingly, quotations presented to validate an 

explanation or to clarify a more complex argument are labelled with the participant’s 

pseudonym and code number (e.g., Judi, PWD1 or John, FM1) (see section 6.2). Within the 

transcripts, letter ‘R’ is used to indicate respondents’ speech while ‘I’ signifies the 

interviewer’s speech. Change in the original source (such as anonymization) is indicated 

by square brackets (e.g., [pseudonym]); unclear speech is signposted by [s.l. (sounds like)] 

or [inaudible]; omitted parts of speech are marked by triple dots in square brackets […]. 

In section 6.2 of the chapter, the sample is described to allow insight into its characteristics 

and orientation to reporting practice. Section 6.3 gives an overview of the key themes and 

explains relationships between them. Sections 6.4 to 6.7 explore the key themes in detail 

while section 6.8 offers a summary of the key findings and outlines the final iteration of 

the conceptualisation of dementia experience proposed in this study. 
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Thirty-one adults were recruited to this study. This includes twelve PWD (38.7%) and 

nineteen FM (61.3%). Within the sample there were ten family dyads; FM of two PWD 

participating in the study did not opt in. Where the ability of a PWD to provide informed 

consent and/or participate in research was limited, only their FM was asked to take part. 

This was the case for two PWD identified by health professionals within the study reference 

group as experiencing moderate dementia symptoms and seven experiencing severe 

symptoms. Table 6-1 identifies all participants across the dementia spectrum and, where 

applicable, family dyads and type of relationship between PWD and participating FM. 

Dementia severity PWD FM Type of relationship 

 Helen, PWD2 Alan, FM2 Spouses 

 Alison, PWD4 Betty, FM4  Mother and daughter 

 Andrew, PWD6  Lisa, FM6 Spouses 

Mild Ingrid, PWD7 Ina, FM7 Mother and daughter 

 Karen, PWD8 Hannah, FM8 Mother and daughter 

 Rose, PWD9 N/A* N/A 

 Daisy, PWD10 Isa, FM10 Mother and daughter 

 Celia, PWD11  N/A* N/A 

 Judi, PWD1 John, FM1 Spouses 

 Martha, PWD3 Holly, FM3 Mother and daughter 

Moderate Nicola, PWD5  Henry, FM5 Spouses 

 Ruth, PWD12 Carol, FM12 Mother and daughter 

 N/A** Paula, FM15 Daughter 

 N/A** Tess, FM19 Daughter 

 N/A** Bob, FM13 Husband 

 N/A** Zoe, FM14 Daughter 

 N/A** Jim, FM16 Husband 

Severe N/A** Gemma, FM17 Wife 

 N/A** Frances, FM18 Wife 

 N/A** Keri, FM20 Daughter 

 N/A** Molly, FM21 Daughter 

* FM did not opt in; 

** PWD assessed as lacking capacity to consent / participate in research 
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A further nine potential participants, three PWD and six FM, opted to withdraw from the 

study at the stage of being contacted by the researcher. Eight of them exercised their right 

not to disclose the reason for the withdrawal, one FM declined participation due to 

deteriorating health of family member living with dementia. 

Characteristics of participating PWD and FM are explored in more detail below. 

6.2.1 People with Dementia 

Eleven females (91.7%) and one male (8.3%) volunteered to take part in the study. Mean 

age was 84 years (range 77 – 93; SD 5.38). All participants were retired and all based in the 

community. The average length of time at the current address was 48 years (range 27 – 62; 

SD 9.98). Seven of the participants were widowed (58.3%), four married (33.3%) and one 

divorced (8.3%). Half lived on their own, with 33.3% sharing with a spouse and 16.7% living 

in a household of three. In all 58% of the participants were supported by their adult 

children, while 42% by their spouses. In addition, 58.3% of PWD used Home Care, while 

66.7% accessed community based Day Services. 

The Scottish Index of Multiple Deprivation (SIMD) (Scottish Government 2012) was used 

to identify deprivation scores, based on participants’ post code. Incorporating multiple 

indicators, the SIMD categorises geographical areas in Scotland according to the level of 

deprivation experienced by inhabitants. For the purpose of this study SIMD quintile scores, 

splitting Scotland’s data zones into 5 groups, each containing 20% of data zones, were 

identified. The first quintile contains the 20% most deprived data zones; quintile five 

contains the 20% least deprived data zones. Within the sample most people lived in areas 

with a quintile score of three (mean = 2.75; SD .62). All were Caucasian. All participants 

with dementia were given a formal diagnosis, including AD (58.3%), unspecified dementia 

(25%) and mixed dementia (16.7%). Most (66.7%) experienced mild symptoms of the 

condition while 33.3% were classified as experiencing moderate dementia. The average 

time between the onset of symptoms and formulation of diagnosis was 2.25 years (range 

0–11; SD 2.93). Table 6-2 summarises characteristics of PWD participating in this study. 
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 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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6.2.2 Family Members 

Nineteen FM were also recruited. This included 14 females (73.7%) and five males (26.3%). 

The mean age of the FM group was 64.89 (range: 40 – 84; SD 13.97). Most of the sample 

were married (68.4%), 21.1% were single, 5.3% were divorced and 5.3% separated. In all 

57.9% of the participants were retired, 15.8% unemployed, 10.5% were in part-time 

employment, 5.3% in full-time employment, 5.3% were self-employed and 5.3% did 

voluntary work. Table 6-3 outlines FM sample characteristics. 

 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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In total, four key themes were identified through analytical procedures. They are presented 

in table 6-4, outlining theme number, its label and a range of associated sub-themes. Each 

theme is described in detail in the corresponding chapter section, also indicated in table 

6-4. 

Overall, the findings reflect the uniqueness of dementia experience for each individual, 

related to the complexity of dynamic, multidirectional relationships between contributory 

factors. Accordingly, the results focus on the key factors shaping people’s experience in 

dementia and causal dynamics that determine adaptive processes and their potential 

outcomes. Additionally, points of difference between PWD and FM are also considered, as 

these may be crucial for the practical implications of this research.  
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Theme 
number 

Theme Label Sub-theme 
Chapter 
section 

 
Adaptation Through 
Participation - context 

 
6.4 

1  Symptoms experience 6.4.1 

  Motivation for participation 6.4.2 

  Identity 6.4.3 

  Adaptive capacity of the 
environment 

6.4.4 

 Adaptive Process in Dementia – 
causal mechanisms and dynamics 

 
6.5 

  Sense of meaning 6.5.1 
  Sense of competence 6.5.2 

2  Sense of agency 6.5.3 

  Sense of connectedness 6.5.4 
  Sense of identity 6.5.5 
  Causal dynamics 6.5.6 

 Trajectories of Adaptive 
Processes in Dementia – potential 
outcomes 

 
6.6 

  Manifestation of outcomes 6.6.1 

3  Mixed not fixed: nature of outcomes 6.6.2 

  Adaptive trajectories 6.6.3 

  Maladaptive trajectories 6.6.4 

 Agreeing to Disagree – 
understanding diverse 
perspectives 

 
6.7 

  Understanding meaning 6.7.1 

4  Understanding competence 6.7.2 

  Understanding identity 6.7.3 

  Understanding continuity 6.7.4 
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The analysis of narrative data indicates that people’s experience of living with and adapting 

to dementia related changes emerges over time in the context and out of ongoing 

participation. 

The association between an individual’s history of participation and PWD preferences and 

likelihood for engagement in certain forms of activity, as well as their experience of this 

engagement, was evident within narratives of both PWD and their FM. This relationship 

appeared to be underpinned by life-long values and interests, developed over time in the 

context of a person’s engagement in certain types of activity. These values and interests 

seemed to be also reflected in PWD identity, which was repeatedly linked by them and by 

the FM to the history of participation and, frequently, current activity choices. 

I’ve got knitting on the [s.l. go] now. Sometimes I just sit and do two or three rows 
in it and things like that you know. I’m not much a reader, never have. I was oldest 
of five in our family.  […] I was only eight year old and my mother had to go back to 
work when I got old enough to put them [siblings] to school […] I used to put my 
sister and one brother I’ve got out to school the same as…  ‘Cause I was the oldest we 
all went to school together. (Alison, PWD4) 

[…] 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. (Betty, FM4) 

As indicated in Betty’s narrative, participation of PWD appeared to be affected by a range 

of symptoms related to dementia and, frequently, other age-related conditions experienced 

by individuals. These symptoms were often reported to affect people’s adaptive capacity 

and their sense of competence and confidence; resulting in decreased likelihood of 

undertaking certain activities. This impact increased with the progression of dementia. 

However, it also seemed to be mediated by other personal characteristics such as sense of 

identity and support available within the environment: 

I always liked cooking and different things I just do not do now, that’s it, you know.  
And, I mean, I don’t mind putting a piece of ham in and cooking that, you know, and 
putting the tatties on and things like that. But I’m not so good at straining water, 
straining things now ‘cause this, I’ve not got the same power and I’m always afraid 
I’m going to get burnt.  So unless my daughter’s in I dare touch anything like that. 
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[…] 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.  I mean I was…  
I did a lot of baking, different kinds of things.  I haven’t got that, I feel I haven’t got 
the brain now […] I think the brain’s not as strong as it used to be for me to do all 
these things I used to do, okay, and I just… Well my daughter’s now not a bad baker 
and she’s making some jam but I haven’t got the confidence now that went for doing 
these sort of things. (Alison, PWD4) 

Similarly, PWD capacity to adapt to the experienced changes appeared to be associated 

with their pre-morbid sense of competence and agency as well as their identity, developed 

over time through the history of participation. This personal adaptive capacity was also 

reported to be gradually undermined by the progressive loss of skills and confidence 

related to the increasing severity of dementia symptoms. This decline in personal adaptive 

capacity was accompanied, and influenced, by a growing importance of access to support 

from the environment and its capacity to facilitate positive adaptation. 

The initial memory problems was about six months after she’d [my mother] had 
surgery to remove three-quarters of her stomach because of stomach cancer. It was 
just small things that she didn’t seem to be remembering, […] she’d had a sort of 
shock when she was told that she had stomach cancer, and it just seemed to affect 
her from then. She sortae became a different person, she wasn’t as independent as 
she’d been. She seemed to want to depend an awful lot more on me. […] she’s a strong 
person. She will try her hardest to overcome anything, but she’s definitely no the 
woman that she was. (Betty, FM4) 

The above findings suggest that the adaptive capacity of PWD emerges over time out of an 

ongoing, lifelong process of participation. Indeed, it appears that participation and 

adaptation, in the context of dementia, can be understood as highly intertwined processes, 

through which people experience and adapt to continuing changes, including those 

specifically related to the diagnosis of dementia. As such, the experience of living with and 

adapting to dementia-related changes, is regarded in this study as the adaptation through 

participation process. 

Based on the analysis, the key factors shaping the adaptive capacity of a PWD include a) 

the experience of specific symptoms, b) motivation for participation, c) identity, and d) the 

adaptive capacity of the environment. Constant, dynamic interactions between these 
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factors are understood to contribute towards the overall adaptation through participation 

process in dementia. 

Each of these factors and the relationships between them, will now be explored in more 

detail. 

6.4.1 Symptoms Experience 

Participants described a range of cognitive, psychological and physical symptoms 

experienced by PWD including difficulty attending to, processing, retaining and retrieving 

information, reduced awareness, ability to find words (aphasia) and coordinating speech 

(apraxia), problems with orientation and recognition of people and places, anxiety and 

mood disorders, mobility issues, reduced stamina, strength; to name but a few. The 

experienced symptoms were related not only to the diagnosis of dementia but often to 

other health conditions such as musculoskeletal, cardiovascular, pulmonary disorders or 

sensory impairments. This finding is in line with the literature which recognises that the 

condition is associated with complex needs that, particularly in later stages, lead to high 

dependency and morbidity (National Institute for Health and Clinical Excellence [NICE] 

2010). 

Significantly, in terms of people’s experience, symptoms specific to individuals were largely 

considered in relation to doing and participation i.e., ability to engage in activities of daily 

living (ADL), both those fundamental to caring for oneself e.g., bathing, walking, dressing, 

eating; and those required to maintain independence and enjoy life e.g., shopping, cooking, 

driving, managing finances. Moreover, cognitive, psychological and physical symptoms 

were seen as highly intertwined in respect of their impact on PWD ability to participate, at 

times in a way which made it challenging to tell them apart: 

A couple of times, he [participant’s husband] lost himself. He used to walk the dog 
and he would park the car and on one occasion a neighbour about four miles from 
home who has an office […] that overlooks the main road rang me, telephoned me to 
say that he had seen [my husband] walking our dog back along the main road, which 
was, in his view, quite rightly, very unusual. And I went […] and picked him up and 
it transpired that he had parked the car at [name of location] and then couldn’t find 
it. So we found the car and brought him home and that was obviously strange. But 
the whole picture was confused because he has macular degeneration in one eye. 
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And certainly at that point his driving was not good […]. And the picture, the 
dementia picture was confused by this lack of vision if you like. It happened again, 
locally in [name of town], not that long later and it was obvious that his sense of 
place was going. (Frances, FM18) 

The impact that various symptoms have on PWD ability to participate and adapt to the 

experienced changes increased with the progression of dementia, with both PWD and FM 

reporting growing problems participating in a wider range of ADL. This related to an 

increasing severity of experienced symptoms and, arguably, decreasing adaptive capacity 

within both the person and the environment. Declining memory and symptoms awareness 

were highlighted as particularly impactful. Memory problems were seen to interfere with 

the skills required to participate in various ADL, “I was just walking up and down the 

kitchen, I wanted to get the cooker right and I couldn’t remember what to do” (Helen, 

PWD2); and, in time, reduce the ability of PWD to adapt to the experienced changes. 

Impaired awareness seemed to alter not only PWD adaptive capacity but, importantly, 

their ability to seek and accept external support. This has important implications in terms 

of potential adaptive outcomes and will be explored further. 

Overall, PWD experience of adaptation through the participation process appeared to be 

determined by a multidirectional, reciprocal relationship between experienced symptoms, 

PWD motivation for participation, their identity and adaptive capacity of the environment. 

These will be discussed in more detail in sub-themes 6.4.2 - 6.4.4. 

6.4.2 Motivation for Participation 

Experienced symptoms appeared to be crucial in shaping PWD motivation for 

participation and, in turn, their capacity to adapt to the experienced changes. However, 

their impact was not straightforward and linear but moderated by other personal and 

environmental factors. 

Both PWD and FM associated the experience of cognitive, mental and physical symptoms 

with diminishing skills for participation in various ADL. This related to a wide range of 

motor, process and communication skills and, with the progression of the condition, was 

reported to lead to a deteriorating ability to independently complete related ADL. The 

analysis indicates that the loss of skills is linked by both PWD and FM to a decreased sense 



 

 
189 

 

of competence, which has implications for motivation for participation. It appears that a 

reduced sense of competence, resulting from the experience of inability to complete a 

chosen activity successfully, is likely to reduce a person’s motivation to engage in similar 

activities in the future. This seems reinforced when a PWD reflects upon his/her 

performance and compares it with personal standards of performance, perception of 

external expectations/standards; or direct feedback from the environment; and associated 

emotions. As a person experiences repeated failure, they are likely to associate a related 

activity with negative emotions and become at risk of losing confidence in their skills, 

which may lead to withdrawal and further skill loss. 

[My mother] used to go to the Women’s Rural Institute, okay, and she actually said 
to me ‘I have to stop going because I can’t keep up with the conversation.’ If there’s 
more than one person talking she’s lost, so she stopped going to that. I think that’s 
when she realised that you know the dementia was getting worse so she just gave 
that up altogether. (Paula, FM15) 

However, as indicated, this process seemed to be influenced by numerous factors, 

including the sense of meaning and value that participation holds for the individual; their 

sense of agency; and sense of connectedness. 

It appears that, if an activity is important and meaningful to a PWD, they are more likely 

to be motivated to participate, despite diminishing competence. The meaningfulness of 

activity may be related to PWD past values and interests but, it does not appear to be the 

rule. The analysis indicates that PWD re-evaluate the importance of some activities to 

accommodate their changing capacity and skills. This adaptive process may also be 

influenced by other factors such as sense of identity, personality and attitudes, or access to 

and quality of environmental support. Adjustments are likely to be required to personal 

routine, the activity and / or environment to facilitate continuous participation; but a 

person remains motivated to engage in the activity. 

[…] if I have got any ironing to do I go upstairs and do that. […] I quite enjoy it. It has 
got to be done anyway as well. […] I have usually got quite a load of that.  So what I 
used to do was get the whole lot done now [at once]. Sometimes I get a wee bit fed 
up so I will leave it and get it done later. (Judi, PWD1) 
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Additional factors which appear to influence PWD motivation for participation include 

sense of agency and connectedness. Both are developed in the context of ongoing 

participation, and both appear to be shaped by a range of personal and environmental 

influences. 

Sense of agency, incorporating PWD beliefs and confidence that they have influence and 

control over events in their lives, was recognised by participants as important for their 

motivation to engage in activities. It appeared to be equally influenced by the person’s 

adaptive capacity and the adaptive capacity of the environment: 

[…] I feel that [my mother] is not as steady on her feet, she has asthma and I just feel 
that it stems from that, she doesn't have the ability to do things; she can't administer 
her life now.  […] Whether it was due to grief or whether it was due to her illness, I 
don't know. But that has made her lose confidence. The fact that she can't do the 
things that she used to do. She was in control of the house for many years after my 
dad left […]. She was in control of everything. Well as far as I know she managed 
okay. But definitely since this illness has taken hold she doesn't have the confidence 
to do things. (Isa, FM10) 

A sense of connectedness, developed in the context of PWD interactions with the 

environment and incorporating a sense of security and belief that they remain in respectful 

and caring relationships; also appeared to influence PWD motivation for participation. It 

seemed related to PWD skills to engage with their context and the capacity of the 

environment to support this engagement, should it be affected by PWD diminishing skills 

in this area. 

[…] it’s like you’re held back in some ways, you know you can’t join in with people 
the same, but yes you manage to grasp a bit more, I mean you can manage it, it just 
takes time to know what you can grasp and that sort of thing, you know. No, I’m not 
too bad, I don’t mind and my family help me too. They’re very good, my family. 
(Nicola, PWD5) 

6.4.3 Identity 

In the context of the analysed data, identity emerged as a complex phenomenon. 

Conceptualised as a sense of self incorporating individual values, interests, sense of 

competence, agency and connectedness, and social roles; identity, as experienced by PWD, 

appeared to emerge from and be related to their history of participation, but was not 
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determined by it. In other words, although PWD, when referring to their identity, often 

referred to their history of participation e.g., “I’ve never been one that mixed with people” 

(Celia, PWD11); changes in participation did not appear to affect their sense of identity, if 

they were able to engage in activities that were meaningful to them, “I am thinking about 

all the same things and what I didn’t do, I know [my husband] will come and help me” 

(Helen, PWD2). However, challenges maintaining participation in meaningful activities 

appeared to hinder PWD ability to incorporate the experienced changes into their sense of 

identity: 

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: Well as I was saying I used to be able to go out 
myself and things like that.  I can’t do that now. (Judi, PWD1) 

A sense of identity seemed to be influenced by the person’s adaptive capacity e.g., sense of 

competence, awareness of activity limitations and the ability to seek and accept support 

from others; and the adaptive capacity of the environment e.g., access to social groups 

reflecting identity. 

He [husband] enjoys that up there [the day center] […]. And the girls [staff] are so 
good and the other men, he likes that.  He was a civil engineer himself and there are 
a couple of mining engineers up there that they talk. I don’t know how confused they 
are, I have no idea, but he enjoys that very much. He does miss men. (Lisa, FM6) 

Significantly, the analysis suggests that, despite experienced changes, PWD appear to 

maintain a sense of identity into advanced stages of the condition. This is reflected in direct 

statements by PWD, “I don’t feel much different than I did when I was young, you know, 

it’s just me” (Celia, PWD11); and the way they speak about their values and interests, “With 

a thing like music, you don’t lose that” (Andrew, PWD6). Although the study does not 

include direct evidence from people experiencing severe dementia, narratives by their FM 

indicate that even in the most advanced stages PWD demonstrate maintained sense of 

identity, “There are still tiny moments when [my husband] is absolutely the man I knew 

whether it’s a laugh or whether it’s a look or whether it’s whatever” (Frances, FM18). 

However, this evidence can be contrasted with statements suggesting discontinuity of 

identity, “I’ve lost my mum there as a person” (Ina, FM7).  



 

 
192 

 

This is significant as, it appears that sense of identity influences choices that PWD make 

in terms of participation and may be a powerful mechanism determining their adaptive 

capacity:  

She was more family orientated, she wasn’t a person for going to church socials or 
for any sort of groups. She didn’t got out much to that sort of thing, it was all family, 
meeting sisters and brothers and me and my brother. She was asked if she wanted to 
go to the day centre, but she didn’t want that. But again from her past life she 
wouldn’t have enjoyed that anyhow. (Keri, FM20) 

6.4.4 Adaptive Capacity of the Environment 

Across the sample, the capacity of families and important others, local communities and 

various formal services to provide support, was reported as important in respect of 

influencing PWD ability to adapt to on-going changes and maintain participation. The 

significance of environmental support grew with the progression of dementia. While 

assistance from family was reported to be important across the dementia spectrum, the 

extent of direct, practical support provided by FM arguably decreased in later stages of 

dementia, with increased involvement of specialist services e.g., day care, home care, 

residential care. Nonetheless, families appeared to undertake most of the care effort and 

were the main source of emotional support. Significantly, access to and quality of support 

available within the local communities seemed to reduce gradually with the progression of 

dementia. 

Unfortunately once the dementia kicked in a lot of [my mother’s] close friends found 
it really difficult to visit, so that just didn’t happen. […] my mum had lots of friends 
in the village and out with the village, but no. I don’t know if they are just frightened 
or didn’t know what to say. (Molly, FM21) 

Access to specialist services, facilitated by formal diagnosis, was highlighted as crucial as it 

afforded opportunities for supporting identity and participation of PWD. Several 

participants described barriers obtaining a diagnosis of dementia and a resulting delay in 

access to vital support. These issues were explored in detail elsewhere (Górska et al. 2013, 

Appendix 21). 

There were three aspects of environmental support identified as key relative to adaptive 

capacity and participation of PWD, across the dementia spectrum: adequacy of support, 
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social attitudes and consistency in terms of routine, people and places. These can be 

considered as causal mechanisms determining the adaptive capacity of the environment. 

Largely, participants acknowledged that with the progression of the condition, PWD 

required increased support from others. This related equally to practical support engaging 

in ADL and assistance in making decisions. However, the analysis suggests that PWD are, 

at times, provided with support that either exceeds or does not fully meet their needs. This 

may have a detrimental effect on their sense of competence, leading to a gradual loss of 

skills and withdrawal. By contrast, provision of support adequate to PWD level of ability 

appeared to maintain a sense of competence, agency and identity and promote 

participation: 

[my husband] always wants to make up the meals. So I always do the washing up and 
all that sort of thing. So that is what we do. He does the cooking and I do the cleaning. 
(Judi, PWD1) 

A few FM highlighted social attitudes towards PWD, which appeared to shape the manner 

they were related to by others and, in turn, may have had an impact on PWD sense of 

competence, agency, connectedness and identity. FM reported examples of behaviour 

which ignored, marginalized or patronized PWD, which may have undermined the 

adaptive capacity of the individual: 

[…] he likes people to talk to him. And people don’t talk so much now to him because 
they think he doesn’t understand but he understands very well, very well indeed.  
And because he doesn’t always answer doesn’t mean to say he is not interested. (Lisa, 
FM6) 

This can be contrasted with examples of behaviour which may support a person’s adaptive 

capacity, maintain identity and promote participation: 

They [nursing home staff] did well over Christmas in that they had a Christmas Party 
[…] and a Christmas tree and everybody got a present, everybody got a Christmas 
Card, which I think is super. I mean all right all the men got the same presents, all 
the women got the same presents and the whole lot got the same Christmas cards 
but that’s absolutely fine. I mean they call him Dr [surname] which doesn’t matter 
terribly but it does matter because what it means … or the Doc … it does mean that 
they are aware of his background to some extent. (Frances, FM18) 
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Consistency of routine, people and places was also recognised as important relative to 

supporting PWD participation and adaptation. Several FM highlighted that maintaining 

familiarity in these three areas, particularly enabling PWD to remain at home for as long 

as possible, had tangible consequences for their level of participation: 

[…] when she’s [my mother’s] here [at home] she potters about, she’ll make a cup of 
tea, she’ll do things. She’ll go out into the garden, when she’s in our house she just 
sits and she’s got no routine. She sleeps, she won’t make a cup of tea, she won’t do 
anything, she just seems to switch off completely […], where here she just, she does 
potter about and she will go out sometimes, out to the shop and get some milk. (Ina, 
FM7) 

It appears that the environment has significant impact on adaptive capacity and 

participation of PWD. However, the analysed evidence suggests that this is not the full 

story. It indicates that this impact should be considered in the context of the bi-directional 

relationship between the adaptive capacity of the environment and the adaptive capacity 

of the PWD. Indeed, it seems that the adaptive capacity of a PWD reciprocally shapes the 

adaptive capacity of the environment. In other words, sense of meaning, competence, 

agency, connectedness and identity of a PWD, manifested through one’s participation, 

impact upon the capacity of the environment to provide support. 

my mother has refused to let anybody help her including her own daughter. Partly 
to do with the fact that she’s always been independent and always likes to be the 
matriarch, always wants to run the show and do everything. But you would think 
there would come a point when you realised that you can’t do certain things for 
yourself and you would let other people in to help you but my mother wasn’t like 
that. (Keri, FM20) 

6.4.5 Summary 

The above findings suggest that the experience of living with and adapting to dementia 

related changes emerges over time in the context and out of ongoing participation.  

Participation and adaptation appear to be highly intertwined processes determined by 

dynamic interaction between the individual history of participation and adaptation, 

experience of specific symptoms, motivation for participation, identity and adaptive 

capacity of the environment. Hence, the overall experience of living with dementia was 

referred to as the adaptation through participation process. 
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Close analysis of personal and environmental factors identified as contributing to this 

process indicate that several causal mechanisms emerge out of dynamic interactions 

between these factors and impact upon PWD’s adaptive capacity and participation. The 

causal mechanisms shaping the adaptive capacity of the environment were indicated in 

section 6.4.4. The causal mechanisms contributing to the adaptive capacity of the PWD 

are explored in detail in key theme 2. The causal dynamics involved in the adaptation 

through participation process are also considered. 

 

The examination of findings presented in key theme 1 allows identification of five causal 

mechanisms shaping the adaptive capacity of a person: Sense of Meaning, Sense of 

Competence, Sense of Agency, Sense of Connectedness and Sense of Identity. When 

triggered, these causal mechanisms impact upon the adaptive processes in dementia and 

contribute to their outcomes. 

However, these causal mechanisms do not act in isolation. Neither is the relationship 

between these mechanisms and the adaptive processes in dementia linear. They emerge 

over time from the history of participation and remain in continuous, dynamic interactions 

with each other and with factors and mechanisms shaping the adaptive capacity of the 

environment; making determination of causal directionality challenging. 

Nevertheless, to facilitate understanding, each mechanism and its role within the overall 

adaptive dynamic is described below. The adaptive processes shaping participation in 

dementia are also explored. 

6.5.1 Sense of Meaning  

Sense of Meaning refers to the importance and value that engagement in certain forms of 

participation holds for a PWD. The Sense of Meaning is developed over time through the 

history of participation as individuals experience and reflect upon their engagement in 

various forms of participation. It incorporates enjoyment and the purpose of the activity 
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i.e., the activity can be important and valuable to a person because in itself it offers a sense 

of enjoyment, satisfaction and / or achievement e.g., singing in a choir; or because it allows 

achievement of valued outcomes e.g., participation in a choir as a means for social 

interaction and reflection of one’s identity. 

In the context of dementia, Sense of Meaning is triggered when a person experiences 

enjoyment, satisfaction or a sense of achievement because of engagement in a form of 

participation. Sense of Meaning appears to be influenced by dynamic interaction between 

an individual’s sense of competence, agency, connectedness and self; and the adaptive 

capacity of the environment. 

Analysis of the narrative evidence identified several examples how Sense of Meaning 

impacts upon PWD adaptive capacity and participation. One of these is Judi’s (PWD1) 

experience of returning to her church, following a period of non-attendance: 

I know the people that go [to the church]. The very first time that I went, I hadn’t 
been for a long time and I walked in and you have to walk down steps to get into the 
church itself and my goodness me all the folk I have known for years were, “Oh hello 
[Judi], hello [Judi]”. I was stuck with them. But there was no room for me to sit with 
them so I had to move on. But they used to be at church with me. […] I never go now, 
I never go.  (Judi, PWD1) 

Judi was a church member for many years. Her and her husband’s narratives indicate that 

being a church member was part of Judi’s identity and attending a Sunday service was an 

important component of her weekly routine, offering opportunities for social engagement 

which she valued and enjoyed. At the time of the interview, Judi reported that she no longer 

goes to church. The analysis of Judi’s narrative suggests that this withdrawal may have 

resulted from the interplay between her sense of agency and connectedness, and her 

congregation’s capacity to support these. However, the narrative by Judi’s husband 

indicates that her sense of competence may have also be part of this dynamic: 

I was taking her along to the church, driving along, […] pick her up again and she’d 
come home and say, “God, even the minister remembered my name,” […] and, “So-
and-so came up and spoke,” you know.  She said, “But I can’t remember the name.”  
I said, “It doesn’t matter, they remember you.” (John, FM1) 
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It seems plausible that Judi’s experience of diminishing memory, affecting her ability to 

remember people’s names and relate to them in a manner she was used to, combined with 

loss of control over her routine place within the congregation and resulting sense of 

disconnection with people she used to share a pew with, altered the Sense of Meaning she 

was assigning to church attendance, which had direct implications in terms of her 

participation as a church member. 

This example illustrates how a Sense of Meaning, as a causal mechanism, is essential in 

supporting adaptive capacity and participation in dementia. 

6.5.2 Sense of Competence 

Sense of Competence refers to the degree to which individuals are confident that they have 

the skills required for successful participation in the activities that they wish to or need to 

engage in. Sense of Competence is developed over time, through the history of 

participation and adaptation, as a person exercises their skills and reflects upon their 

effectiveness in achieving the desired / expected outcomes. The results of this reflection 

are influenced by person’s thoughts and feelings relative to personal goals and standards 

of performance as well as perceived external standards and expectations and direct 

feedback from others; and determine future activity choices. 

In the context of dementia, Sense of Competence is elicited when a PWD experiences 

successful accomplishment of a chosen activity. Sense of Competence is shaped by a 

dynamic interplay between symptoms experienced by a PWD, sense of meaning assigned 

to a form of participation, their sense of agency, connectedness and self; and the capacity 

of the environment to support participation. 

It seems however, that Sense of Competence might be particularly sensitive to the level of 

awareness experienced by a PWD. With the progression of dementia, a PWD who has 

intact awareness may demonstrate a reduced Sense of Competence related to their 

perception of reduced skills for participation. This is likely to be an adaptive response 

which, combined with other personal factors and adequate support of the environment, 

warrants safe and successful participation. However, it is also possible that, due to 
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experienced symptoms and inadequate external support, a PWD experiences a 

disproportionate loss of Sense of Competence leading to loss of skills for participation, 

despite 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 and she says she's forgotten how to use the washing 
machine. […] But I would say that the area of loss is, maybe a wee bit worse, but not 
much. Physically she's becoming more fragile I feel. Her confidence is going, 
definitely. (Isa, FM10) 

By contrast, evidence suggests that impaired awareness prevents PWD adjusting their 

Sense of Competence. Consequently, they may continue to engage in activities for which 

they lack sufficient skills. This, combined with inadequate external support, may gradually 

lead to withdrawal as a person experiences repeated failure and associates related activities 

with accompanying negative thoughts and emotions. Additionally, an inaccurate Sense of 

Competence may lead to hazardous behaviours, jeopardizing a person’s safety. 

[…] I don’t think my mum is very safe, as far as crossing roads and things. […] she 
tends to walk into the street and then focus on something she wants to talk about 
and then just stands and I keep saying, ‘You are going to get hit by car.’ You know, 
she has no road safety whatsoever as far as I can see. (Holly, FM3) 

Thus, it appears that Sense of Competence is a vital mechanism impacting adaptive 

capacity and participation in dementia. 

6.5.3 Sense of Agency 

Sense of Agency signifies a subjective belief that one has control over the initiation and 

execution of activities one engages in and over events in one’s life. It is developed through 

the history of participation as individuals experience and reflect upon the impact that their 

actions have in terms of achievement of personal goals and interactions with their 

environment. Those who feel in control over the outcomes of their actions seek out 

opportunities for participation, while those who assign control over outcomes to external 

factors tend to avoid participation. 

In the context of dementia Sense of Agency appears to be activated when a PWD 

experiences a sense of control in relation to choices and decisions which have direct 
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implications for their lives, including participation. Sense of Agency appears to result from 

a dynamic interaction between experienced symptoms, sense of meaning, competence, 

connectedness and self; and the adaptive capacity of the environment. 

It seems that, in the context of dementia, personal sense of competence and the 

environment’s adaptive capacity play a key role in this dynamic. While a person’s sense of 

competence determines whether a person engages in an activity / life event; the 

proportionality of support, social attitudes and consistency in terms of physical and social 

environment have the potential to either support or undermine a person’s Sense of Agency. 

For example, a person’s Sense of Agency can be supported by respectful support, 

proportionate to the level of the person’s ability and promoting choice and participation: 

Well when I go to the doctor my daughter comes with me usually and I think, I’m 
sure she comes in with me to make sure what they’re tell me. That she says my 
medication has to be taken every three or four hours that she knows it, what I’m 
saying to her. If she didn’t come in with me and I was saying maybe I have to take it 
every two hours and it’s maybe wrong me saying that it should be every four hours 
you know. So my daughter always goes with me when it’s a thing like that to make 
sure that what they’ve said is right in case my memory’s slipped you know. (Alison, 
PWD4) 

But, it can be compromised when decisions affecting PWD are made by others, without 

affording the person an opportunity to be involved; when the person is ignored or 

patronized in interactions with others; or when changes takes place within a social or 

physical environment that a person does not feel in control of: 

[…] in the garden [my mother] used to have grass and she would maintain that she 
could still cut this grass and she couldn’t cut the grass, she was incapable of taking 
the mower and cutting the grass. So my husband took it upon himself to explain this 
to her that he would lift all the grass and lay down pebbles so it was easily 
maintained. […] But when she saw this happening she was really upset because it was 
like losing, I think she thought she was losing control. So she’s been putting up 
barriers and making it difficult for me and for other people to help her.  (Keri, FM20) 

This example shows that Sense of Control is an important causal mechanism determining 

adaptive capacity and participation in dementia. 
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6.5.4 Sense of Connectedness 

Sense of Connectedness incorporates a sense of security and belief that one remains in 

respectful and caring relationships with the environment. It develops through the history 

of participation as individuals engage in, experience and reflect upon the quality of their 

relationship with their environment. It influences people’s adaptive capacity and 

participation. People who feel secure in their relationships with the environment actively 

seek opportunities for interactions; those who do not, tend to avoid forms of participation 

associated with a compromised Sense of Connectedness.  

In the context of dementia Sense of Connectedness seems to be realised when people 

experience positive, consistent interactions with their environment. This experience is 

influenced by a dynamic interaction between experienced symptoms, sense of meaning, 

competence, agency and self; and the adaptive capacity of the environment. However, it 

appears particularly sensitive to memory problems and confusion, and other symptoms 

that affect PWD communication and interaction skills. The capacity of the environment to 

support Sense of Connectedness related to the availability of the required support, social 

attitudes and consistency in terms of physical and social environment also play a vital role. 

A number of participants indicated that difficulty recognising family members and 

significant others experienced by PWD, particularly in the more advanced stages, threatens 

PWD sense of connectedness in a two-fold way. Firstly, it affects the way PWD interact 

with others, at times leading to confusion and withdrawal: 

I’m 100% sure [my wife would] like to be able to recognise her grandchildren, I’m 
sure she would. But she can’t, just can’t. And it’s a shame because they come on 
[Skype] and they shout ‘Gran’, […] they shout ‘Hi.’  And she’ll just look and then she’ll 
walk away.  She won’t even say ‘Hi’ or anything so I don’t know. That’s a hard one. 
(Jim, FM16) 

Secondly, it affects the way others interact with PWD, in the most extreme cases leading 

to withdrawal from the relationship: 

[my mother] used to think that [my nephew] was my Uncle [uncle’s name], [her] 
brother, a younger brother. And when you look at photographs they’re the spitting 
image of one another and she actually called [my nephew] [uncle’s name]. And he 
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used to be quite upset about that. […] ‘My gran doesn’t even know my name’ […] 
There’s not any connection, you know, I think now it’s just even my son doesn’t go 
up anymore and visit, you know, none of the boys go up. I think mostly because they 
didn’t want to see her like that. (Tess, FM19) 

Impaired skills for communication and interaction, related to difficulties processing 

information, word finding and speech coordination also impacts on PWD Sense of 

Connectedness, the way they interact with others and experience their participation, “I 

used to speak in company, I am sitting quiet. I am not taking things in as well as I used to.” 

(Helen, PWD2). 

The reviewed evidence indicates that the impact of the environment on individuals’ Sense 

of Connectedness is complex, multilayered and can be particularly profound. And so, the 

availability of the support adequate to the needs of PWD can enhance their sense of 

security and connectedness, while insufficient or excessive support can threaten it. Social 

interactions, including support delivery, marked by respect and sensitivity to individual 

needs can preserve Sense of Connectedness; but disrespectful, patronizing behaviour can 

hamper it. Similarly, familiarity of people and places can promote Sense of Connectedness, 

enhancing motivation for participation; whereas discontinuity in terms of the social and 

physical environment is reported to compromise Sense of Connectedness increasing the 

risk of reduced engagement. 

As such, Sense of Connectedness is recognised as a key causal mechanism impacting the 

dynamics of the adaptation through participation process. 

6.5.5 Sense of Identity 

Sense of Identity refers to a composite sense of who one is, incorporating an individual’s 

sense of meaning, competence, agency and connectedness, reflected in typical patterns of 

participation and social roles. It emerges through the history of participation, in the 

context of on-going interactions with the environment. 

In the context of dementia, sense of identity is upheld when a PWD can enact their sense 

of meaning, competence, agency and connectedness through a daily pattern of 

participation and social roles. This is determined by a dynamic interaction between the 
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person and the adaptive capacity of the environment. It appears that, if the ability of a 

PWD to engage in meaningful activities and roles is supported by their personal capacities 

and by their environment, the sense of identity remains preserved, supporting ongoing 

participation. If one or more components of this dynamic is compromised, PWD sense of 

identity may be threatened which resonates in a person’s participation. 

One striking example of such a dynamic relationship relates to the experience of Ingrid 

(PWD7), a 90 years old lady who had difficulty incorporating the experience and diagnosis 

of dementia into her sense of identity. Despite agreeing to participate in the study, Ingrid 

did not fully engage with the researcher. This partially related to her difficulty with verbal 

expression but also to the focus of the interview i.e., her experience of living with dementia. 

When asked about her memory problems she became agitated and her answers became 

short and monosyllabic. However, when the interview was finished Ingrid manifested her 

sense of identity in response to the researcher’s complimentary remarks about her garden 

which, according to Ingrid’s daughter Ina (FM7), has been her lifelong passion. Ingrid 

engaged in interaction with the researcher which gave insight not only into her sense of 

identity but also her sense of meaning, competence, agency and connectedness; and 

support available within her environment. It also provided evidence for the importance of 

sense of identity as a causal mechanism of adaptation and participation: 

“[…] after the interview, when I was admiring the garden [Ingrid] became quite 
animated. She opened the back door and showed me her garden, which she is 
obviously proud of. She laughed when I said the garden is so big she could have a 
party there. She explained that it’s too big for her to keep and that her son in law 
does the gardening for her. She also explained that the fence was missing because it 
belongs to the neighbouring Police Station and was knocked down by Police vans 
and never replaced. She was visibly pleased when I asked about the garden and happy 
to have the opportunity to show it to me.” (PWD7, field notes extract) 
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6.5.6 Causal Dynamics 

As indicated, the causal dynamics in dementia are determined by ongoing, non-linear 

interactions between factors and causal mechanisms shaping the adaptive capacity of a 

PWD; and those that determine the adaptive capacity of the environment. 

The above findings suggest that, as the causal mechanisms are triggered, they enter and 

influence the adaptive process, within which a PWD continuously engages in different 

forms of participation, reflects upon the related experience and, based on thoughts and 

feelings generated as part of this reflection, makes choices regarding future participation. 

The outcomes of this process appear to be determined not only by the status of causal 

mechanisms impacting on the adaptive capacity of a PWD but importantly, by interactions 

and the match between the adaptive capacity of a person and the adaptive capacity of the 

environment. Figure 6-1 graphically represents the conceptualisation of the Adaptive 

Processes in dementia. 
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This is illustrated in the narrative by Frances (FM18), a 72 years old lady whose husband, 

at the time of the interview experienced severe dementia symptoms. Frances recalled her 

husband’s stay at the hospital and his interactions with staff, which shaped his adaptive 

capacity and outcomes in terms of participation. 

There were some very, very poor staff on ward level […]. The assistant staff except for 
one who was first class, had obviously no idea that for instance shouting at him 
[participant’s husband] did not help.  And if you couldn’t move [my husband], if you 
took it a different way or chatted him up then he would cooperate. But once he 
became frightened, which he was, physically frightened sometimes; it didn’t work to 
shout at him. (Frances, FM18) 

This example shows how the attitudes of hospital staff, perhaps shaped by their lack of 

understanding of needs and/or insufficient training in supporting a PWD, entered a 

dynamic interaction with Frances’ husband’s adaptive capacity, determining his response 

to the situation. Frances’ narrative indicates that a different approach to care, more aligned 

with the needs and the adaptive capacity of her husband, had the potential to generate 

different, more adaptive outcomes. 

6.5.7 Summary 

The above findings indicate that the adaptive capacity and participation in dementia are 

influenced by the dynamic interplay between causal mechanisms which emerge over time 

in the context and out of dynamic interaction between the individual history of 

participation and adaptation, experience of specific symptoms, motivation for 

participation, identity; and the adaptive capacity of the environment. 

The causal mechanisms within a person include Sense of Meaning, Sense of Competence, 

Sense of Agency, Sense of Connectedness and Sense of Identity. When triggered, these 

causal mechanisms appear to enter and influence the adaptive process, within which a 

PWD continuously engages in different forms of participation, reflects upon the related 

experience and, based on thoughts and feelings generated as part of this reflection, makes 

choices regarding future participation. 

The outcomes of this process seem to be determined not only by the status of causal 

mechanisms determining adaptive capacity of a PWD but also by interactions between the 
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adaptive capacity of a person and the adaptive capacity of the environment; and the nature 

of experienced change or challenge. 

Importantly, the presented findings indicate that it is the degree of match between the 

adaptive capacity of a PWD and the adaptive capacity of the environment that shape 

trajectories of the adaptive process in dementia. These potential trajectories are considered 

in key theme 3. 

 

The findings presented above indicate that dynamic interactions, and a degree of match, 

between the adaptive capacity of a PWD and the adaptive capacity of the environment 

shape the outcomes of the adaptive process in dementia. 

The results of the narrative analysis suggest that these outcomes can be adaptive or 

maladaptive. Four trajectories of the Adaptive Process in dementia were identified through 

analysis. These include a) Maintaining Continuity, b) Ongoing Adjustment, c) Struggle and 

d) Withdrawal. 

These trajectories reflect various degrees of match between the adaptive capacity of a PWD 

and the adaptive capacity of the environment, manifested in the lives of PWD through the 

extent to which they are able to sustain engagement in social roles and routines that are 

meaningful to them; and through associated emotional reactions. 

The analysis indicates that the outcomes of adaptive processes in dementia are ‘mixed’ 

rather than ‘fixed’. In other words, PWD may experience different outcomes in different 

areas of their lives, demonstrating continuity in some and adjustment in others. Indeed, 

the same individual may struggle to adjust or even experience withdrawal in some areas 

where the adaptive capacity of the person is poorly matched by the adaptive capacity of 

the environment. 

This section presents findings indicating that adaptive outcomes in dementia are 

manifested through patterns of participation and emotional reactions to the experienced 
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change. The nature of adaptive trajectories and factors contributing to different adaptive 

outcomes are also explored and supported by the narrative evidence. 

6.6.1 Manifestation of Outcomes  

Based on the conducted analysis, the outcomes of adaptive processes in dementia appear 

to be manifested through the extent to which PWD are able to sustain engagement in social 

roles and routines that are meaningful to them; and the associated emotional responses. 

In occupational therapy, engagement in roles and routines is referred to as pattern of 

participation (Kielhofner 2008) and will be referred to as such hereafter. 

When speaking about changes and the outcomes of adaptive processes experienced by 

PWD, both PWD and FM consistently referred these to past and/or current patterns of 

participation. These patterns involved engagement in activities associated with a range of 

social roles such as being a spouse, parent, grandparent, friend, housekeeper, pet owner, 

gardener etc., and related responsibilities; as well as daily routines and habitual ways of 

doing things. These roles and routines were either upheld or altered, depending on the 

nature of the experienced change and the degree of match between the adaptive capacity 

of a PWD and the environment. 

[…] at one time I just used to say ‘away to the shops, away to [the local town] pick up 
birthday cards, Christmas cards and things like that’. […] And the thing is, I quite 
liked doing that. But the point is, in those days I could walk, I can’t now, not to a 
great extent. Take my wheels I lean on them but it can get quite exhausting. But I 
manage alright. (Karen, PWD8) 

The above citation illustrates how Karen’s routine, inclusive of regular community outings 

and the ability to do her own shopping, as well as her role as a housekeeper; changed due 

to her reduced motor skills. The in-depth analysis of Karen’s and her daughter’s narratives 

show that, as an outcome of the adaptive process, Karen’s pattern of occupation was 

adjusted. Namely, Karen’s adaptive capacity, compromised by reduced physical capacity, 

was matched by support from family members who undertook most of the shopping for 

her. As a result, Karen continued participating in the activity, but was only required to do 

minor shopping in local shops, “[my daughter] does the washing, does the shopping. I’ve 

done bits of shopping.” (Karen, PWD8). Hence, Karen’s routine and her role as a 
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housekeeper was adjusted but, as the adjusted pattern of participation reflected her sense 

of meaning, competence, agency and self, Karen successfully adapted to the experienced 

change. This positive adaptation was also demonstrated thorough Karen’s emotional 

response, suggesting acceptance of her current pattern of participation: “I manage alright”. 

Indeed, the analysed data suggests that the adaptive outcomes are also manifested through 

PWD emotional responses to the experienced changes and the adaptive processes that 

follow. Positive emotions such as acceptance or serenity appear to indicate a positive match 

between PWD and environment’s adaptive capacity, whereas negative emotions such as 

fear, anger, frustration, seem indicative of a poor match. A narrative by Karen’s daughter 

Hannah (FM8) illustrates a poor match between PWD and the environment’s adaptive 

capacity; manifested through change in Karen’s pattern of participation and the experience 

of negative emotions: 

[My mother] done a lot of sewing. She has three sewing machines and people used 
to bring sewing for her. […] And she loved doing that but her eyesight got that she 
couldn’t do it. And before she stopped doing it I had to do them over again for her. 
[…] so when she did go into hospital when she broke her hip, we [family] put them 
[sewing machines] away in the cupboard and she wasn’t happy. […] because she […] 
would have her machine out for a whole day doing all this sewing but once she’d 
finished them she didn’t know who they belonged to. […] And that’s what passed her 
time, her sewing passed her time. (Hanna, FM8) 

The above example illustrates how poor match between the adaptive capacity within the 

family i.e., not involving Karen in the decision that affected her ability to participate in the 

activity she valued and enjoyed, and Karen’s adaptive capacity; undermined her sense of 

agency, resulting in dissatisfaction with the altered pattern of participation and the 

experience of negative emotions. 

The narrative analysis, including the examples given above, suggest a range of possible 

outcomes that may be experienced by PWD, depending on the nature of the experienced 

change and the degree of match between their adaptive capacity and the adaptive capacity 

of their environment. The nature of these adaptive trajectories, as well as factors 

contributing to different adaptive outcomes are considered next. 
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6.6.2 Mixed not Fixed: Nature of Outcomes 

The analysis of the narrative data identified four potential adaptive trajectories that may 

be experienced by PWD: a) Maintaining Continuity, b) Ongoing Adjustment, c) Struggle 

and d) Withdrawal. These trajectories represent different outcomes, depending on the 

degree of match between the adaptive capacity of the PWD and the adaptive capacity of 

the environment. 

Findings presented in key themes 1 and 2 indicate, that mechanisms shaping the adaptive 

capacity of PWD and the environment, may induce adaptive or maladaptive outcomes. It 

appears that it is a combination of mechanisms, activated as part of dynamic, complex 

interactions between a person and the environment that determine these outcomes. Table 

6-5 shows examples of adaptive and maladaptive mechanisms that determine the adaptive 

capacity of PWD and the environment. 

Adaptive 
capacity 

Context Mechanisms 
Examples 

Adaptive Maladaptive 

 History of 
Participation 
and Adaptation 

Sense of Meaning 
Enjoyment 
Achievement / satisfaction 
Sense of involvement 

Lack of enjoyment 
Failure / dissatisfaction 
Boredom 

 Symptom’s 
Experience 

Sense of 
Competence 

Accomplishment 
Confidence 

Failure 
Uncertainty 

Person 
Motivation for 
Participation Sense of Agency 

Being in control Loss of control 

 

Identity Sense of 
Connectedness 

Experience of positive 
relationships with others 
Experience of consistency 
Experience of security 

Experience of negative 
relationships with others 
Experience of chaos 
Experience of insecurity 

 
 Sense of Identity 

Maintained roles 
Maintained routines 

Loss of roles 
Loss of routines 

 Family and 
important 
others  

Adequacy of 
Support 

Adequate support 
Adequate expectations 

Disproportionate support 
Inadequate expectations 

Environment 
Local 
communities 

Attitudes 

Understanding 
Involving 
Respectful 
Caring 

Lack of understanding 
Ignoring / marginalizing 
Patronising 
Unkind 

 

Formal services Consistency 

Consistency of routines 
Familiarity of people 
Familiarity of places 
Familiarity of objects 

Changing routines 
Unfamiliarity of people 
Unfamiliarity of places 
Unfamiliarity of objects 
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The analysed narrative data shows that PWD may experience different trajectories of 

adaptive outcomes in different areas of their lives. Like Karen (see section 6.6.1), they may 

undergo positive adaptation in one area but struggle to adjust in other, depending on the 

nature of the experienced change and the degree of match between the adaptive capacity 

of the person and the environment. The match is determined by a combination of adaptive 

or maladaptive mechanisms that enter the dynamics of the adaptive process as part of 

ongoing interactions between a PWD and the environment. 

Hence, trajectories of the adaptive process in dementia appear to reflect a spectrum rather 

than distinct categories. Indeed, all PWD in the sample experienced mixed adaptive 

trajectories. However, people living with mild symptoms were more likely to experience 

adaptive trajectories reflecting “Maintaining Continuity” and “Ongoing Adjustment” but, 

depending on personal circumstances, in some areas of life they could also experience 

maladaptive outcomes reflective of “Struggle” or “Withdrawal”. Likewise, people 

experiencing more advanced symptoms were more likely to experience maladaptive 

trajectories, but data analysis suggests that continuity and adjustment were also 

experienced in moderate and severe dementia. 

The overall trend seems to show an increase in maladaptive trajectories with the 

progression of the condition. This may be indicative of a decreasing adaptive capacity of 

PWD accompanied by an inadequate or simultaneously declining adaptive capacity of the 

environment. 

Four trajectories identified through the analysis of the narrative data are explained in more 

detail in the following two sections. Integrated narratives, reflecting the experience of four 

participants, are used to illustrate each trajectory. Although such use of the integrated 

narratives may suggest that the participants experienced distinct adaptive outcomes; the 

accompanying analysis will demonstrate that the indicated trajectories were simply 

predominant but by no means fully reflective of participants’ experience. 
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6.6.3 Adaptive Trajectories 

There were two adaptive trajectories identified through the narrative analysis, 

“Maintaining Continuity” and “Ongoing Adjustment”. These were predominantly 

experienced by participants living with mild to moderate symptoms. However, with the 

progression of dementia some participants in mild and moderate stages also demonstrated 

experience of maladaptive trajectories. This depended on the nature of experienced 

changes and the degree of match between their and their environment’s adaptive capacity. 

The two adaptive trajectories are explored in more detail below. This is supported by 

presentation and analysis of integrated narratives illustrating corresponding experience of 

two participants. 

6.6.3.1 “You have got to keep yourself going”: maintaining c ontinuity  

The trajectory “Maintaining Continuity”, represents a response to a change within a person 

or within the environment, which disrupts the pattern of participation and emotional 

wellbeing of a PWD but, given the match between the person’s adaptive capacity and the 

adaptive capacity of the environment, a person is able to regain continuity. Because of the 

strength of the adaptive capacity of the PWD and the environment, this trajectory may or 

may not involve reorganisation of usual roles and routines, but predominantly resolves into 

positive emotional reactions. 

Box 6-1 presents an integrated narrative, reflecting a story told by Helen (PWD2) and her 

husband Alan (FM2). The analytical coding indicating context and the mechanisms 

involved in the Adaptive Process, undergone by Helen, as well as its outcomes are also 

indicated. This is followed by further analysis, aiming to clarify the explored trajectory. 
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Helen is a 79-year-old retired admin worker. She lives with her 
husband in a two storey, semi-detached house in a small Scottish 
town. At the time of the interview, they have lived in the area for 53 
years. Although they do not describe their neighbourhood as a tight 
knit community, they have positive relationships with their 
neighbours and, in emergency, can rely on their support. They are 
happy with the services available within their local community. They 
can access shops and leisure facilities easily by car. 

Helen and Alan have two daughters who live within travelling 
distance. They are a close family and they visit each other frequently: 
“the girls they are good, really good oh yes. I wouldn’t go to outsiders, 
I am lucky I have got two families. […] when I came out of hospital 
they were changing the beds and getting things ready” (Helen). Helen 
also has a very close relationship with her husband. They enjoy 
spending time together. They share a social circle and their passions 
for food and bowling. They have always been a sociable couple. Alan 
describes their relationship as “a team job”. 

Helen has a wide circle of friends with whom she used to socialise 
frequently. This included daily outings to local shops and cafés, 
attending a local bowling club, as well as going for holidays together. 
Helen and Alan treasured their holidays. They used to go away twice 
a year to various destinations within Great Britain and abroad. Since 
her retirement Helen was an active member of a local over 50s club. 
She enjoyed the activities offered by the club and the opportunity to 
meet friends. She had a broad spectrum of hobbies which included 
sewing, bowling, reading, and walking. 

About 13 months prior to the interview Helen had a knee operation. 
While she was still in the hospital, her husband was approached by 
the nursing staff as they were concerned that Helen had been walking 
in the ward at night and about her confusion. It was recommended 
that Helen would benefit from a full physical and cognitive 
assessment. As a result, a brain scan was carried out which showed 
age related changes and, following a cognitive assessment, Helen was 
diagnosed with Alzheimer’s Disease. 

Helen struggled to come to terms with her diagnosis. On the one 
hand, she and her husband were finally able to better understand the 
difficulties she had experienced during the months leading to her 
operation e.g., working out how to use equipment like the cooker, 
washing machine, and TV; “after the operations and [when] they said 
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that I needed help, I think it really hit back there were some things 
that didn’t fit into place, you know. And now as I say, we know what 
is happening” (Alan). Pieces of the jigsaw started to fall into place and 
it became easier for Helen to request help from her husband: 

I was just walking up and down the kitchen, I wanted to get the 
cooker right and I couldn’t remember what to do, and I wasn’t 
wanting to tell him [Alan]. […] Now [Alan] does the, I put all the 
washing in and that but he just keeps, he wants to see that 
things are right with the cooker. (Helen) 

On the other hand, they had a fear of the future, related to the 
memories of Helen’s older brother who developed Alzheimer Disease 
a few years previous. He had deteriorated rapidly, and at the time of 
the interview was living in a nursing home, unable to express himself 
and recognise his loved ones. Helen also feared sharing the 
information with friends. She explained that she was concerned about 
being misunderstood, treated differently or being pitied: 

[…] they didn’t realise what I was going through then. So that is 
how it happened. And they would think I was funny, they were 
bound to. I should have maybe told them, but I couldn’t. […] I 
didn’t want everybody to know. I didn’t want them to be looking 
at me and saying, because I thought maybe I am alright, I wasn’t 
making a fool of myself when I went out or anything.” (Helen) 

This fear led Helen to withdraw from participation in previously 
enjoyed social activities such as Saturday evening outings with friends 
or events at her over 50s club. 

At the time of the interview, Helen remained under the care of her 
Consultant Geriatrician who actively encouraged her to share the 
information about her condition with her closest circle of friends. It 
took her some time to come to terms with the diagnosis, and to gather 
the courage, but after a few months of not seeing her friends Helen 
contacted a few couples she and her husband have had the closest 
relationships with and organised a dinner outing together. She 
enjoyed seeing her friends and going out on Saturday night again. 

R2: Doctor [name], she is always saying – 

R: “I think now you should tell some of your friends”, I just 
couldn’t get round to that you see. So this was just a day, that 
was a week ago? 

R2: Last Saturday.  

R: And we went for dinner, just in [home town] and that was, I 
mean I was bothered about you know telling them about me. I 
didn’t want to tell anybody until I had to. […] And [having told 
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them] I enjoyed my night, I did. (Helen and Alan, joint 
narrative) 

Having experienced positive reactions from those friends with whom 
she shared the information about her diagnosis, she grew in 
confidence to open up to others and re-join the over 50s club, “when 
I stopped working, I joined the [over 50s] club. That is quite a long 
time, well many years. But I am going to go back. I am I am going to 
go back” (Helen). 

After discharge from the hospital following the knee surgery and since 
the diagnosis Helen has been referred to a number of formal services, 
such as home care and the Care of the Elderly Team. She was assigned 
a psychiatric nurse, and prescribed medication to manage her 
dementia. Social Services have also been introduced and as a result 
Helen and Alan received help organising a financial welfare benefit. 
Although they value the availability of these services, they 
subsequently suspended all, except financial, external support. This 
financial support is used mainly to maintain the car and therefore is 
helpful in facilitating trips and daily activities. These would otherwise 
be less frequent due to growing fuel price and Helen’s limited 
mobility. 

Helen and Alan agree that, as long as it is possible they want to enjoy 
their life as normal: “You have got to keep yourself going, haven’t 
you?” (Helen). They were confident that at this stage of their lives and 
Helen’s journey with dementia, the support they can offer to each 
other, and is being provided by other family members, is sufficient in 
meeting their needs, “if we couldn’t get certain shopping, the girls 
would do it. […] it would be no bother to them.” (Helen); “I have got 
two daughters […]; we don’t really need outside help. We look after 
each other” (Alan). 
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The analysis of the above integrated narrative indicates that overall, the strength of Helen’s 

adaptive capacity combined with the adaptive capacity of her environment, resulted in 

ongoing, positive adaptation to the experienced changes and maintenance of continuity in 

Helen’s life. This was demonstrated through Helen’s re-established social participation; 

adjustments made by the couple in terms of support provided by Alan to facilitate Helen’s 

ongoing engagement in her housekeeping routines; and positive emotional adaptation. 

The context of the adaptive process experienced by Helen, the contributory factors and 

mechanisms activated to facilitate it are detailed in Figure 6-2. 
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It is important to highlight that, although the overall outcome, at this stage of Helen’s 

experience of living with dementia, appeared to be marked by the trajectory of Maintaining 

Continuity, it resulted from the adaptive process which lasted a few months and 

incorporated phases of Adjustment and even Withdrawal. 

This supports the preposition that the experience of living with dementia should be 

understood in terms of mixed rather than fixed adaptive trajectories. 



 

 
215 

 

 

“You have got to keep yourself going, haven’t you?”

A
D

A
P

TI
V

E 
C

A
P

A
C

IT
Y

Early and mid adulthood / working age:
 Long-term employment (production 

lane and, latterly, administrative job)
 Married at age of 24
 Rearing two daughters
 Community involvement (church 

member / Sunday club teacher; active 
member of a bowling club)

 Interests: sewing, reading, jigsaw 
puzzles

Early and Mid Adulthood:
No adverse events reported

Late Adulthood:
 Maintaining roles and identity 

as a worker, wife and mother
 Successful integration of new 

roles i.e., retiree, 
grandmother, member of over 
50s club

 Strong marital, family and 
social relationships

Age and context at diagnosis:
 79 years of age
 During hospitalisation due 

to knee surgery hospital 
staff was alerted to Helen’s 
night-time wandering 
behavour and confusion

 Medical investigation 
resulted in diagnosis of 
dementia due to 
Alzheimer’s Disease

 CT scan inconclusive

M
IS
M
A
TC
H
 ↔

 M
A
TC
H

TIME

PATTERN of PARTICIPATION

Current age (up till the interview at 79):
MILD symptoms of dementia
Experienced main changes (areas)
 Decreased ability to go out 

independently
 Decreased physical capacity, mainly 

mobility due to recent knee surgery
 Decreased cognitive capacity affecting 

ability to effectively use everyday 
objects and communication and 
interaction skills.

Currently (up till the interview):
Continuous adaptation to changes supported by
ADAPTIVE CAPACITY OF THE PWD e.g.:
 Maintenance of interests in previously enjoyed activities (Personal 

Meaning)
 Re-gained sense of competence
 Strong sense of agency and sense of self
 Motivation to re-start participation in over 50s club and social engagements
 Strong Sense of Connectedness - availability of and will to access family, 

social and formal support, when required
ADAPTIVE CAPACITY WITHIN THE ENVIRONMENT e.g:
 Close, supportive marital and family relationships
 Positive social relationships, supportive friends (attitudes)
 Appropriate level of support (family, services)
 Consistency (routines, people, places)

Late Adulthood:
 Experience of gradual 

physical deterioration i.e., 
high blood pressure, 
mobility issues due to 
damaged knee

 Recent knee surgery

History of Participation and Adaptation
Motivation for Participation

Identity

Experience of Symptoms

Continuous Participation

Positive Emotional Adaptation
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6.6.3.2 “You’ve just got to make adjustments to your life”: ongoing adjustment  

The “Ongoing Adjustment” trajectory reflects the experience of a PWD who undergoes 

recurrent disruptions to their pattern of participation, caused by internal or external 

change. In this trajectory, the adaptive capacity of a PWD is not sufficiently matched by 

the adaptive capacity of the environment and as a result, adjustments of the internal or 

external factors and mechanisms are required to facilitate new or adjusted forms of 

participation. These adjusted patterns of participation result in longer-term stability and 

are accompanied by overall positive emotional adaptation by a PWD. 

Box 6-2 presents an integrated narrative reflecting the story told by Judi (PWD1) and her 

husband John (FM1). This includes the coding of context, mechanisms and outcomes 

involved in the adaptive process undergone by Judi, followed by further analysis aiming to 

clarify the explored trajectory. 

Judi is an 83-year-old lady, described by her husband John as 
extremely intelligent, highly sociable and amenable. She lives with 
John and their pet dog, Jazz, in a semi-detached house in a Scottish 
town. She has a son and a daughter who live locally. 

For years Judi enjoyed a demanding job as a civil servant, at which “she 
was very good” (John). Between her job and family, community and 
social life she successfully and with ease, managed multiple 
responsibilities. She retired about 20 years ago. Throughout her life 
Judi experienced various hardships such as losing her youngest child 
and her mother around the same time and going through a divorce 
process. She always bounced back. John describes her as highly skilled, 
motivated and involved. 

Music has always been a source of immense pleasure for Judi and for 
many years she was an active member of a choir through which she 
was involved in various charitable activities. She was also a talented 
artist and painted for pleasure but some of her work also found keen 
buyers, “she used to sell her paintings. She made quite a wee bit out 
selling paintings” (John). Judi is very proud of her paintings, especially 
the portrait of her husband, completed as a surprise birthday gift, 
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which is displayed with pride of place in her living room. Doing jigsaw 
puzzles also used to be one of her favourite pastimes. 

Judi maintained her family and community involvement as well as her 
main interests throughout adulthood. She upheld most of the 
housekeeping responsibilities up until her late 70s. She was highly 
independent but when required, could rely on support from family 
and friends.  

When Judi was 80, John noticed his wife’s problems attending to and 
retaining information. At first, he thought she was simply not paying 
attention. But with time he noticed Judi’s increasing confusion, and 
marked deterioration in the volume and the content of the 
information she could recall. John shared his concerns with the local 
GP who referred Judi to a Consultant Psychiatrist for specialist 
assessment.  

About three years ago [I noticed] she wasn’t retaining what you 
were saying to her, you know, I just put it down she’s not 
listening to me.  But it gradually got worse and I mentioned it to 
the doctors. (John) 

As a result, within a few months, Judi was given a diagnosis of 
dementia. Soon after the diagnosis Judi was assigned a community 
psychiatric nurse (CPN), who became involved in Judi’s care and 
provided assistance in organising the necessary support. At the time 
of the interview Judi was described by medical profession as 
experiencing moderate stages of dementia but the CPN was the only 
source of professional support as, according to Judi and John, no 
further assistance was required. 

Despite this, Judi gave a conflicting account of her experience related 
to dementia. On one hand, she stated that she was well and dementia 
did not have an impact on her life: “…things are more or less the same 
way they have ever been”. She described her ability to attend to 
household related tasks and satisfaction with her current routine: “I 
do my ironing; […] I always do the washing up.” On the other hand, 
however, both Judi and John spoke about Judi’s loss of interest in her 
past activities of singing, painting, and doing jigsaw puzzles: “I used to 
do a lot of painting.  I can’t be bothered with it now.” (Judi); “Before 
[dementia] she’s done jigsaws, puzzles, paint, you know, and that all 
stopped” (John). Judi describes her dissatisfaction with her limited 
social involvement and inability to engage in previously enjoyed 
activities: “I am not happy because I can’t do what I used to do”; “I used 
to be able to go out myself and things like that.  I can’t do that now.  
And it used to be quite the thing to just go out along the road, get the 
[shopping] and come back.” Judi described how she gradually stopped 
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going to her local church, she believes a recent knee injury and her 
damaged hip are contributing factors: “with getting this leg in a mess 
I can’t go out the same now”. Additionally, she spoke about missing 
her close friend who passed away recently and with whom she used to 
meet weekly for coffee and a chat “she was a very good friend of mine, 
she really was. We used to have some great fun, just talking. […] I really 
do miss her”. 

John also noted his wife’s withdrawal from engagement in activities 
and from social interactions. He associated it with Judi’s physical 
deterioration, and with her desire to remain in a familiar and safe 
home environment. He described changes in Judi’s daily routine 
which, previously filled with various social and household related 
activities, was now limited to watching TV and doing a few 
housekeeping chores. 

She’ll get up [in the morning], have her breakfast, go back to 
bed.  She’ll get up at lunchtime, have her lunch, maybe sit 
around for an hour or so, then she’ll go back to bed.  She’ll get 
up, sit around, maybe watch television with me, you know. I’ll 
go and make the dinner, she’ll do the washing up, come back, sit 
down there until nine o’clock and that’s when we go to bed.  
That’s our normal day. (John) 

Changes in Judi’s health and related changes in her routine also had 
an impact on John’s daily activities. Both Judi and John acknowledged 
that he rarely went out with his friends, something that he did 
regularly for years: “[John] used to go out with some chaps on a 
Monday; they used to go out at night. But he has given that up” (Judi). 
John spoke about his reluctance to leave his wife at home by herself 
for an extended time. He admitted that these factors, in combination 
with his deteriorating physical health, result in his gradual withdrawal 
from previously enjoyed social commitments, leaving him isolated and 
feeling resigned to the situation. 

I used to go fishing … a chap and me used to go fishing away in 
the morning until about four at night. […] I think I’m getting 
now to the stage I don’t like leaving her too long on her own. […] 
I’m just resigning myself.” (John) 

Additionally, over the last two years John has gradually taken over 
responsibility for most household tasks which previously were strictly 
Judi’s domain: “Cooking and shopping.  […] I’ve got to make sure 
there’s money in her account, things like that, you know […]. I’m doing 
things now I’d never done in my life before”. John perceives these new 
responsibilities as part of his commitment in marriage and a part of 
life: “you’ve just got to make adjustments to your life, you know, that’s 
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what you married for and nobody ever said it was going to be plain 
sailing”. However, he admits that the additional pressures, at times, 
take a toll on both his relationship with Judi and his own health. 

The above integrated narrative suggests that, the ongoing changes experienced by Judi and 

John and the impact these changes have on Judi’s adaptive capacity and on the adaptive 

capacity of her environment, require ongoing adjustments to maintain a pattern of 

participation that is satisfactory to Judi. 

The analysis of Judi’s and John’s narratives indicate that changes experienced by Judi 

impact her own, and John’s adaptive capacity. Although, at the time of the interview, the 

couple were managing to maintain their independence and chose to adjust within their 

own supportive dyad to sustain this; they were both experiencing changes which made the 

ongoing adjustments increasingly challenging. This was reflected in the altered pattern of 

Judi’s participation in household roles and responsibilities, which were increasingly 

supported or taken over by John; changed patterns of Judi’s social participation; and 

expressed dissatisfaction with these experiences. 

The analysis suggests that overall, at this stage, Judi’s experience reflected an “Ongoing 

Adjustment” trajectory. However, it also shows that in some areas she experiences 

Continuity (e.g., ironing), Struggle (e.g., independent community participation) and 

Withdrawal (e.g., painting). 

The context of the adaptive process experienced by Judi, the contributory factors and 

mechanisms activated to facilitate it are detailed in Figure 6-3. 
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“You’ve just got to make adjustments to your life”
A

D
A

P
TI

V
E 

C
A

P
A

C
IT

Y

Early and mid adulthood / working age:
 Long-term employment: Civil Servant
 Married, rearing two children
 Re-married
 Community participation (choir, 

church)
 Social participation (work, friends)
 Varied interests (e.g., music, painting, 

jigsaw puzzles)

Early Adulthood:
 Loss of child
 Loss of mother

Late Adulthood:
 Family involvement (wife, 

mother, grandmother)
 Community participation (choir, 

church)
 Social participation (work, 

friends)
 Maintenance of interests

At 80 years of age:
 Husband notices changes 

in memory
 GP referral for dementia 

assessment
 Diagnosis of dementia 

(unspecified)

M
IS
M
A
TC
H
 ↔

 M
A
TC
H

TIME

PATTERN of PARTICIPATION

Mid Adulthood:
 Divorce

Early 80s (up till the interview at 83):
MODERATE symptoms of Dementia
Experiencing gradual changes in terms of
 Personal Meaning and Motivation for 

engagement in valued activities
 Community participation (withdrawal)
 Social participation (withdrawal; loss of 

relationships e.g., passing of the best friend)
 Ability to maintain roles and responsibilities

Early 80s (up till the interview at 83):
Adaptive process shaped by
ADAPTIVE CAPACITY OF THE PWD e.g.:
 History of participation and adaptation
 Adjusted Personal Meaning (e.g., listening to music)
 Adjusted Sense of Competence and Agency
 Maintained sense of Connectedness and Identity
 Experience of symptoms
ADAPTIVE CAPACITY WITHIN THE ENVIRONMENT e.g:
 Adjusting marital roles and responsibilities (adequacy of support)
 Deteriorating health of Judi’s Husband
 Access to family support
 Liaison with dementia services
 Modification of physical environment (e.g., stair lift)

Judi’s History of Participation and Adaptation
Motivation for Participation

Identity

Experience of Symptoms

Ongoing Adjustment
Dissatisfaction with current pattern of participation
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6.6.4 Maladaptive Trajectories 

The analytical processes revealed two maladaptive trajectories, “Struggle” and 

“Withdrawal”. These were predominantly experienced by participants living with moderate 

to severe symptoms. However, depending on the nature of experienced changes and the 

degree of match between PWD and their environment’s adaptive capacity, people in more 

advanced stages of dementia appeared to also experience adaptive trajectories. Equally, the 

experience of maladaptive trajectories was identified through the analysis of narrative 

accounts by those described by health care professionals as living with mild dementia. 

Below, the two maladaptive trajectories are explored in more detail. This is supported by 

narrative evidence reflecting the experience of two PWD. 

6.6.4.1 “Nothing wrong with it [my memory]”: struggle 

“Struggle” reflects a mismatch between the adaptive capacity of a PWD and the adaptive 

capacity of the environment. Because of this mismatch, a PWD and/or the environment 

struggles to adjust and, as a way of coping, resorts to patterns of participation which appear 

familiar or safe but are not effective in terms of achieving long-term stability. 

Consequently, a PWD experiences repeated failure, accompanied by negative emotions 

such as frustration, disappointment or anger. This may further compromise the adaptive 

capacity of a PWD. As this dynamic includes environment interacting with a PWD, its 

adaptive capacity may also become compromised. 

Factors that impact upon the adaptive capacity of PWD experiencing the trajectory of 

Struggle include progressive deterioration in terms of dementia symptoms which, in 

interaction with the environment, affects their sense of meaning, competence, agency, 

connectedness and self. 

The adaptive capacity of the environment may be impacted by numerous factors including 

the growing requirement for support on the part of a PWD, insufficient resources and 

increasing exhaustion, inadequate understanding of PWD needs or knowledge as to how 

to best support a PWD; lack of consistency in terms of routines, people and places. 
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An integrated narrative, reflecting interviews with Ingrid (PWD7) and Ina (FM7), is 

outlined in Box 6-3 (see Appendix 20 for examples of anonymised transcripts). Indicators 

of context and mechanisms involved in the Adaptive Process experienced by Ingrid, as well 

as its outcomes are also included. This is followed by further analysis, aiming to clarify the 

explored trajectory. 

Ingrid, a 90-year-old lady, lives on her own in a semi-detached two 
storey house with a private garden, which she is very fond of. She has 
a daughter, Ina, a son in law and three grandchildren who visit 
regularly. Ingrid has a good relationship with her neighbours who, 
over the years, have become friends and a source of support. 

Ingrid pursued a career as an occupational therapist, from which she 
retired at the age of 65; but it was the family which has always been 
central to her life. Since her husband’s death 33 years ago, Ingrid has 
been actively supporting Ina in rearing her family but also actively 
engaged in a range of interests.  

At the age of 80 Ingrid was the president of a regional bowling 
association and treasurer in her local bowling club. She was a 
passionate bowler. She was also a skilful pianist and enjoyed playing 
at the local social club of which she was an active member. Ingrid was 
a very sociable person and enjoyed spending time with her family and 
friends. She loved outdoors and nature. She was an enthusiastic reader 
and took pleasure in participating in craft activities. 

At 80 Ingrid started experiencing problems with her knees and hip. 
She was awaiting a hip replacement however, this was postponed due 
to high blood pressure which was diagnosed during a pre-admission 
medical investigation.  

About two years later Ingrid experienced a series of mini-strokes. She 
was under the care of a Consultant Geriatrician who, over time, 
managed to stabilise her blood pressure so that she could undergo the 
hip replacement. While recovering in the hospital Ingrid became 
unwell with a “diarrhoea bug”. According to Ina, despite still being 
unwell and services not being put in place, Ingrid was discharged 
home where she was cared for by her daughter and grandchildren. 
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After four days, due to deteriorating health, she was re-admitted to 
the hospital. 

After six weeks in the hospital Ingrid was discharged with home care 
services attending in the morning and in the evening. These services 
were to assist with personal hygiene and morning and bed-time 
routines. However, Ina continued to provide support with the 
majority of household activities. 

Around the same time Ina, and others within Ingrid’s circle, noticed 
gradual but progressive changes in her cognitive abilities and her 
motivation to engage in activities she had previously enjoyed. The 
most significant was her withdrawal from all leisure activities and 
organisations she had been enthusiastically involved in. She tended to 
spend all day at home sitting or dozing off on the sofa in her living 
room. 

When she was 80, I never phoned my mother before about 10 
o’clock at night, she was never in, she was out in different places. 
[…] She went from that to being in the house and I knew she 
needed to get out. (Ina) 

Initially, Ina assumed this was due to physical limitations related to 
decreased strength and energy levels. She also believed her mother 
was embarrassed about her deteriorating health and lost confidence 
for participation. 

She didn’t go out after [hospitalisation], I think she was 
embarrassed and she lost her confidence.  She wouldn’t go back 
to the bowling club, she wouldn’t go to the indoor bowling and 
watch and that was when she just kind of drew in on herself.  
And slept and ate. (Ina) 

Ingrid’s cognitive function continued to deteriorate. Ina was 
concerned about Ingrid’s increasing apathy and loss of interest in 
doing anything. She was also worried about her mother’s safety 
outdoors as, at the time, Ingrid was still driving. This was resolved 
when Ingrid lost access to a car due to a road incident. However, she 
replaced the car with a mobility scooter, which she used successfully 
until, according to Ina, she gave it up because of a separate incident. 

Ingrid was neglecting her personal care. She consistently refused care 
staff support with her shower routine and was not attending to it by 
herself, “[Home care staff] are supposed to encourage her and try and 
get her to have a shower every morning […] And she needs to shower 
on a daily basis and she won’t.” (Ina). Additionally, although the food 
was prepared for Ingrid in the morning, the carers regularly found it 

 Re-admission 

 Services: 
support 

 Adaptive 
capacity: family 
 
 
 
 
 

 Experience of 
symptoms: 
cognitive 
function 

 Motivation for 
Participation 

 Change: 
pattern of 
participation 

 Sense of 
Competence? 

 Experience of 
symptoms: 
cognitive 
function 

 
 
 
 
 
 

 Withdrawal 

 Struggle 

 Sense of 
competence 

 Adaptive 
capacity: PWD 

 
 
 

 Sense of 
Competence 

 Sense of 
Agency 

 Sense of 
Competence 

 

 Adaptive 
capacity: 
environment 

 Services: 
support 

 Struggle 
 
 



 

 
224 

 

uneaten in the evening. As a result, the existing package of care was 
extended to include a lunch time visit, with a specific focus on meal 
preparation. 

This prompted Ina to look for professional help. She was trying to 
access services that would involve her mother in any form of activity 
and provide social participation. She was advised by health 
professionals that before anything could be done her mother had to 
have a Social Worker allocated. Ina has struggled to access this service. 

Additionally, Ina requested that her mother undergo a medical 
examination by her GP. Ingrid ‘passed’ a cognitive examination, 
therefore no medical intervention was initiated. However, Ingrid’s 
family were increasingly worried as they observed her gradual 
deterioration, and felt helpless and inadequate witnessing it without 
being able to help. 

Following Ina’s prolonged engagement with Health Care Services, at 
the age of 87, Ingrid was given a diagnosis of Alzheimer Disease and 
assigned a Community Psychiatric Nurse. This was about five years 
after Ingrid’s discharge from the hospital and Ina’s initial concerns 
regarding symptoms experienced by her mother. At the time of the 
interview Ingrid was described by health professionals as experiencing 
mild symptoms of dementia. 

Although Ina found her initial engagement with the services 
challenging and thought that, due to delayed diagnosis, opportunities 
were lost to prevent Ingrid’s deterioration; she was pleased that Ingrid 
gained access to the support and medication she required. 

as soon as she was diagnosed all the doors opened, which was 
wonderful. […] but it was too late because she needed the 
stimulation before that. […] And then what’s been lost can’t be 
regained. (Ina) 

Ingrid does not acknowledge her diagnosis, “Nothing wrong with it 
[my memory]” (Ingrid). She becomes withdrawn and irritable when 
asked about her experiences related to memory problems, “[…] she 
doesn’t think there’s anything wrong with her memory, […] she says 
“My memory’s fine.”  And she gets rattled.” (Ina). 

Ingrid is an “incredibly strong willed” (Ina) lady who values her 
independence. She continues to resist home care staff support, 
particularly related to personal hygiene but has recently accepted Ina’s 
support with shower. Ingrid withdrew from the majority of her 
previous social and community engagements, although continues to 
occasionally attend one of the local organisations, “I go to the [local 
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organisation] sometimes. […] there is demonstrations and talks. It is 
once a month” (Ingrid). 

Ingrid is no longer able to pay overnight visits at Ina’s house, as she 
appears to get confused and struggles to engage in any activities. 
However, when at home, she enjoys being able to spend time in the 
garden, go out to local shops, attend the Day Centre or potter around, 
“I go out into the garden, I can sit, I watch people go up the path and 
up the street” (Ingrid). Neither Ingrid nor Ina would, at this stage, 
consider Ingrid moving, “She doesn’t want to move out of here, I don’t 
want her to move because she’s been in this house for 56 years now.” 
(Ina). Ina believes that remaining in a familiar environment helps 
Ingrid to maintain a level of participation which would not be possible 
elsewhere.  
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The above integrated narrative shows Ingrid’s and her environment’s ongoing effort to 

maintain a level of continuity in Ingrid’s life. Overall, due to the repeated cycle of 

mismatch-match between Ingrid’s and the environment adaptive capacity, her story was 

used to illustrate the trajectory of Struggle. However, there is also evidence of Maintaining 

Continuity and Adjustment; as well as Withdrawal. 

The analysis of Ingrid’s and Ina’s stories show how Ingrid’s adaptive capacity has been 

compromised over time due to her experience of physical and cognitive deterioration 

related to dementia and other age-related conditions; and related changes in her sense of 

competence, agency, connectedness and self. Equally, the adaptive capacity of the 

environment has been affected by e.g., Ingrid’s limited symptom’s awareness and 

resistance shown towards support provided by home care staff; the delayed process of 

diagnosis and challenges related to access to and coordination of formal support.  

However, despite overall deterioration, there are personal and environmental factors and 

mechanisms that support the on-going process of returning to ‘match’ between her and 

her environment’s adaptive capacity, allowing a level of participation that, at the time of 

the interview, appeared satisfactory to Ingrid. These are detailed in Figure 6-4. 
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“Nothing wrong with it [my memory]”

A
D

A
P

TI
V
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C

A
P

A
C

IT
Y

Early and mid adulthood / working age:
 Long-term employment as an AHP
 Married, rearing a daughter
 Community engagement
 Social participation
 Wide range of interests

Early to mid adulthood:
 No adverse events 

reported

Late adulthood:
 Family engagement: supporting daughter raising 

three children
 Integrating new roles of retiree and a 

grandmother into her sense of self
 Community participation: treasurer at bowling 

club, president of regional bowling association, 
membership of a local women’s organisation

 Social participation: actively socialising with a 
group of friends

 Maintenance of previous and undertaking new 
interests: bowling, gardening, music, theatre

Age and context at diagnosis:
 Marked physical deterioration from 

the age of 80 (TIAs; hip replacement)
 Hospitalisation – infection
 Discharge followed by re-admission 

due to dehydration
 Marked loss of weight
 First symptoms of cognitive decline at 

the age of 82
 Diagnosis of AD at the age of 87 
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PATTERN of PARTICIPATION

Current age (up till the interview at 90):
Experienced main changes (areas)
 Deteriorating physical and cognitive health affecting 

growingly larger range of motor and process skills
 Difficulty recognising people
 Withdrawal from a number of ADL and majority of IADL
 Loss of independence: loss of skills for driving safely
 Deterioration of communication and interaction skills
 Withdrawal from community participation
 Maintenance of some social engagement (Day Centre; 

adjusted participation in a Local Organisation)
 Altered pattern of participation

Current age (up till the interview):
Continuous adaptation to changes supported by
ADAPTIVE CAPACITY OF THE PWD e.g.:
 Strong sense of agency and sense of self
 Adjusted sense of connectedness: family
 Altered sense of connectedness: friends and social groups
 Personal meaning: interests in gardens, family
 Altered sense of competence but maintained motivation for 

participation (“She loves going out”, Ina)
 Deteriorating physical and cognitive health
 Limited awareness of cognitive symptoms
ADAPTIVE CAPACITY WITHIN THE ENVIRONMENT e.g:
 High level of family and community support
 Home care to assist with some ADL (meal preparation, personal care)
 Day Care to facilitate social participation
 Challenges accessing appropriate formal services / care
 Some inconsistency of routine and people (formal care)
 Consistency of place; some consistency of people (living at home, 

family, neighbours)
 Changing identity: “I’ve lost my mum there as a person” (Ina)

Ingrid’s History of Participation and Adaptation
Motivation for Participation

Identity

Experience of Symptoms

Late adulthood:
 Loss of husband
 Symptoms of 

musculoskeletal ageing 
(knee problems; hip 
arthritis)

Struggle to maintain / support participation
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6.6.4.2 “I was very worried about him because he had increasing inertia”: withdrawal  

A trajectory reflecting recurring mismatch between the adaptive capacity of a PWD and 

the environment, leading to disengagement from participation, was identified as 

“Withdrawal”. This trajectory is characterised by the experience of persistent stress and 

exhaustion, on the part of the PWD and/or the environment, meaning that successful 

adjustment is difficult to achieve. 

The adaptive capacity of a PWD is likely to be compromised by deteriorating health, 

leading to increasing loss of skills for participation. Due to the history of Struggle, a PWD 

may experience significant changes in the sense of meaning, competence, agency, 

connectedness and/or self, affecting their adaptive capacity. 

Similarly, the adaptive capacity of the environment may be reduced through ongoing, 

dynamic interaction with a PWD e.g., emotional challenges; inadequate skills / resources 

to provide the required support; and / or lack of understanding of exhibited behaviour. 

Box 6-4 presents an integrative narrative, reflecting the story told by Frances (FM18). 

Frances’ husband Jock, at the time of the interview, was experiencing severe dementia and 

was unable to take part in the study. This was in line with ethical requirements for research 

involving vulnerable groups (Scottish Government 2000). However, consequently, the 

presented narrative reflects Frances’ account of her and Jocks’ experience of living with 

dementia, which might have been different if Jock’s perspective had also been included. 

The narrative comprises coding exploring the context and mechanisms involved in the 

Adaptive Process undergone by Jock, as well as its outcomes. This is followed by further 

analysis aiming to clarify the explored trajectory. 

Five years prior to the interview Frances and her husband Jock 
participated in a big family occasion. It was then that their niece first 
noticed Jock’s difficulty participating and was concerned about his 
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experience 
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confusion. She shared these concerns with Frances who, at this stage, 
did not see her husband’s behaviour as out of the ordinary. 

Although over the few months that followed Frances was perturbed 
by a few incidents of Jock getting lost in places which he had visited 
regularly over the last 20 years and knew very well, she did not 
investigate the reasons for this behaviour further. She thought that 
these incidents could be, to some extent, explained by Jock’s 
progressing macular degeneration and symptoms of his diabetes. It 
was not until she became alarmed by Jock’s increasing apathy and 
inactivity when she decided to seek medical advice. Frances was 
worried about her always extremely busy and highly involved husband 
losing interest in, and becoming increasingly withdrawn from, 
previously enjoyed activities. 

I was very worried about him because he had increasing inertia.  
Now he was a very, very active man, he walked for miles, he is 
still very physically fit. He used to walk the dog on the [local 
hills], he gardened manically and very well in what is a whole 
acre of garden that we have here. And not suddenly, but 
gradually, he became less and less interested in all of this. And 
sat more than I’d ever known him in nearly 50 years of marriage. 

Frances described Jock as an “extremely clever man”, who for almost 
40 years served his local community in a professional role and, in 
recognition of his skills and achievements was awarded a Fellowship 
by his professional body. Privately, his wife, three daughters and their 
families were Jock’s utmost priority. However, he was also actively 
involved in two local Churches and served in both as an elder. Jock 
had a broad spectrum of hobbies and interests. He loved music and 
over the years had sung with numerous choirs. He enjoyed long walks 
with his dog and kept his fitness level to a high standard. Jock was also 
a keen gardener, fisherman and reader. He was a very sociable person. 
His kindness and gentle manner made him very popular with those he 
came in contact with. 

In response to Frances’ request a brain scan was completed, which 
revealed deterioration of Jock’s brain tissue. The referral was made by 
the local GP to the Care of the Elderly Team for specialist assessment. 
Cognitive assessment followed, a procedure which Jock found very 
distressing due to his difficulty answering questions which he was 
profoundly aware of, this led to the diagnosis of dementia. Following 
the diagnosis, a Community Psychiatric Nurse was appointed to 
monitor Jock’s condition and to provide the necessary assistance. 

Frances recalls that following the diagnosis, despite deteriorating 
memory and increasing confusion, her husband was still managing to 
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successfully perform most of his normal daily activities. However, with 
time, his wandering behaviour, combined with diminishing safety 
awareness, made it increasingly difficult for Frances to leave her 
husband unattended. This prompted her to explore options for Jock to 
attend a local Day Centre, which resulted in securing one day a week 
placement within the local Day Care facility. This was later extended 
to two, and in the latest stages to three, days a week. Frances was 
pleased with the kindness, and the level of care offered by the staff. 
She appreciated the staff’s ability to cope with her husband’s complex 
dietary needs related to his diabetes and coeliac. 

In the meantime, a private carer was employed to support Jock with 
his outings one morning a week. Also, due to Jock’s progressive 
incontinence and tendency to walk around the house at night time, a 
private nurse was hired to provide over-night care one night a week. 
All this gave Frances respite however, the strain of caring for her 
husband was growing and so was Frances’s physical and emotional 
exhaustion. Witnessing this the family insisted on organising a longer 
period of rest for Frances. 

A Nursing Home that could provide a week of respite was identified 
and was given detailed instructions with regard to the management of 
Jock’s diabetes and coeliac. However, after three days stay Frances was 
informed that her husband’s blood sugar was very high and, after a day 
of mediating between the Nursing Home, the GP, and the Diabetic 
Nurse, she decided to bring Jock back home. Frances was very 
concerned with her husband’s health and contacted NHS Help Line 
for support. As a result, Jock was admitted to the acute care unit within 
the local hospital where his complex needs were managed to a high 
standard. 

After a few days within the acute unit Jock was transferred to the 
rehabilitation ward where he spent the following three months. 
Frances’s used words such as ‘negligence’, ‘impatience’, and ‘lack of 
humanity’ to describe the quality of care received in this setting. In her 
opinion, it was a poor understanding of her husbands’ needs related 
to dementia, such as difficulty communicating, and the need for 
continuity, by staff involved in his care, that resulted in Jock’s further 
physical and mental deterioration. 

On discharge, Frances’s faced the choice of organising extensive home 
care or considering options for residential care. At this stage, a Social 
Worker within her local authority was involved and provided Frances 
with the necessary information about the options available and with 
assistance exploring these options. The level of home care offered (two 
calls a day to provide support with morning and evening routine) was 
considered by Frances as insufficient due to her husband’s complex 
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physical needs and progressing dementia. Because of the geographical 
location it also proved impossible to organise private care. 
Consequently, Frances had to consider finding an appropriate 
residential placement for her husband, “I’d love to have kept [Jock] at 
home but I’ve fully realised that that’s asking for the moon”. 

After visiting several nursing homes, she chose one in the nearby 
town. Her decision was based on the observed respectful and cheerful 
attitude by the staff shown towards the residents. She liked the 
individualised approach, the recognition of residents’ personhood, 
their past achievements, and life history. She valued the 
professionalism and empathy shown by the manager. Most 
importantly for Frances, the facility was able to offer 24 hours care and 
the staff were able to successfully manage Jock’s complex medical 
needs. 

Jock quickly settled within his new place of residence. He developed 
positive relationships with the staff members and enjoys the 
continuity of people and routine offered by the Nursing Home. 
Moreover, thanks to the close location of the Nursing Home, Frances 
can visit her husband daily and is confident that he is well looked after. 
He also enjoys regular visits from other family members, friends and 
his dog. However, Frances described a gradual deterioration of Jock’s 
health, aggravation of cognitive symptoms and loss of skills for 
participation since the admission to the nursing home. 

They [nursing home staff] were very good to him, they settled 
him in.  And at that point he could talk coherently, perfectly 
coherently.  His memory was still lousy, he couldn’t walk. He 
was largely incontinent. Now, a year down the line, he can’t 
finish a sentence, he can start a sentence and he can try to tell 
you something but he can’t finish it. […] He doesn’t, I don’t 
think, recognise either of the daughters who live in the south 
anymore.   

Frances is particularly concerned with the lack of physical and 
cognitive stimulation within the nursing home. Although Jocks spends 
meal times with other residents and during the day is encouraged by 
staff to spend time in communal areas, Frances notices that, most of 
the time, he is not engaged in any form of activity. He tends to spend 
a lot of time nodding off in his chair or bed. Frances observed that 
sleep is used by Jock as a way of managing stress, “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”. 

Although, according to Frances, Jock seemed to lose interest in 
previously enjoyed activities, when encouraged, he enjoys interaction 
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with others, shows interest in activities initiated by her and family 
members, and particularly enjoys visits from his grandchildren and 
the family dog, Rex. He also appears to take pleasure from being 
outdoors. These strengths are used by the family to activate Jock’s 
motivation for participation and social engagement. 

I take in a fishing magazine which he gets and he’ll recognise 
salmon and trout sometimes but there’s no real interest left and 
the same applies to the music and the same applies to almost 
anything else he did. […] [Jock] quite likes going round the […] 
gardens, […] I don’t think he sees them but he likes being talked 
about the daffodils when they come up or you know the trees or 
whatever.  He just likes the sun in his face I think. 

 Sense of 
connectedness 

 Continuity? 

 Adaptive 
capacity: family 
adequacy of 
support 

The analysis of Frances’ account allows the conclusion that in all, Jock was content with 

his current situation. Most of the time he seemed calm and appeared to enjoy positive 

interactions with visiting family members and nursing home staff. Despite this, overall, his 

story was interpreted by the author as predominantly representing the trajectory of 

Withdrawal, as it seemed to best reflect Jock’s current pattern of participation, marked by 

inactivity, boredom and apathy. 

Such outcomes resulted from the dynamic interaction between Jock’s and his 

environment’s adaptive capacity, shaped by his growing, complex medical needs, affecting 

his skills for participation and, most likely, sense of competence, agency, connectedness 

and self; and the ability of his environment to effectively support his needs. 

The factors and mechanisms shaping Jock’s adaptive trajectory and its outcomes are 

highlighted in Figure 6-5. 
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“I was very worried about him because he had increasing inertia”
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Early and mid adulthood / working age:
 Husband and father to three daughters
 Education in a prestigious University
 Successful career as a health professional
 Membership of a professional body
 Community involvement: church member, 

choir member
 Social participation: friends, neighbours
 Interests: music, fishing, walking

Early to mid adulthood:
 No adverse events 

reported

Late adulthood:
 Successful undertaking of a 

grandfather role 
 Successful transition to the role as a 

retiree
 Dog owner
 Maintained community participation
 Maintained social participation
 Maintained interests

Age and context at diagnosis:
 First symptoms noticed at age of 66
 History of macular degeneration; Diabetes; 

Cardio-vascular disease (pacemaker 
procedure); coeliac disease

 Diagnosis of AD or VD at age of 76 (2007)
 Respite (mid 2010?): crisis of care followed by
 Hospitalisation (acute and rehabilitation 

setting)
 Nursing Home admission: Feb 2011 (age 82)
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TIME

PATTERN of PARTICIPATION

Current age (up till the interview ):
Experienced main changes (areas)
 Marked physical deterioration: sight and hearing 

impairment, immobility, incontinence, cardio-vascular 
disease, diabetes, coeliac disease

 Marked cognitive deterioration: loss of memory, 
including long-term memory, confusion, difficulty 
recognising people, aphasia, apraxia

 Marked loss of skills for participation: motor, process, 
communication and interaction

 Apathy

Current age (up till the interview):
Continuous adaptation to changes supported by
ADAPTIVE CAPACITY OF THE PWD e.g.:
 Experience of physical and cognitive symptoms – gradual withdrawal from interests 

and valued activities
 Loss of confidence (?)
 Loss of interests (Personal Meaning) (?)
 Changes to Sense of Competence, Agency, Connectedness and Self(?)
 Motivation for participation
 Cheerful personality
ADAPTIVE CAPACITY WITHIN THE ENVIRONMENT e.g:
 Adequacy of care provided by family, Day Centre, Acute Hospital, privately hired 

care staff and the nursing home staff
 Emotions and exhaustion experienced by wife while in primary carer’s role
 Inadequacy of dementia diagnostic procedures
 Inadequacy of care provided by respite Care Home and Rehabilitation Unit staff
 Inadequacy of attitudes, knowledge and understanding of dementia demonstrated 

by some health care professionals

Jock’s History of Participation and Adaptation
Motivation for Participation

Identity

Experience of Symptoms

Late adulthood:
 Deteriorating health: 

diabetes, macular 
degeneration, coeliac 
disease

Withdrawal
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6.6.5 Summary 

The presented results explore four trajectories of the adaptive process in dementia: a) 

Maintaining Continuity, b) Ongoing Adjustment, c) Struggle and d) Withdrawal. 

These trajectories reflect various degrees of match between the adaptive capacity of a PWD 

and the adaptive capacity of the environment; which appear to be manifested in lives of 

PWD through the extent to which they can sustain a pattern of participation that is 

meaningful to them, and through associated emotional reactions.  

The findings demonstrate that PWD, irrespective of the traditionally understood stages of 

the condition, may experience different outcomes in different areas of their lives. Although 

it appears that people living with mild symptoms of dementia tend to experience more 

“Maintaining Continuity” and “Ongoing Adjustment” trajectories; while those in more 

advanced stages undergo increasingly more “Struggle” and “Withdrawal”; the findings 

suggest that all trajectories are possible across the dementia spectrum. Hence, the 

outcomes of adaptive processes in dementia should be understood as ‘mixed’ not ‘fixed’. 

Perhaps, exploring differences in how selected factors, mechanisms and outcomes, 

identified as part of the adaptation through participation process in dementia, are 

experienced and understood by PWD and their FM, may offer further support for these 

findings and shed light on the dynamics involved in the process of matching the adaptive 

capacity of PWD and their environment. 
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The analysis indicates subtle differences in the way PWD and their FM appear to 

experience and understand several concepts identified in this study as components of the 

adaptation through participation process in dementia. These include Meaning, 

Competence, Identity and Continuity. 

The identified differences reflect the constructed nature of human understanding of the 

reality i.e., the fact that individuals’ perceptions of the same happenings may differ 

depending on the unique context within which they are generated. Here, this context 

involves direct experience of living with dementia or indirect experience as someone 

providing daily support.  

By highlighting these differences, the author does not intend to infer judgement as to 

which representation of the experienced reality is accurate. Far from it, narrative accounts 

contributed by each participant in this study are seen as reflecting their own, unique 

perspective on the experience of living with dementia and are given equal status. 

However, as the appreciation of these differences may support understanding of the 

dynamics involved in the process of matching the adaptive capacity of PWD and their 

environment and, consequently, help to facilitate it; it is important that they are recognised 

and considered. 

Some limitations apply to the findings presented in this section. First, the differences in 

how PWD and the FM experience and understand the considered concepts were not the 

primary focus of this study. They were identified as part of in-depth analysis and represent 

the author’s understanding and interpretation of participants’ accounts. Further research 

would be required to investigate in detail contextual factors and mechanisms behind these 

differences and their impact in terms of adaptive outcomes. Second, due to the sample 

configuration, the presented findings do not include perspectives of those with direct 

experience of severe dementia symptoms. Owing to the impact the condition has on 

people’s ability to provide informed consent and participate in research, gaining insight 
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into their perspectives is challenging. Nevertheless, a separate study would be needed to 

verify whether and how the presented findings apply in severe dementia. 

6.7.1 Understanding Meaning 

Sense of Meaning reflects the importance and value that engagement in certain forms of 

participation holds for PWD. It was identified as an important causal mechanism of the 

adaptation through participation process in dementia. As part of this process, Sense of 

Meaning remains in ongoing, dynamic interactions with other causal mechanisms involved 

and is shaped by these interactions. 

As such, Sense of Meaning may reflect interests and values developed by a PWD through 

their history of participation and adaptation, supporting motivation for engagement in the 

related activities, even if adjustments are required to facilitate this. However, as indicated 

in section 6.5.1, it may evolve over time to incorporate the current level of ability, sense of 

competence, agency, connectedness and self. As a result, PWD may re-evaluate and re-

construct their Sense of Meaning which may be demonstrated through a changed pattern 

of participation as they choose to engage in forms of activity that reflect this re-constructed 

Sense of Meaning. 

Understanding of what is meaningful in the lives of PWD by their FM may be in line with 

the Sense of Meaning held by PWD, whether maintained or re-constructed. Such scenarios 

tend to result in the provision of support which embraces PWD current Sense of Meaning 

and facilitates meaningful participation. 

However, it may differ in numerous ways. First, FM may perceive changes in participation 

as reflecting loss of competence, assuming a maintained Sense of Meaning. Such a scenario 

may result in directing support on sustaining participation reflecting pre-morbid values 

and interests, resulting in a mismatch with the current needs of PWD and maladaptive 

outcomes. Second, FM may assume a loss of interest, while a PWD maintains interest but 

withdraws from participation due to deteriorating skills. This may result in failure to 

support continuous or adjusted participation, despite the presence of a key causal 

mechanism to facilitate it. Third, PWD Sense of Meaning may be disregarded due to 
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decreased competence and perceived or factual safety issues. As a result, FM may 

discourage or actively prevent engagement in related activities. This may result in further 

loss of skills and undermine PWD sense of competence and sense of agency, also leading 

to maladaptive outcomes. 

6.7.2 Understanding Competence 

Sense of Competence was defined as a degree to which PWD are confident that they have 

the skills required for successful participation in meaningful activities (section 6.5.2). It 

was thought to emerge over time out of, and contribute to, the dynamic interaction 

between various causal mechanisms shaping the adaptation through participation process. 

Sense of Competence was considered particularly sensitive to the level of awareness 

experienced by PWD, which was thought to determine PWD ability to re-evaluate and re-

construct their Sense of Competence to accommodate changing capacity and skills for 

participation.  

Predominantly, PWD in the sample were aware of their changing capacity and skills and 

re-constructed their Sense of Competence accordingly, “I am not able to do as much as I 

did” (Daisy, PWD10). This process was accompanied by decreasing levels of confidence and 

either adjusted or changed patterns of participation. Those whose awareness appeared to 

be reduced, tended to demonstrate levels of confidence which, according to their FM, did 

not match their performance. In both cases the Sense of Competence of PWD seemed to 

be based on their subjective belief that they can successfully engage in certain activities. 

The majority of FM appeared to have a good understanding of their family members’ Sense 

of Competence. However, in terms of implications for the adaptive process, this seemed to 

function separately to FM’s own perception and understanding of PWD’s competence and 

reflected the objective indicators on whether a PWD could successfully accomplish the 

given activities. Furthermore, FM tented to base this judgement on PWD pre-morbid levels 

of competence, “She used to […] read a lot and go to the library, but she doesn't read so 

much now. […] She used to knit […] She used to visit her friends. […] She can't do that 

anymore” (Isa, FM10); with few focusing on the levels of competence that reflected PWD 
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current skills, sense of meaning, agency, connectedness and self, “I think that’s what 

matters that people explore what’s left and not try to put back what’s gone” (Frances, 

FM18). 

This seems significant, as the match between PWD and FM understanding of PWD current 

(Sense of) Competence appeared to lead to adequate support resulting in adaptive 

participatory and emotional trajectories whereas mismatch tended to result in inadequate 

support and maladaptive outcomes. 

6.7.3 Understanding Identity 

Identity was conceptualised as a composite sense of who one is, incorporating an 

individual’s sense of meaning, competence, agency and connectedness reflected in typical 

patterns of participation and social roles, emerging through the history of participation, in 

the context of on-going interactions with the environment. 

Evidence presented in section 6.4.3 suggests there may be discrepancies in the way PWD 

experience their sense of identity and the way it is perceived and understood by others. 

Largely, PWD reported a maintained sense of identity, demonstrated either through direct 

statements, “I don’t feel much different than I did when I was young” (Celia, PWD11); or 

statements indicating continuity of the sense of identity before and after the dementia 

diagnosis, “I’ve always been a person […] for a home life” (Alison, PWD4). Some PWD 

indicated an evolving sense of identity, “…there is a big change in me, I know that myself. 

[…] I used to be able to go out myself and things like that. I can’t do that now” (Judi, PWD1). 

Either way, the sense of identity, as experienced by PWD appeared to reflect the composite 

self of who they consider themselves to be, reflecting complex dynamics between their 

sense of meaning, competence, agency and connectedness. 

Similarly, most FM indicated a maintained identity of their family members living with 

dementia, “he has always been the sort of person that never talked about himself […] and 

he is still exactly the same” (Lisa, FM6). However, several FM spoke about changing or even 

lost identity: “it was real difficult to watch [my mum] slipping away as a person” (Holly, 

FM3); “It’s like it’s your mum, but it’s not your mum. You are looking at a stranger” (Molly, 
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FM21); “They’re like zombie in many ways” (Jim, FM16). This mainly reflected the perceived 

loss of competence for engaging in activities and roles which were part of PWD pattern of 

participation in the past: 

… my mother put me through an awful lot and I used to phone my mum every day 
almost.  And now I’ve lost that, I’ve lost my friend. That’s hard. I can’t phone my 
mum up and talk to her. If I phone her up “Yes I’m fine, fine. Night, night god bless, 
off you go.” That’s hard (Ina, FM7) 

Perhaps, the seemingly predominant focus on competence in FM experience and 

perceptions of identity of PWD explains the observed differences i.e., FM being more likely 

to report change or loss of identity than PWD. This is noteworthy, as the reviewed evidence 

suggest that the way identity is perceived shapes attitudes and behaviour towards a PWD, 

consequently affecting the adaptive outcomes. 

There’s not any connection, you know, I think now it’s just even my son doesn’t go 
up anymore and visit [my mum at the nursing home], you know, none of the boys go 
up. I think mostly because they didn’t want to see her like that. (Tess, FM19) 

6.7.4 Understanding Continuity 

Based on findings presented in section 6.6.3, “Maintaining Continuity” is understood as a 

response to a change within a person or within the environment, resulting in a disrupted 

pattern of participation and emotional wellbeing of a PWD, which enables a PWD to regain 

a sense of stability. Such response requires a match between the person’s and the 

environment’s adaptive capacity. 

The analysis of the narrative accounts suggests that PWD and their FM may differ in the 

way they experience and understand continuity in the lives of PWD. It appears that, for 

PWD, the continuity reflects a complex interplay between their current sense of meaning, 

competence, agency, connectedness and self, and emotions related to the ability to engage 

in valued patterns of participation. Hence, if PWD feel enabled to successfully engage in 

activities that are important to them and are in line with their current sense of meaning, 

competence, agency, connectedness and self, they appear to experience positive emotions 

and continuous engagement. This engagement does not need to reflect the pattern of 

participation prior to the experienced change, “I’m quite happy with what I can manage” 
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(Nicola, PWD5). Consequently, PWD appear to perceive more continuity in their lives than 

their FM. 

This may be because FM appear to contrast abilities, competences, social roles and the 

overall pattern of participation of PWD before and after their experience of dementia 

symptoms. Thus, although they report awareness of preserved abilities, “she’ll do the 

washing up after the meal.  She’ll do the washing, […] she’ll do the ironing. She makes the 

bed” (John, FM1); the overall perception of dementia experience by FM appears to be 

dominated by expectation of deterioration, disengagement and loss, “since she’s got the 

dementia there’s been no change, apart from getting worse” (John, FM1), “It’s getting 

progressively worse” (Henry, FM5); “everything shuts down” (Frances, FM18). 

This appears significant as the ability of FM to recognise and uphold the sense of 

continuity, as experienced by PWD appears crucial in facilitating the adaptation through 

participation process: 

We really just sit, sometimes I take her up an ice cream and a Kit-Kat. […] That’s all 
we do, there’s nothing else you can do with her. Usually I find her on the other side 
of the building [nursing home] so we walk round. And what was it she said to me? 
“As long as we can hold hands.”  And that’s the only thing we do up there all the time, 
she’s up against me and she’s holding my hand. (Bob, FM13) 

6.7.5 Summary 

The findings presented above consider differences in the way PWD and their FM appear to 

experience and understand Meaning, Competence, Identity and Continuity; concepts 

identified in this study as components of the adaptation through participation process in 

dementia. 

Some limitations apply to these findings. These were indicated and will be further 

considered in the Discussion chapter. Nonetheless, as the identified differences may 

impact upon the adaptive capacity of both PWD and FM, it was considered important that 

they are highlighted and reflected upon. 
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The above chapter outlined the results of the confirmatory phase of the explanatory theory 

building process applied in this research. 

Perhaps unsurprisingly, the author faces the dilemma of how best to summarise findings 

which reflect the uniqueness and complexity of the experience of living with dementia. A 

visual representation would be helpful but figures of the kind depicting the preliminary, 

refined model put forward in chapter 4 (p. 138) appear limited in their potential to 

showcase the complex relationships and dynamics involved. 

Metaphors have been indicated as powerful tools, helping to bridge gaps between theories 

and the phenomena they refer to (Thelen 2005). They are recognised for their ability to 

render seemingly inexplicable concepts tangible (Zeilig 2013). Regrettably, public and 

academic rhetoric in relation to dementia has been dominated by negative metaphors, 

evoking images of “loss”, “living death” and “darkness”, positioning PWD as “victims” 

(Zeilig 2013). Based on the presented findings, the author suggests an alternative metaphor 

for the experience of living with dementia; an imagery focused on growth and interagency: 

a tree and a forest. 

This appears a fitting comparison because a tree and a forest remain in a constant, 

dynamic, mutual relationship. They develop and change together. Any change in a forest 

is likely to affect an individual tree; similarly, any change in a single tree is bound to affect 

the entire forest. But, each tree in the forest is unique. It was identified through the 

presented research that the experience of living with dementia is also complex and unique. 

It was recognised that it is gained through and reflects dynamic, non-linear interactions 

and mutual impact between a PWD and the environment. The same way as it is challenging 

to establish direct causality between the factors and conditions affecting the development 

of a tree and a forest; it is difficult to determine directionality of causal processes shaping 

adaptive outcomes in dementia. Nevertheless, it is anticipated that the understanding of 

dementia considered in this chapter will support a more comprehensive way of thinking 
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about factors and mechanisms that impact upon people’s experience of living with the 

condition. A way that allows seeing both a tree and a forest. 

To continue with the metaphor, just like a tree grows over time, its shape, strength and 

expansion are determined by the health of roots, trunk and crown and by external 

conditions; a PWD develops over time by participating in life and, through participation, 

adapting to continuous changes. The state of roots, trunk and branches reflects not just 

immediate conditions but the history of the tree and the forest around it. Similarly, the 

adaptive capacity of a PWD reflects lifelong participation and adaptation and is affected by 

the adaptive capacity of the environment. Thus, whilst tree life cycle could be labelled 

“growth through cohabitation”, the emerging experience of living with dementia is here 

considered as “adaptation through participation”. 

As indicated, tree growth and development is influenced by a complex interaction between 

internal and external conditions such as quality of roots, bark and twigs, presence of 

disease or pests, temperature, radiant energy and quality of soil. Similarly, the adaptive 

capacity and participation of a PWD is determined by complex interactions between 

personal and environmental factors. The personal factors include the overall adaptive 

capacity developed through the history of participation and adaptation, experience of 

specific symptoms, motivation for occupation and identity. The environmental factors 

include family and important others, local community and services. 

The processes of tree growth include absorption of the required nutrients; processing these 

nutrients into internal energy for growth and oxygen; and releasing water and oxygen back 

to the environment. These processes are triggered and determined by complex interactions 

between the internal and external causal mechanisms such as the capacity of the sapwood 

to carry water and nutrients throughout the tree, access to light, quality and volume of 

rainfall and nutrients in the soil. In a similar vein, the adaptive processes of a PWD involve 

continuous participation, reflection upon the related experience and, based on thoughts 

and feelings generated as part of this reflection, choices affecting future participation. 

These processes are activated and determined by complex interactions between various 

personal and environmental casual mechanisms including Personal Meaning, Sense of 
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Competence, Sense of Agency, Sense of Connectedness, Sense of Identity, adequacy of 

support, social attitudes and consistency in terms of routine, people and places. To grow 

well the tree requires balance between the internal and external conditions and causal 

mechanisms that affect its development. Likewise, a match between personal and 

environmental factors and causal mechanisms that were identified as shaping the 

experience of living with dementia is required to facilitate PWD continuous participation 

in meaningful activities and successful adaptation to the ongoing changes. 

The wellbeing of a tree is demonstrated by the condition and shape of its crown. A crown 

of a mature tree is likely to include twigs which continue to branch and develop; those that, 

for some reason, had to be pruned but continue to grow in new directions; and those 

showing signs of stress and will decline if the external and internal conditions remain 

imbalanced. This study suggests that a similar pattern of outcomes can be experienced by 

individuals living with dementia. In some areas of life they may experience continuity, 

demonstrated through ongoing participation; others are adjusted to allow participation in 

activities that continue to be important and meaningful; in others still, a person may 

struggle to participate due to a mismatch between personal and environmental adaptive 

capacity. If such mismatch persists, the person may withdraw from participation 

altogether. It is reasonable to expect that the crown of an aging tree, particularly affected 

by a disease, will gradually include more twigs showing signs of stress and decline rather 

than branching. This study indicates that PWD also experience increasingly more areas of 

struggle and withdrawal as the condition progresses. But it also suggests that people at 

different stages of living with dementia may experience all spectrum of outcomes. It may 

be that a better understanding of differences in how key factors, causal mechanisms and 

outcomes shaping the experience of living with dementia are experienced and understood 

by PWD and important others, may bring us closer to appreciate the variability of 

outcomes at different phases of living with dementia and to more effectively support the 

adaptation through participation process. 

Figure 6-6 provides a graphical representation of the described metaphor. Its alternative 

visualisation is presented in Appendix 22.
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Some limitations that apply to this research were outlined in section 6.7. These will be 

expanded upon in the concluding chapters, where the presented findings will also be 

considered in the context of the relevant research and theory. The unique contributions 

and implications of the presented findings for further research, policy and practice will also 

be highlighted.
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CHAPTER 7  – NARRATIVE CONFIRMATORY PHASE: 

DISCUSSION  

 

Historically, the way dementia was understood and conceptualised shaped professional 

approaches to treatment, socio-cultural perceptions of and attitudes towards those living 

with the condition and consequently, their subjective experiences. Yet, the two dominant 

theoretical traditions guiding policy and care efforts in dementia, the biomedical and 

biopsychosocial frameworks, have been challenged as incomplete and limiting with 

regards to clinical utility (Gilliard et al. 2005; Dewing 2008; Manthorpe and Iliffe 2016; 

Zwijsen et al. 2016). Thus, researchers and clinicians alike have been encouraged to explore 

fresh conceptualisations of dementia (Innes and Manthorpe 2013; UK Government 2013; 

DAI 2016). 

In the context of human rights approach in dementia (WHO 2015, 2017; DAI 2016) it is 

emphasised, that such innovative frameworks ought to reflect the first-hand experience of 

living with the condition and its complexity. Moreover, based on emerging research 

evidence, it is also argued that they need to incorporate positive constructs such as 

adaptability (Dorenlot 2005; Spector and Orrell 2010) and participation (Gilliard et al. 

2005; Fallahpour et al. 2016). 

In response to this, the presented study used the modified realist explanatory theory 

building method (Eastwood et al. 2014) as an overarching methodology to guide efforts 

aimed at the development of an evidence-driven model of dementia, reflective of its 

complexity, grounded in the first-hand experience of living with the condition, and 

incorporating key concepts of adaptability and participation; as per study objectives. 

The study involved three phases, starting from the development of a tentative model based 

on the findings from the meta-synthesis of qualitative research on the first-hand 

experience of living with dementia (chapter 3). This was followed by the construction 

phase, during which the proposed model was examined against the relevant complexity-
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consistent theories (chapter 4). Finally, this refined model was tested against qualitative, 

narrative data collected from both PWD and their FM, across the dementia spectrum. The 

study addressed the following questions: 

 What impact do personal factors have on people’s participation? 

 What impact do environmental factors have on people’s participation? 

 What factors determine adaptation in dementia? 

o What are the interactions between personal and environmental factors that shape 
identity in dementia? 

o What are the interactions between personal and environmental factors that shape 
competence in dementia? 

The findings of the two initial stages of this research were scrutinised against the existing 

theory, the current research evidence and relevant quality criteria in the corresponding 

chapters of this thesis. 

The purpose of this chapter is to discuss the findings of the final, confirmatory phase of 

this study in the context of relevant research and prevailing theory. This constitutes the 

concluding stage of the current research, as indicated in chapter 2 (see Figure 7-1). As part 

of this process, section 7.2 considers the nature of the presented findings. Section 7.3 

discusses conceptualisation of the experience of dementia as the adaptation through 

participation process. The findings are discussed in relation to the current 

conceptualisation of participation and adaptation, and the related concepts. The identified 

causal dynamics are also explored relative to the existing understanding of the adaptive 

processes. The findings relative to the outcomes of the adaptive processes in dementia are 

debated in section 7.4, while differences between PWD and FM relative to experience and 

understanding of concepts central to this inquiry are considered in section 7.5. Finally, 

some implications of the presented research are reflected upon in section 7.6, before 

concluding with a summary in section 7.7. 
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In line with the philosophical assumptions underpinning this study (chapter 2), the 

findings described in chapter 6 represent a co-constructed perspective (Thorne et al. 1997; 

Crotty 1998) on the experience of living with dementia. They reflect current multi-

disciplinary qualitative research and complexity-consistent theories; narrative data 

representing views of PWD and FM; and the researcher’s own interpretations informed by 

the reviewed evidence as well as her knowledge and experience, both professional and 

personal. It is acknowledged that, as generated within a specific historical, geographical, 

cultural and scientific milieu, these findings are contextual in nature and subject to future 

development (Thorne et al. 1997; Crotty 1998). 
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Nonetheless, as every effort was made to maximise rigour of method and interpretation 

(Lincoln et al. 2011), the author believes that the findings and interpretations that emerged 

offer new, valid insights into the nature of the experience of living with dementia. 

Throughout this thesis, quality assurance measures were undertaken and documented to 

enable the reader to judge the credibility of links made between the collected evidence, 

researcher’s interpretations and consequent arguments put forward by the author. This 

includes transparent descriptions of methods and processes employed; access to raw, 

where required, anonymised data within text and supplementary material; as well as 

thorough, critical exploration of evidence considered in the consecutive phases. The 

following sections add to this effort as the findings are discussed in the context of the 

existing research and relevant theoretical frameworks in order to consider both 

confirmatory and contradictory arguments. 

Here, the author focuses specifically on one of the key criteria of rigour (Robinson 2014); 

the adequacy of sample relative to the research questions. 

Although standard practice in qualitative research is to develop understanding and give 

meaning to a social process, rather than to quantify and generalise to a wider population 

(Fox et al. 1998), it is worth noting that the presented research, overall, considered 

evidence representing the views of 657 individuals, including 499 PWD and 158 FM. The 

empirical, narrative phase of this study involved 31 participants, 12 PWD and 19 FM; a 

substantial number considering the undertaken methodology and current qualitative 

research practice, where 3-16 participants are recommended as an ample sample size 

(Smith et al. 2009). However, it is not the representativeness of this empirical sample but 

its adequacy relative to research questions and potential to facilitate comprehensive 

analysis which is considered below. 

As per study objectives, which was to investigate the experience of older, community 

dwelling PWD, the aim was to obtain a sample consistent in terms of age and diagnosis. 

But in order to examine factors and mechanisms impacting on people’s potential to adapt 

to dementia related changes, the heterogeneity was desired relative to the condition’s 

stage, participants’ gender, ethnicity and socio-economic position. 
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All people recruited to the study had direct experience of either living with, or providing 

daily support to a relative who had received, a diagnosis of dementia. The study included 

10 family dyads (64.5% of the sample) which allowed direct comparison of the perspectives 

contributed by PWD and FM. This is a strength of this research as few of the reviewed 

studies on the subjective experience of dementia included mixed samples (Clare 2002; 

Pearce et al. 2002; Vikstrom et al. 2008; Brittain et al. 2010; Moyle et al. 2011; Phinney et 

al. 2013). All PWD participating or represented in this study were living in the community, 

either in their family homes (N=14; 67%) or long-term care facilities (N=7; 33%). This 

contrasts with the existing research on first-hand experience, in which almost 93% were 

described as living at home. However, it reflects the Scottish population of PWD, 60% of 

which is estimated to live at home (Alzheimer Scotland 2007). In all, 58.3% (N=7) of PWD 

included in this study had a diagnosis of AD, while 41.7% (N=5) were diagnosed with mixed 

or unspecified dementia. This is analogous with the wider population of PWD in the UK 

(Alzheimer’s Society 2017a).  

In total, 66.7% (N=8) PWD participating in the study were assessed by health professionals 

as experiencing mild, while 33.3% (N=4) moderate, symptoms of dementia. For ethical 

reasons, no people living with severe dementia were included. Instead, their FM, 

representing 22.6% (N=7) of the sample, offered their perspectives. Such sample 

distribution in dementia research is not unusual, as securing informed consent from those 

living with more severe symptoms poses ethical and legal challenges (Black et al. 2013). 

Indeed, whilst the majority of the reviewed qualitative evidence involved people in mild to 

moderate stages (88.46% of samples), only 7.69% of included samples represent people 

with mild, moderate and severe symptoms. But, it is not clear what proportion of these 

samples signify those in the most advanced stages. While this practice is likely to reflect 

ethical and legal requirements in research (Scottish Government 2000), it is important to 

recognise that current findings do not include first-hand perspectives of those living with 

severe dementia. 

In line with study objectives, the sample represents older PWD, with a mean age of 84 

(SD=5.37). This mean skews towards the oldest-old age which is higher than in the 

reviewed qualitative evidence, where the mean age of PWD was 74.7 (SD=4.07). This may 
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reflect a steep increase in dementia prevalence in those aged 80+ in Scotland (Alzheimer 

Scotland 2017) and/or delays obtaining diagnosis (Górska et al. 2013), resulting in eldest 

groups being approached by researchers through services acting as gatekeepers. 

In terms of gender distribution, the overall trend in this study is similar to current research 

on first-hand experience of dementia, which proportionally includes more women (49.9%) 

than men (43.9%). It also reflects dementia prevalence patterns in the UK, which indicate 

that 65% of PWD are women and 35% are men (Prince et al. 2014). Nonetheless, 

proportionally, PWD in the current study appear to be overrepresented by women, who 

form 81% (N=17) of the sample. This seems at odds with findings indicating that women 

are less likely than men to participate in mental health research (Covel et al. 2003). 

However, it can be explained by research suggesting that men are harder to recruit due to 

the stigma associated with mental health diagnosis (Woodal et al. 2010) or disinterest 

(Markanday et al. 2013). 

In order to attain cultural diversity, the researcher engaged in collaborative work with two 

local ethnic minority support organisations to facilitate recruitment. Regrettably, this was 

unsuccessful, and as a result the sample includes those representing white-British, working 

to middle class population of PWD only. This may be due to the population profile of the 

local authority within which the study was completed, as national data indicate that ethnic 

minorities form only 1.8% of it (Scottish Government 2011). However, it may have also been 

related to factors such as distrust of research, stigma associated with dementia or language 

barrier; frequently reported by ethnic minorities groups as obstacles to participating in 

research (Woodal et al. 2010). 

Considering the above, the author does not claim that findings and interpretations 

presented in this thesis represent views and experiences of PWD and FM in general, or 

even those sharing the socio-cultural location with the participants of this study. It is 

acknowledged that the experience and perspectives of those who opted out or who were 

not reached due to their lack of involvement with services supporting recruitment, may 

differ from those who participated. However, given transparency of reporting and rigour 

of methods and procedures in this study; she believes that readers will be able to make an 
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informed judgement regarding findings’ adequacy and applicability. In this vein, key 

results are discussed in the sections that follow. 

 

The current study puts forward a preposition that the experience of living with and 

adapting to dementia related changes, as emerging over time in the context and out of 

ongoing participation, should be considered in terms of the adaptation through 

participation process. This has numerous theoretical and practical implications which 

ought to be discussed in relation to current multidisciplinary knowledge. 

7.3.1 Participation: Outcome or Process? 

The presented findings indicate that the experience of PWD emerges over time in the 

context and out of ongoing participation. Participation was described as a 

multidimensional, relational construct representing intersection between the 

continuously evolving experience of dementia symptoms, affecting people’s ability to 

engage in daily activities; their motivation for participation; identity; and a range of 

environmental factors. It is therefore understood as a lifelong process through which 

individuals engage with their environment and adapt to ongoing changes; as well as an 

outcome of engagement in discrete activities. 

It was indicated in chapter 4, that the reviewed complexity-consistent theories support 

understanding of participation as resulting from interactions between person and 

environment. However, while the three frameworks, which explicitly include participation 

as a construct central to human health and wellbeing, the ICF (WHO 2001), the MOHO 

(Kielhofner 2008) and the CMOP-E (Townsend and Polatajko 2013) recognise its 

complexity; they position participation as an outcome of transactional interactions 

between a person and the environment. Such understanding of the concept is mirrored in 

the literature with numerous authors referring to participation as a consequence of activity 

engagement (Whiteneck and Dijkers 2009) and a desired effect of rehabilitation (Dijkers 

2010). Yet, recently Larsson-Lund and Nyman (2017) highlighted confusion relative to 
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participation related concepts and the lack of alignment between conceptualisations 

proposed within the ICF (WHO 2001), the MOHO (Kielhofner 2008) and the CMOP-E 

(Townsend and Polatajko 2013), which limits their potential to support the measurement 

of participation and design of comprehensive, participation-focused interventions. 

Indeed, recent research in the field of paediatrics challenges the view of participation 

proposed in the abovementioned frameworks. It suggests that participation ought to be 

understood as both a process and an outcome of interactions between intrinsic and 

extrinsic factors, and processes operating between them (Imms et al. 2017). Imms et al. 

(2017) suggest that such conceptualisation shifts the emphasis of therapeutic efforts, as it 

enables clinicians to focus on meaningful, enduring goals such as the ability to engage with 

and maintain relationships with important others; rather than immediate, 

decontextualized results such as the ability to recall a number of unrelated objects within 

a defined time interval. The preposition that participation ought to be considered as a 

process is supported and expanded upon by Petrenchik and King (2011) who, also in the 

field of paediatrics, consider development, defined as an adaptive process, as inherently 

related to ongoing participation. In fact, as within the model of dementia experience 

proposed in this research, they see participation and adaptation as interwoven and 

emerging from one another. In other words, participation is understood as both shaping 

and being shaped by adaptive processes which transpire through interactions between a 

person and environment. Petrenchik and King (2011) argue that such conceptualisation 

challenges clinicians to “develop conceptual frameworks and empirical methods suited to 

capturing […] relational significance and intricacies” (p. 74) inherent to these processes. 

In the context of these developments and considering that neither existing theories of 

adaptation to aging such as Selective Optimisation with Compensation theory (Baltes and 

Baltes 1990) or Assimilation and Accommodation theory (Brandtstädter and Greve 1994), 

nor frameworks alluding to adaptive processes in dementia (Kitwood 1997; Spector and 

Orrell 2010) explicitly refer to participation; the findings of this research appear 

particularly timely. It seems that they contribute not only to theoretical development 

relative to dementia experience but also to emerging conceptualisation of participation. 

This is considered in more detail below. 
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7.3.2 Participation and Adaptation: Conceptualisation 

7.3.2.1 Defining participation and adaptation  

Viewing participation and adaptation as intertwined makes the avoidance of circular 

reasoning, when attempting to define and distinguish these processes, challenging. Indeed, 

based on the presented findings, and the discussion above, participation can be defined as: 

an evolving pattern of engagement in meaningful activities emerging from ongoing, 
dynamic, transactional relationships between an individuals’ ability to engage in these 
activities, motivation for participation, identity; and a range of relevant environmental 
factors. 

Adaptation on the other hand can be referred to as: 

a process of adjusting to internal or external changes emerging in the context and out 
of ongoing participation and involving the related subjective experience, its appraisal 
and resulting choice for future participation; determined by dynamic, non-linear 
interactions between and matching the person’s and the environment’s adaptive 
capacity. 

This understanding of adaptation is in line with the Everyday Stress Resilience Hypothesis 

(ESRH) proposed by DiCorcia and Tronick (2011). However, while DiCorcia and Tronick 

(2011) stress the importance of match between regulatory processes within an individual 

and the environment in determining the dyad’s response to stress, they neither consider 

these processes in the context of participation nor explicitly explain internal adaptive 

processes through which this match takes place. The proposed conceptualisation therefore 

advances DiCorcia and Tronick’s (2011) understanding of adaptive processes by 

considering these from a participatory perspective, putting forward an explanation of the 

internal adaptive processes and emphasising that neither participation nor adaptation can 

be understood without considering contributing factors and causal mechanisms within 

both the person and the environment. Consequently, it implies that participation and 

adaptation focussed interventions ought to address i.e., as appropriate, utilise or support; 

resources and needs within both the person and the environment. 

This is critical as the review of participation oriented theoretical models of practice, 

currently guiding health interventions, in particular the ICF (WHO 2001), the MOHO 
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(Kielhofner 2008) and the CMOP-E (Townsend and Polatajko 2013) indicate that, 

although environmental factors are recognised as vital relative to their impact on 

participation; change and adaptability are predominantly considered as residing squarely 

within individuals. Even most recent participation-focused research (Imms et al. 2017), 

although recognising the regulatory role of the environment; explains processes operating 

amongst constructs shaping participation in terms of self-regulation taking place within a 

person. A similar trend can be identified in the literature focussed on adaptation in older 

adults (Coleman and O’Hanlon 2015) and that specifically related to dementia (Kitwood 

1997; Spector and Orrell 2010). 

7.3.2.2 Clarifying the concept of adaptive capacity  

Recognising the intertwined nature of participation and adaptation and the fact that they 

continuously emerge out of interactions between a person and the environment implies 

that they are determined by the same contributory factors and causal mechanisms. Within 

the proposed understanding of the experience of dementia, these factors and mechanisms 

are conceptualised as determining personal and environmental adaptive capacity. 

Based on the presented findings, the adaptive capacity of a person can be defined as: 

a potential within a person to adjust to internal or external changes emerging in the 
context and out of ongoing participation; underpinned by the status of and dynamic, 
non-linear interactions between multiple personal and environmental factors and 
causal mechanisms. 

Accordingly, the adaptive capacity of the environment is understood as: 

a potential within the environment to adjust to changes occurring within it or within 
individuals participating in its context, in order to support their adaptive capacity; 
emerging from and underpinned by, the status of and ongoing dynamic, non-linear 
interactions between multiple factors and causal mechanisms operating within the 
environment and within individuals. 

In the context of dementia, the current study identified a number of contributory factors 

and causal mechanisms shaping the adaptive capacity of PWD and their environment. 

These factors and causal mechanisms were identified as emerging over time from the 

history of participation and remaining in continuous, dynamic, non-linear interactions 
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with each other. However, for clarity and as far as possible, personal and environmental 

factors and causal mechanisms will now be considered separately. 

The presented findings indicate that the adaptive capacity of a PWD emerges over time 

out of individuals’ history of participation and adaptation, in the context of continuous, 

dynamic, non-linear interactions between experienced symptoms, motivation for 

participation, identity and the adaptive capacity of their environment. These interactions 

are activated and determined by multiple causal mechanisms within a PWD, including 

Sense of Meaning, Sense of Competence, Sense of Agency, Sense of Connectedness, Sense 

of Self and causal mechanisms within the environment. In other words, it is proposed that 

everyday experiences of participating in various areas of life and adapting to ongoing 

changes, underpinned by numerous factors and causal mechanisms within the person and 

the environment, contribute to the development of individuals’ overall adaptive capacity. 

The proposed conceptualisation suggests that this capacity should be understood as a 

continuously evolving adaptive potential rather than a static trait. Indeed, it implies that 

the adaptive capacity of a PWD may fluctuate depending on its baseline status, the area of 

participation, the nature of the experienced change, and the capacity within the 

environment to support it. This reflects theoretical developments relative to psychological 

coping which replaced its understanding as a fairly stable, lifelong repertoire of coping 

strategies, with the process approach suggesting that this repertoire may evolve with time 

and that individuals can simultaneously apply various ways of overcoming obstacles, the 

effectiveness of which depends upon the demands of the situation and various personal 

and contextual characteristics (Lazarus 2006). 

Personal factors and causal mechanisms identified in this study as related directly to the 

adaptive capacity of the person, broadly reflect concepts acknowledged in the existing 

literature as related to participation (ICF 2001; Kielhofner 2008; Townsend and Polatajko 

2013). However, the way they are conceptualised and placed within the proposed model 

differs. This may reflect the fact that, to the author’s knowledge, at least in the context of 

dementia research, the proposed model is the first not only to put forward 
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conceptualisation of participation and adaptation as intertwined processes, but also to 

explain both factors that contribute to these processes and causal relationships between 

them. 

The MOHO (Kielhofner 2008) was identified as offering the best explanatory framework 

for participation (section 4.3.3.1). There are similarities between the MOHO (Kielhofner 

2008) and the proposed model. Both focus on participation and both identify concepts 

such as performance capacity underpinned by the status of physical, cognitive and mental 

structures and functions experienced as the ‘embodied mind’, motivation, roles and 

routines, competence, identity and adaptation; as related to participation. However, while 

the MOHO (Kielhofner 2008) considers participation as a contributory factor in the 

development of occupational identity and competence and, ultimately, in the achievement 

of occupational adaptation; the proposed model conceptualises participation and 

adaptation as intertwined, mutually dependent and simultaneous. Additionally, although 

the proposed conceptualisation includes both competence and identity, these are 

understood in terms of the contributory factors and causal mechanisms that remain in 

constant, dynamic, non-linear relationships to each other and other contributory factors 

and causal mechanisms; shaping as well as being shaped by participation. In other words 

they are conceptualised as both causal mechanisms and outcomes of participation 

operating in accord with other causal mechanisms, rather than purely as its products, as 

implied in the MOHO (Kielhofner 2008). 

The findings identify sense of meaning and sense of agency as causal mechanisms of the 

adaptation through participation process. Alongside other personal factors such as sense 

of competence, sense of identity, and sense of connectedness, these are not explicitly 

considered within the ICF (WHO 2001). In the MOHO (Kielhofner 2008) sense of 

meaning and sense of agency are related to motivation for participation and conceptualised 

in terms of values, interests and personal causation. The proposed model however, 

considers these concepts as interrelated and simultaneously emerging from, contributing 

towards and reflective of, participation and its contributory factors i.e., experience of 

symptoms, motivation for participation and identity. This is consistent with the 

understanding of motivation as incorporating feelings of competence, a perceived locus of 
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causality and sense of autonomy, intrinsic interest and sense of enjoyment, and sense of 

belongingness and connectedness (Ryan and Deci 2000). It also appears in line with the 

conceptualisation of identity as reflecting unique personal characteristics, including 

values, personal desires and goals, roles and relationships (Duval et al. 2012; Vignoles et al. 

2011). 

Indeed, the sense of connectedness emerged as one of the key causal mechanisms in 

dementia. In the MOHO (Kielhofner 2008), the sense of connectedness is not implicitly 

recognised as related to participation. This is at odds with the literature which documents 

the relationship between connectedness and participation (Lee et al. 2001; Petrenchik and 

King 2011; Cheston et al. 2015; Imms et al. 2016) and specifically, motivation (Baumeister 

and Leary 1995; Ryan and Deci 2000). Recent commentary by Larsson-Lund and Nyman 

(2017) suggests that the omission of the sense of connectedness in the MOHO (Kielhofner 

2008) may be indicative of its emphasis on an individual level of participation. They imply 

that indicators of sense of connectedness such as feeling secure, included and respected, 

may be incorporated in the MOHO (Kielhofner 2008) as aspects of environment i.e., 

“barriers or resources for occupation and participation […] not as an aspect of participation 

per se” (Larsson-Lund and Nyman 2017, p.4). Larsson-Lund and Nyman (2017) highlight 

that such understanding does not reflect conceptualisation of participation within the ICF 

(WHO 2001), which emphasises both individual and societal aspects of participation and 

considers concepts such as inclusion, equality and human rights in relation to both the 

performance and subjective experience of participation. 

Last but not least, the MOHO (Kielhofner 2008) considers roles and routines as a pattern 

of participation contributing towards the development of occupational identity, 

competence and adaptation. In the proposed model this pattern of participation is 

conceptualised as both part of the adaptation through participation process and its 

outcome through which the results of ongoing adaptive dynamics are enacted and 

demonstrated. This will be expanded upon in section 7.4. 
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Current research suggests that the adaptive capacity of the environment emerges from and 

is underpinned by, the status of and dynamic, non-linear interactions between, multiple 

factors and causal mechanisms operating within the environment and within individuals 

participating in its context. 

It is recognised that “context is personal, considered from the perspective of the person 

participating, and relates to the people, place, activity, objects, and time in which 

participation is set” (Imms et al. 2017, p. 20). It was identified in this study that 

environmental factors particularly relevant to participation of PWD include family and 

important others, local communities and available services. The causal mechanisms 

determining the adaptive capacity of the environment were thought to be: adequacy of 

support, social attitudes and consistency in terms of routine, people and places. 

Consistent with the reviewed complexity-consistent frameworks (WHO 2001; Szanton et 

al. 2010; Polatajko et al. 2013; Fisher et al. 2017), the proposed conceptualisation recognises 

the reciprocal nature of interactions between factors and causal mechanisms shaping the 

adaptive capacity of the environment and those determining the adaptive capacity of a 

PWD. This seems important as existing dementia-specific research and theoretical 

frameworks tend to emphasise the impact of the environment relative to the experience of 

PWD and its role in facilitating therapeutic change in individuals (Kitwood 1997; Teitelman 

et al. 2010). The emerging model however, explicitly recognises the impact that PWD may 

have in terms of shaping the adaptive capacity of their environment and offers evidence 

suggesting that this capacity needs to be nurtured and supported to maximise its potential 

relative to enhancing the adaptive capacity of PWD. 

The analysis of the presented findings expose the discrepancy between the proposed 

conceptualisation of environmental factors in dementia and the one that emerged from 

the meta-synthesis of the qualitative research on the first-hand experience and the review 

of complexity-consistent theory. Noticeably, the contributory factors and causal 

mechanisms within the environment do not explicitly include its physical or wider cultural 

aspects. This may reflect the importance and power of immediate interpersonal 
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relationships in the context of dementia, previously documented through research 

exploring factors impacting on motivation for participation (Raber et al. 2010) and the 

subjective experience (Ablitt et al. 2009) of living with the condition. However, it may also 

corroborate the argument that physical and social environments are mutually defining 

(Petrenchik and King 2011) in that, meanings assigned by individuals to physical settings 

from how the places and objects are used in social contexts result in “holistic person-in-

environment” (p. 76) experiences; in which social and symbolic aspects override the 

physical aspects of the environment. In the context of dementia, it may also reflect the 

influence that social factors have over physical environment e.g., decisions by FM or 

services regarding remaining at home or placement in a residential facility affects how 

consistency of place is experienced by PWD; explaining why these social aspects emerged 

at the forefront of people’s experience. 

7.3.3 Causal Dynamics 

The proposed conceptualisation explains causal dynamics in dementia in terms of adaptive 

processes through which PWD experience, appraise and make choices regarding ongoing 

participation; determined by dynamic, non-linear interactions between and matching the 

person’s and the environment’s adaptive capacity. 

The understanding of adaptive processes as involving both internal and external regulation 

reflects the findings of the meta-synthesis of the qualitative research on the first-hand 

experience of dementia and the reviewed complexity-consistent theory (section 4.3.3.4). 

However, it advances the current knowledge by identifying and explaining dynamic 

interactions between contributory factors and causal mechanisms specific to dementia 

experience; and by emphasising the mutual impact that PWD and the environment have 

in determining the adaptive potential. 

It was noted that, across the reviewed complexity-consistent theories, regulatory processes 

within a person are considered in terms of monitoring and regulating coherence between 

intrapersonal factors such as body structures and functions, competence, motivation and 

affect, in response to internal or external change(s), through continuous cycles of 

experience, its appraisal, and resulting anticipation and choice of action (Roy and Andrews 
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1999; Thelen 2005; Kielhofner 2008; DiCorcia and Tronick 2011). The proposed model 

upholds those internal adaptive processes and, relative to dementia experience, specifies 

the contributory factors (history of participation and adaptation, symptoms’ experience, 

motivation for participation and identity) and causal mechanisms (sense of meaning, sense 

of competence, sense of agency, sense of connectedness and sense of identity) involved. 

However, in contrast with the existing complexity-consistent frameworks such as the 

MOHO (Kielhofner 2008) or ESRH (DiCorcia and Tronick 2011), which appear to associate 

the internal regulatory processes with specific levels of system organisation i.e., 

respectively, motivation for occupation and affect; here it is proposed that the adaptive 

processes taking place within a person reflect the interplay of multiple contributory factors 

and causal mechanisms, acting in a causally circular fashion (Bandura 1997; Gottlieb and 

Halpern 2008).  

Moreover, the conceptualisation of dementia experience advocated in this thesis asserts 

that the internal adaptive processes do not take place in isolation but ought to be 

considered as part of a broader adaptive dynamic involving matching between the adaptive 

capacity of the PWD and the environment. The reviewed complexity-consistent theories 

identify the role of the environment relative to adaptation processes however, they 

consider it in terms of source of feedback or stimuli (Roy and Andrews 1999) or the impact 

it has on individuals (WHO 2001; Kielhofner 2008). The MOHO (Kielhofner 2008) and 

the ESRT (DiCorcia and Tronick 2011) further assert that it is the match between personal 

and environmental characteristics that determine the outcome of the adaptive processes 

for individuals. But, all these frameworks largely focus on an individual level of adaptation; 

while this thesis asserts that both individual and environmental adaptive capacity need to 

be understood and supported to promote optimal adaptive outcomes in dementia. 

The proposed conceptualisation explains that any change within a person (i.e., body 

structure of function underpinning symptoms’ experience, motivation for participation or 

identity) or within the environment (i.e., family and important others, local community, 

services), may trigger various causal mechanisms resulting in multilevel impact upon both 

the person and the environment. For example, progressing neurological deterioration in 

dementia may be experienced as reducing capacity and skills for engagement in certain 



 

 
261 

 

activities, affecting an individual’s ability to fulfil meaningful roles and engage in valued 

activities. This in turn may affect a person’s sense of meaning and competence as well as 

their sense of agency and sense of identity, undermining their overall adaptive capacity. 

Moreover, by putting additional demands for support, it is likely to impact the adaptive 

capacity of the environment; i.e., affect adequacy of support provided, attitudes towards a 

PWD and capacity to uphold consistency of routines, people and places. Equally, the 

support, attitudes and level of consistency offered by family and important others, local 

community and/or services may affect the adaptive capacity of a PWD by fostering or 

undermining their sense of meaning, sense of competence, sense of agency, sense of 

connectedness or sense of self and, consequently, patterns of participation through which 

a PWD maintains or develops skills and, by default, exercises underlying physical, mental 

and psychological structures and functions. Such understanding is in line with research on 

neuroplasticity and brain reserve, which recognises the relationship between structural 

and functional plasticity of the brain, environmental conditions and participation 

(Valenzuela and Sachdev 2006, 2009; Kolanowski et al. 2010; Vance et al. 2010; Lock 2013; 

Sobral et al. 2015). It also appears to resonate with the wide literature documenting the 

impact that supporting someone living with dementia has on the wellbeing and coping 

skills of family and formal carers (Schulz et al. 1995; Mausbach et al. 2013; Seeher et al. 

2013; ARUK 2015; Kasper et al. 2015) and the assistance required to maintain/support their 

care efforts (Elliott et al. 2017; Cleary and Doody 2017). 

The ICF (WHO 2001) has been criticised for focusing on the objective, observable aspects 

of human participation such as capacity to execute activities within a standardised setting; 

and performance, defined as ability to complete activities in the individual’s actual 

environment. Imms et al. (2017) argue that these are essentially indicators of competence 

i.e., “the ability to do something in relation to a reference standard” (p. 18). It has been 

highlighted that the ICF (WHO 2001) does not recognise subjective aspects of 

participation such as involvement (e.g., motivation, affect, social connection), preference 

(e.g., choice and meaningfulness) or sense of self (e.g., self-perception, autonomy, roles 

and confidence); all of which have been identified as crucial to the understanding of 

participation (Hemmingson and Jonsson 2005; Rochette et al. 2006; Imms et al. 2016, 
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2017). The proposed model considers both the actual performance involved in 

participation, and its subjective experience as an integral part of the adaptive processes in 

dementia. It supports thinking about participation beyond the frequency and diversity of 

the activities involved (Imms et al. 2017) or environment characteristics that affect 

participation (Martin et al. 2011).  Indeed, by identifying contributory factors and causal 

mechanisms within the person, it highlights and supports the consideration of subjective 

aspects of participation such as personal sense of meaning, competence, agency, 

connectedness and self. These have important implications for the measurement and 

design of participation-focused interventions, considered in the sections that follow. 

7.3.4 Participation and Adaptation: Can they be Untangled? 

As discussed, the proposed conceptualisation puts forward the notion of dementia 

experience as an adaptation through participation process. It treats the two concepts, 

participation and adaptation, as interrelated and intertwined. Such understanding, 

although supported within the literature (Petrenchik and King 2011), presents a challenge 

to clinicians and researchers alike, who ought to carefully consider the causality 

underpinning relationships between theoretical concepts in order to inform interventions 

and design effective outcome measures. 

Based on the presented findings, the author proposes that, as reflecting complex human 

behaviour, participation and adaptation in dementia occur simultaneously and indeed 

shape and are shaped by one another. Additionally, they are underpinned by dynamic 

interactions between multiple internal and environmental contextual factors and causal 

mechanisms and therefore, on a functional level, it is challenging to tell them apart. In 

terms of designing interventions it is therefore likely, that addressing the contextual factors 

and causal mechanisms identified in this study as shaping the adaptation through 

participation process in dementia would have measurable effects relative to both indicators 

of participation and adaptation. However, is it possible to reliably measure these highly 

interconnected phenomena? The discussion in the section above and the literature 

suggests that participation itself is a complex concept, consistently documented as 
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challenging to operationalise for measurement purposes (Whiteneck and Dijkers 2009; 

Dijkers 2010; Mallinson and Hammel 2010). 

Nonetheless, Richardson et al. (2017) argue that the aspects of complex human behaviour 

such as those considered in this study can be examined using appropriate methods of 

analysis and modelling. These techniques are thought to account for the fact that, relative 

to human behaviour, given the same contextual and causal factors, multiple phenomena 

such as participation and adaptation, can occur simultaneously. There are a number of 

methods identified in the literature as appropriate for modelling the dynamics of human 

behaviour including dynamical systems modelling, network modelling (Richardson et al. 

2017) or structural equation modelling (Byrne 1994; Crowley and Fan 1997). These methods 

require a good understanding of the key variables and parameters that define the 

phenomenon being investigated (Richardson et al. 2017) but provide a means to investigate 

causal pathways of association between observable and latent variables as well as latent 

variables themselves (Acock 2013). The proposed model offers a thorough, theoretically 

and empirically based representation of dementia experience, conceptualised in relation 

to concepts of participation and adaptation and identifying multiple contributory factors 

and causal mechanisms. It therefore gives a robust basis for the development and testing 

of measurement tools capable of capturing the dynamics of people’s experience, inclusive 

of both areas of strength and need, and thus guiding more ethical ways of support. 

 

7.4.1 Manifestation 

The presented findings consider the adaptive outcomes in dementia to be manifested 

through patterns of participation PWD engage in; and through the emotions associated 

with the ability to sustain engagement in the meaningful social roles and routines that 

these patterns consist of. This is consistent with the literature which recognises that 

“patterns of activity participation in everyday environments over time represent 

trajectories or pathways of development” (Petrenchik and King 2011, p. 73). The link 

between the ability to sustain valued patterns of participation and the experienced 
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emotions is also supported by scholars indicating that development of social roles and 

routines that guide human lives involves not only knowledge and skills for doing associated 

activities but also the feelings experienced when doing (Garrison 2002). 

However, both patterns of participation and emotions are complex concepts; relationships 

between which and their positioning relative to participation and adaptation are 

extensively debated (Clark 2000; Garrison 2002). Within the reviewed theoretical 

frameworks only the MOHO (Kielhofner 2008) recognises pattern of participation, 

labelled as habituation, as integral to the development of one’s occupational identity, 

competence and overall adaptation. Habituation is defined as “an internalized readiness to 

exhibit consistent patterns of behaviour guided by habits and roles and fitted to the 

characteristics of routine temporal, physical, and social environments” (Kielhofner 2008, 

p. 52). Like the proposed conceptualisation, the MOHO (Kielhofner 2008) recognises the 

interdependency of habituation and environment; and acknowledges the importance of 

emotions relative to internalised roles and routines and the consequences of their 

attainment or loss. But, while in the proposed model the pattern of participation is 

considered to be both the means and the continuously evolving outcome of the adaptive 

processes, the MOHO (Kielhofner 2008) positions it as a factor contributing towards 

development of occupational identity, competence and, ultimately, adaptation. 

Research focused on the relationship between patterns of participation and emotions, 

particularly relative to the concept of adaptation, is scarce. However, results of a study by 

Wood et al. (2009), which considered the use of time and the apparent affect in people 

living with AD in Special Care Units, although exploratory in nature and involving just two 

instrumental case studies, indicate that the adaptive outcomes in dementia can indeed be 

seen as manifested through patterns of participation and associated emotions. However, 

considering conceptual confusion and described discrepancy in the understanding of 

patterns of participation and emotions in the proposed model and existing frameworks, 

further research is required to clarify the causality between the discussed concepts. 
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7.4.2 Trajectories 

Dementia is a progressive, neurocognitive disorder, manifested in gradual cognitive and 

functional impairment (APA 2013). Although its natural course is poorly understood, with 

notable individual differences in terms of symptoms, their advancement and the related 

experience (Manthorpe and Iliffe 2016; Wattmo et al. 2016); for a number of reasons, in 

clinical practice and in research, it is customary to distinguish between levels of dementia 

severity (Perneczky et al. 2006). Staging facilitates communication between clinicians, 

provides them with a means to counsel service users on present and expected symptoms, 

and aids decisions regarding pharmacological treatment appropriate for different levels of 

dementia severity. Researchers use staging to guide sampling, data collection and 

analytical procedures (Perneczky et al. 2006). 

In both contexts, the Mini-Mental State Examination (MMSE) (Folstein et al. 1975), 

consisting of several tasks examining different areas of cognitive function, is typically used 

as part of the diagnostic and staging procedures. The possible scores range from 30 (best) 

to 0 (worst), signifying the spectrum from normal cognition to mild, moderate and severe 

dementia. Although a number of studies support the reliability and validity of MMSE as a 

cognitive screening tool (Tombaugh and McIntyre 1992), its capacity to guide staging 

(Perneczky et al. 2006) and predict functional disabilities in dementia (Razani et al. 2009); 

the overall evidence is inconclusive. 

Specifically, research indicates the MMSE’s vulnerability to ceiling and floor effects 

(Franco-Marina et al. 2010; Spencer et al. 2013) and sensitivity to practice effects (Galasko 

et al. 1993). A large-scale review of AD trials including 23,438 subjects reported limited 

diagnostic precision of MMSE and its inaccuracy in discriminating dementia stage 

(Chapman at al. 2016). This is supported by results obtained by Wattmo et al. (2016) who 

conducted a 3-year, prospective study investigating various aspects of disease progression 

in 1021 patients with mild (n=734) versus moderate (n=287) AD, undergoing cholinesterase 

inhibitor therapy. They found MMSE unable to accurately detect change from the baseline 

between participants with mild to moderate stages of AD and recommended a more 
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comprehensive assessment to improve discriminatory power relative to monitoring change 

in dementia severity. 

A more comprehensive approach to diagnosing and monitoring progress of the condition 

is also advocated by studies exploring the experience of PWD and their family members 

who, due to perceived focus on cognitive abilities and insufficient attention to the actual 

daily functioning, experience existing procedures as stressful, challenging and 

inappropriate (Górska et al. 2013). The call for a more comprehensive assessment in 

dementia is supported by the NICE (2017) which recommends inclusion of a person’s life 

history, cognitive and mental state examination, physical and other appropriate 

investigations, as well as measures of adaptive function to monitor changes over time. 

The understanding of dementia outcomes proposed in this study adds to research 

challenging the conceptualisation of dementia progression in terms of distinct cut-off 

points, as implied in current diagnostic and assessment procedures. It indicates that people 

across the dementia spectrum may experience a variety of outcomes, depending on 

functional domain and the status of and match between the adaptive capacity of a PWD 

and the adaptive capacity of the environment. In other words, it suggests that trajectories 

of the adaptive process in dementia reflect a spectrum rather than distinct categories. The 

presented findings acknowledge and corroborate research showing that with the 

progression of dementia people experience more maladaptive outcomes (Starkstein et al. 

2006), but also recognise that continuity and adjustment can also be experienced in 

moderate and severe dementia. This is supported by Wood et al. (2009) who observed that 

efforts at continuity, meaning making, and participation reflecting preserved abilities, 

persist into more advanced stages of dementia. 

The current research indicates that the adaptive capacity of PWD is greatest in early stages 

of the condition. Similar results were reported by Kuhn et al. (2005) who observed that 

people in initial phases of AD actively engage in maintaining continuity in areas of life that 

are important to them. These findings, combined with knowledge indicating the 

interdependence between the adaptive capacity of a PWD and the adaptive capacity of the 

environment, suggests that this adaptive potential can be capitalised upon to enable PWD 



 

 
267 

 

to remain independent and exercise greater control over the experienced symptoms for 

longer. Research showing a positive relationship between engagement in complex, 

meaningful activities, enriched environments and cognitive outcomes in later life 

(Kolanowski et al. 2010; Fallahpour et al. 2016); and indicating that these outcomes can be 

maximised by targeted interventions, particularly but not exclusively, in the early stages of 

a disease process (Smith 2013); support such hypothesis. 

Thus, the current research strengthens evidence for more comprehensive and more 

sensitive measurement of dementia progression. It recognises that the assessment of both 

cognitive and physical aspects, as integral to the overall experience in dementia, must be 

included. But it also suggests that such evaluation should gauge the adaptive capacity of 

both a PWD and the environment, and match between them, to more comprehensively 

ascertain both areas of need and the available resources and therefore more effectively 

inform clinical practice. Specifically, it identifies contributory factors and causal 

mechanisms within both PWD and the environment, which ought to be considered when 

designing measures of adaptive function in dementia. Unquestionably, further research is 

required to validate the proposed model. But, once verified, it has the potential to shift 

focus in current policy and practice from identification and management of deficits to 

proactive support for continuity of participation throughout the dementia spectrum. 

 

The current study identified subtle differences between PWD and their FM relative to 

experiencing and understanding Meaning, Competence, Identity and Continuity; concepts 

recognised in this research as integral to the adaptation through participation process in 

dementia. Greater appreciation of these differences was highlighted as important, due to 

its potential to facilitate an improved understanding of the dynamics involved in the 

process of matching the adaptive capacity of PWD and their environment and, 

consequently, enabling it in practice. 

Previous studies identified differences between PWD and proxy views on e.g., perceived 

areas of need (van der Roest et al. 2009; Topo 2009; Miranda-Castillo et al. 2013) and QOL 
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(Hoe et al. 2007; Conde-Sala et al. 2009). Such variance in perspectives on different aspects 

of living with dementia, not only between PWD and their important others but also formal 

care staff, has been reported to affect the support provided to PWD and, consequently, 

their experience (Fleming et al. 2015). In light of this, and considering that PWD, at least 

in mild to moderate stages, can reliably self-report (Feinberg and Whitlatch 2001; Trigg et 

al. 2007); it appears essential that views of PWD and those of important others are treated 

as complementary and not as substitutable (Bosboom et al. 2012). 

Like the current study, previous research highlighted the role of insight (Trigg et al. 2011), 

application of different standards and expectations by PWD and proxies (Bosboom et al. 

2012; Fleming et al. 2015) and caregivers’ projection of their own values onto PWD (Arons 

et al. 2013); in explaining the observed discrepancies. Indeed, a recent study by Robertson 

(2017) implies that carers’ constructions of dementia affect their perceptions of, and 

interactions with, people living with the condition. Thus, appreciation of subjective 

meanings and attitudes was identified as important to the understanding of and, 

consequently, influencing behaviours shaping experience in dementia (Robertson 2017). 

The above conclusions appear particularly relevant to the findings presented in this thesis. 

If the hypothesis that adaptation in dementia depends upon a match between the adaptive 

capacity of a PWD and the environment withstands empirical scrutiny; understanding 

similarities and differences between PWD and others within their immediate environment, 

relative to experiencing and understanding factors identified as shaping this adaptive 

capacity, will be crucial to inform ways of facilitating a positive match and therefore 

promote adaptation. This has two main implications. First, as this study merely identifies 

some areas of difference, further research is required to investigate a) whether such 

discrepancies equally apply to other key concepts central to the adaptation through 

participation model; b) the impact these differences have on the adaptive processes; and 

c) potential ways of mitigating this impact to the mutual benefit of PWD and their 

important others. Second, based on this knowledge, the development of assessment and 

interventions aimed at the adaptive capacity of both PWD and their important others, 

inclusive of understanding potential differences that may impact upon it, would be 

required to effectively promote a positive adaptation in dementia. 
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It is acknowledged that issues relative to health and social phenomena are complex, multi-

faceted and dynamic (Craig et al. 2008). They require interventions and methods of 

evaluation capable of capturing and addressing this complexity. It is recognised that, to 

effectively support policy and care efforts, the approaches to practice must be built on 

adequate theoretical understanding (Moore et al. 2015). 

Participation is recognised as a complex, multidimensional, and relational concept 

(Whiteneck and Dijkers 2009; Dijkers 2010; Mallinson and Hammel 2010; Maxwell et al. 

2012; Imms et al. 2016, 2017). However, theoretical frameworks currently guiding 

participation-focused assessments and interventions appear limited in terms of ability to 

facilitate approaches to practice which would reflect this complexity. 

As previously highlighted, the ICF (WHO 2001), theoretical framework guiding health care 

policy and practice globally, proposes two qualifiers for participation measurement, 

capacity and performance. These were recognised as assessing objective aspects of 

participation i.e., the ability to execute an activity in relation to a specific standard of 

performance within, respectively, either standardised or everyday environment (Maxwell 

et al. 2012; Imms et al. 2017). Such a perspective has been identified as overlooking 

subjective aspects of participation i.e., indicators of involvement (Maxwell et al. 2012). 

Perhaps, to a degree, this explains why interventions based on the conceptualisation of 

participation proposed within the ICF, despite recognising complex relationships between 

individuals, their environment, activity and health, appear to yield inconclusive evidence 

in the context of dementia (Zwijsen et al. 2016). 

It has been acknowledged that attendance frequency surveys i.e., frequency measures (e.g., 

Smit et al. 2016) and quality assessments of activity settings (e.g., Kuhn et al. 2004) do not 

fully explain participation as they exclude indicators of the subjective experience such as 

motivation, self-determination, control, social connection or affect involved (Maxwell et 

al. 2012; Imms et al. 2017). Instead, it has been argued, attention to dynamic, transactional 

relationships between activities, contexts within which they occur and both objective and 

subjective aspects of individuals’ experiences, is required to develop a comprehensive 
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understanding of participation (Petrenchik and King 2011). It is proposed that the accurate 

measurement of complex health phenomena can be effectively facilitated using non-linear 

methods of analysis and modeling, reflective of adequate theoretical conceptualisations 

(Richardson et al. 2017). Similarly, it has been identified that designing complex 

interventions requires a thorough understanding of a target phenomenon, inclusive of 

change conducive contextual factors and causal mechanisms (Moore et al. 2015). Perhaps, 

by identifying and considering dynamic interactions between multiple personal and 

environmental factors shaping both objective and subjective aspects of participation in 

dementia, the current study offers robust support for the development of comprehensive 

interventions and measurement of the phenomenon. 

To the author’s knowledge, there are currently no existing measures of participation 

specific to the dementia population (EU Joint Programme – Neurodegenerative Disease 

Research [JPNDR] 2015). The Lawton and Brody’s (1970) Physical Self-Maintenance and 

the Instrumental Activities of Daily Living Scales (PSM and IADLS), recommended by the 

JPNDR (2015) as gold-standard measures of ADL in dementia, appear to exclusively 

measure the objective aspects of people’s engagement in selected activities. They neither 

reflect the unique, interrelated nature of participation nor have been specifically developed 

for the use with PWD. In the context of research indicating that traditional measures 

assessing global ADL may not be sensitive to functional changes experienced in dementia 

(Jefferson et al. 2008), it seems that the PSM and IADLS cannot be used as a 

comprehensive measure of participation. Additionally, as discussed, tools currently used 

to monitor the progression of dementia have been challenged as inadequate. Furthermore, 

in the context of growing recognition of the differences between PWD and proxy 

perspectives on various aspects of the experience of living with the condition; it appears 

reasonable that both these perspectives are incorporated into assessment procedures in 

dementia. At present, it does not seem to be routine practice. 

 

The purpose of the above chapter was to discuss the findings generated through research 

that utilised the modified realist explanatory theory building methodology. The study 
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aimed to develop an evidence-driven model for understanding the experience of living with 

dementia, routed in first-hand accounts, reflecting its complexity and incorporating 

positive constructs of participation and adaptation. 

The nature of the findings was considered relative to the methodology applied, sample 

characteristics, and potential to address research questions reflecting the study objectives. 

The results indicate that the experience of living with and adapting to dementia related 

changes, as emerging over time in the context of and out of ongoing participation, ought 

to be considered in terms of the adaptation through participation process. 

This conceptualisation was discussed in relation to current theory and research. The 

discussion included conceptual examination of adaptation and participation as 

intertwined processes; as well as the exploration of the concept of adaptive capacity, and 

related contributory factors and causal mechanisms. It was concluded that, although the 

proposed model is supported within current theory and recent research, due to conceptual 

confusion within the field as well as discrepancies between the proposed model and 

existing complexity-consistent, participation-focused frameworks; it requires further 

empirical testing to verify identified contributing factors as well as causal mechanisms and 

relationships between them.  

The outcomes of the adaptive processes in dementia, as proposed within the discussed 

model, were also reflected upon. It was determined that current research strengthens the 

evidence for more comprehensive and more sensitive measures of dementia progression. 

However, it was also indicated that further work is required to examine the understanding 

of the adaptive outcomes as manifested through a pattern of participation and associated 

emotions; and representing a spectrum rather than distinct categories. 

Differences in perspectives between PWD and important others, identified in this study, 

were also explored in relation to existing knowledge. It was suggested that, as bearing 

important implications for the assessment and interventions aiming at enhancing the 

adaptive capacity of both PWD and the environment, a deeper understanding of these 

discrepancies is needed. 
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Last but not least, the potential implications of the proposed conceptualisation, relative to 

the assessment and interventions aimed at participation and adaptation in dementia were 

also explored.  It was indicated that the emerging model has the potential to inform the 

development of more comprehensive and ethical ways of support. 

The chapter that follows summarises the contents of this thesis. It identifies its unique 

contribution and highlights implications specific to practice, policy and research. The 

limitations of the presented study are also outlined, along with directions for future work.
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CHAPTER 8 – CONCLUSIONS  

The way dementia is understood shapes public attitudes towards those living with the 

condition and professional approaches to treatment (Ikiugu 2010; Innes and Manthorpe 

2013). This, in turn, has implications for the experience of those living with dementia. 

Historically, public and academic debate around the condition was dominated by negative 

notions of ‘loss’ and ‘burden’ (Zeilig 2013), resulting in PWD being regarded as “sufferers” 

and “victims”. Over the past three decades conceptualisation of dementia has changed 

considerably; with biopsychosocial approaches replacing purely biomedical reasoning 

(Dorenlot 2005; Aldwin and Gilmer 2013). This shift offered a more holistic view of the 

condition and a more positive outlook to care. However, it has been acknowledged that 

theoretical frameworks currently guiding care efforts and informing public perceptions, 

although valuable in terms of their contributions, seem limited and incomplete (Gilliard et 

al. 2005; Spector and Orrell 2010; Manthorpe and Iliffe 2016). 

In particular, it has been recognised that these theories reflect professional expertise rather 

than personal experience of PWD (Bartlett and O’Connor 2010). They also fail to capture 

the complexity of this experience (Guendouzi and Müller 2006), the potential for 

adaptation (Spector and Orrell 2010) and the role of participation relative to health and 

wellbeing in dementia (Gilliard et al. 2005). This, combined with the evidence of the 

impact the condition has in terms of prevalence, economy and peoples’ lives globally 

(Prince et al. 2015); growing research focussed on the subjective experience; and the 

emerging human rights approach in dementia (WHO 2015, 2017; DAI 2016); resulted in 

the need to explore innovative frameworks of understanding and approaches to treatment 

being advocated for by the governments internationally (UK Government 2013) and the 

dementia community (DAI 2016) alike. 

Research presented in this thesis was designed to contribute towards bridging gaps in the 

current knowledge, with the view of developing a more comprehensive understanding of 

the experience of living with dementia, grounded in the first-hand accounts, reflecting its 
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complexity and capable of explaining factors and processes impacting upon adaptation and 

participation. 

It employed the modified realist explanatory theory building method (Eastwood et al. 

2014) as an overarching methodology. The approach comprised of three stages, integrating 

inductive, deductive, abductive and retroductive logic of reasoning (Eastwood et al. 2014). 

This allowed triangulation of the subjective perspective of dementia with the existing 

knowledge, including relevant complexity-consistent theories and concepts relative to 

participation and adaptation; facilitating not only identification of factors contributing to 

the overall experience but also the causal mechanisms and processes involved. 

The first, emergent phase of this study, considered the existing qualitative research on the 

first-hand experience, with particular focus on the key factors impacting upon it and issues 

relative to participation and adaptation. It used meta-synthesis as a systematic method of 

identifying and synthesising multiple qualitative studies representing multidisciplinary, 

international perspectives. Out of 3,418 identified articles, 34 were included for in-depth 

analysis. These represented contributions from six different disciplines and nine countries 

across the globe. In total, the samples comprised of 626 participants, including 487 PWD 

and 139 FM. The analysis identified a number of factors within the person and within the 

environment that appeared crucial in shaping the experience of living with dementia. It 

also indicated that PWD experience a tension between continuous change and the desire 

for and efforts to maintain continuity. The double impact of the environment in terms of 

shaping peoples experience was also highlighted. The findings were examined against the 

objectives of this research. The rigour of method and interpretation offered by the included 

articles was scrutinised against the criteria proposed by Daly et al. (2007). 

The results of the emergent phase were subject to analysis against the relevant complexity-

consistent theory during the confirmatory phase. The first stage of this process was to 

define the conceptual boundaries, as part of which, findings of the meta-synthesis 

informed the development of the tentative theoretical model. This initial model was then 

examined in the context of concepts and ideas from eleven multidisciplinary, complexity-

consistent theoretical frameworks, ranging from global, overarching theories of human 
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development and nature of change, to those focused on specific concepts such as health, 

resilience or participation. The explanatory power of these frameworks was considered, 

guided by criteria proposed by Thagard (1978). This was followed by abductive and 

retroductive analysis focused on the exploration and clarification of key concepts identified 

as crucial for shaping the experience of living with dementia and causal dynamics between 

them. The possible trajectories of adaptive processes were also reflected upon. As a result, 

a refined model of dementia experience, considering it as directly related to and emerging 

out of participation, was developed and formed the basis for the final, confirmatory phase 

of this study. 

This involved examination of the refined model against the empirical narrative data 

representing perspectives of PWD and their FM, across the dementia spectrum. The 

analytical procedures included both categorical and holistic approaches to narrative 

analysis. The categorical analysis afforded a transparent way of grounding findings in first-

hand accounts of the experience of living with dementia, while permitting exploration of 

concepts included in the examined model. It also provided a means for identifying 

common themes as well as contradictory evidence across the dataset. The holistic analysis 

allowed integration of the relevant factors and better understanding of the dynamic, 

transactional nature of relationships that determine the experience in dementia. 

This empirical stage involved 31 participants, 12 PWD and 19 FM, including 10 family dyads. 

It put forward a preposition that the experience of living with and adapting to dementia 

related changes, as emerging over time in the context of and out of ongoing participation, 

should be considered in terms of the adaptation through participation process. It was 

proposed that participation and adaptation are interwoven; with participation understood 

as both shaping and being shaped by adaptive processes transpiring through ongoing, 

dynamic and non-linear interactions between a person and the environment. These 

interactions between contributory factors and causal mechanisms within the person and 

within the environment were identified as determining the overall adaptive capacity of the 

person and the environment. The contributory factors and causal mechanisms as well as 

causal dynamics and adaptive processes, specific to the dementia experience, were 
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identified, explained and explored in the context of the relevant theory and research 

evidence. 

The unique contribution and limitations of this study, as well as its implications for 

practice, policy and methodology; and the directions for future work are considered in the 

sections that follow. 

 

The use of the realist explanatory theory building method as a way of triangulating the 

subjective perspective of dementia with the existing knowledge is a strength of this study. 

Incorporating findings of the existing qualitative research grounded in first-hand 

experience, constructs and prepositions of relevant complexity-consistent theoretical 

frameworks and empirical data generated through narrative methods, as part of a distinct 

research process, provides strong foundations for theory construction.  In particular, 

combining a realist approach to theory development with the assumptions of complexity 

science relative to an understanding of complex human behaviour; mitigates some 

weaknesses of realist-based theories. Specifically, it challenges “sequentialism” (Gorski 

2015, pp. 42-43) that may be implicit in the realist CMO configurations; and facilitates 

attention to multi-causality, non-linearity and bi-directionality of transformational 

processes inherent to social phenomena (Archer 2015). To the author’s knowledge, this 

thesis is unique in its approach to theory development. 

The existing models of dementia reflect the longstanding nature of public and academic 

debate about the condition, dominated by knowledge based on professional expertise, 

rather than that rooted in personal experience (Bartlett and O’Connor 2010). The 

explanatory model proposed in this thesis, bridges this gap by incorporating and reflecting 

the subjective experience of those living with the condition. The findings are embedded in 

qualitative research reflecting this experience and examined against the narrative data 

reflecting perspectives of PWD and their FM. Indeed, the inclusion of 10 family dyads in 

this research is also an asset, as it allowed direct comparison of the views contributed by 
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PWD and FM. As previously noted, few existing studies on the subjective experience of 

dementia include such mixed samples. 

In line with the ICF (WHO 2001) position on health and disability, the model proposed in 

this thesis explains the experience of PWD in terms of participation. However, whilst 

supporting the ICF (WHO 2001) conceptualisation of participation in terms of intersection 

between personal and environmental factors and the experience of a health condition; it 

advances the ICF approach by considering both objective and subjective aspects of 

participation and offering potential for more comprehensive assessment and intervention. 

The proposed model recognises the potential for adaptation in dementia. It puts forward 

the notion of the adaptation through participation process, supporting the literature which 

argues that these two processes shape and are shaped by one another and thus, one is not 

possible without the other (Petrenchik and King 2011). The preposition that PWD actively 

engage in adaptive processes is supported by the recent research (Wolverson et al. 2016). 

The proposed model extends current knowledge by not only identifying conceptual 

domains, within the person and within the environment, which might be important in 

determining adaptive outcomes for PWD; but also exploring and explaining causal 

mechanisms and processes responsible for these outcomes. 

By explaining causal dynamics in dementia in terms of adaptive processes through which 

PWD experience, appraise and make choices regarding ongoing participation; determined 

by dynamic, non-linear interactions between and matching the person’s and the 

environment’s adaptive capacity; this thesis asserts that both individual and environmental 

adaptive potential needs to be understood and supported to promote optimal adaptive 

outcomes in dementia. Importantly, the model considers possible trajectories of adaptive 

outcomes and supports the emerging evidence (Wood et al. 2009) suggesting that these 

should be thought about in terms of a spectrum rather than distinct stages of dementia 

progression. 

The conceptualisation of dementia experience put forward in this thesis captures the 

differences between PWD and their FM relative to the experience and understanding of 

key concepts identified as crucial for the adaptation through participation process. Such 
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diversity of perceptions relative to e.g., areas of need or QOL, have been previously 

acknowledged (Conde-Sala et al. 2009; Miranda-Castillo et al. 2013). However, as the 

current model recognises the importance of matching the adaptive capacity of the person 

with the adaptive capacity of the environment, it assigns different meaning and importance 

to the understanding of these discrepancies. It suggests that this ought to be understood 

not only to avoid focus on the proxy, rather than PWD, priorities in care. It supports the 

emerging evidence (Fleming et al. 2015; Robertson 2017) suggesting that appreciating these 

discrepancies may be crucial for shaping the adaptive potential within the PWD-proxy 

dyads and therefore for designing and guiding therapeutic interventions. 

Finally, to depict the proposed conceptualisation, the author uses the metaphor of “a tree 

and a forest” (section 6.8, pp. 240-242). This way of representing findings not only 

facilitates an effective explanation of the complex, dynamic, non-linear interactions 

between personal and environmental factors shaping the experience of living with 

dementia but also provides positive imagery of growth and interagency into academic, 

clinical and public discourse of dementia. A discourse, which to-date has been dominated 

by negative metaphors of “loss”, “living death” and “darkness”, positioning PWD as passive 

“victims” (Zeilig 2013). By doing so, it has the potential to contribute not only towards a 

more comprehensive understanding of dementia experience, but also towards a shift in 

professional and public perceptions and de-stigmatisation of the condition. 

 

Cilliers (2013) argues that “models of complex systems will always be flawed in principle” 

(p. 35). He further asserts that this is “not because of some inadequacy in our modelling 

techniques, but a result of the meaning of the notions ‘model’ and ‘complex’” (Cilliers 2013, 

p. 35). It must be acknowledged that the limitations of any model of any complex system 

apply equally to the model developed in this thesis. By default, the proposed model is 

reductionist – it is impossible to capture and explain all non-linear interactions between 

various contributory factors and causal mechanisms identified in this study. In fact, 

considering the unique character of the experience of living with dementia, the possibility 

of identifying and including all relevant contributory factors and causal mechanisms is 
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equally questionable (Cilliers 2013). Therefore, the author wishes to reiterate that it was 

not the objective of this research to offer a final, absolute understanding of the experience 

of living with dementia. On the contrary - the aim was to contribute towards a more 

comprehensive understanding of this experience, inclusive of both personal and contextual 

factors and causal processes within and between them; reflecting its subjectivity; and 

incorporating positive concepts of participation and adaptation. The author remains 

committed to further scientific discourse and empirical work aiming to advance the 

proposed model and, importantly, enhance the experience of those living with the 

condition. 

The limitations of the first two phases of this research were explored in the corresponding 

chapters (chapter 3 and 4). Here, the author wishes to reflect upon some limitations 

inherent to the recruitment and sample composition of the final, confirmatory phase. 

First, the participants were enlisted with the support of statutory and non-statutory 

services supporting PWD and their families within the locality of the current research. It 

is therefore acknowledged that the perspectives of those who were not reached due to their 

lack of involvement with services supporting recruitment, or indeed those who were 

deemed by the recruiting parties as too vulnerable to participate or those who opted out, 

may differ from those who participated. Additionally, participation of all those involved in 

this research was dependent upon their ability to give informed consent. It was previously 

indicated that, although an indisputable and valuable aspect of ethical validation (Angen 

2000), consent procedures imply voluntary involvement. This inevitably suggests that 

people with certain characteristics or type of experience do not agree to contribute their 

views (McMillan 2004). Therefore it is important to remain mindful of the selection bias 

(Blodgett et al. 2005; Robinson, 2014) which may have been introduced through both 

gatekeepers and consent procedures. Thus, the author does not make specific claims 

regarding the applicability of the presented findings and interpretations in terms of the 

target population. Instead, given the transparency of reporting and rigour of methods and 

procedures applied; she believes that readers will be able to make an informed judgement 

regarding adequacy and applicability of findings and inferences made. 
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In terms of sample composition, it is recognised that the study would benefit from the 

inclusion of perspectives of people living with severe dementia. Facilitating involvement in 

research of those in the more advanced stages proves challenging due to ethical and legal 

considerations (Black et al. 2013). However, gaining direct insight into their experiences 

would enhance current understanding and aid development of more effective and ethical 

ways of evaluation and support. Similarly, considering that the sample was skewed in terms 

of gender and participants’ age, future studies involving more men and focussed on the 

experiences of younger PWD would be desired to verify if the assumptions of the proposed 

model stand scrutiny for these groups. Finally, as the sample in this study is ethnically 

homogenous, representing white-British, working to middle class population of PWD only; 

it would be beneficial to verify findings against data obtained from a more ethnically varied 

sample. 

 

8.3.1 Practice 

The proposed conceptualisation recognises the role of participation and the potential for 

adaptation in dementia. It puts forward the notion of the adaptation through participation 

process, implying that these two processes shape and are shaped by one another and thus, 

one is not possible without the other. By doing so, it implies that, when designing 

interventions for PWD greater emphasis should be placed on supporting every day, 

meaningful participation, through which PWD are enabled to exercise their existing 

cognitive, physical and mental capacity; rather than on decontextualized, isolated 

functional domains. It highlights the importance of adequate levels of support, delivered 

in a respectful, caring manner within a consistent, safe environment; where PWD can 

utilise their strengths but, when required, are provided with assistance to achieve 

successful participation, reinforcing their sense of meaning, competence, agency, 

connectedness and self. 

Recognition that participation and adaptation in dementia take place through dynamic, 

non-linear, multidirectional interactions between multiple levels of system organisation 
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such as neurocognitive structures and functions, cognitive, physical and mental capacity, 

motivation and identity and the relevant environmental influences; provides further 

argument for coordinated cross-paradigm, multidisciplinary support to address needs in 

these various areas. 

This study identifies the role of matching the adaptive capacity of PWD with the adaptive 

capacity of the environment as part of the adaptation through participation process. By 

doing so, it does not only acknowledge the environment as a means of support, but 

positions it at the centre of interventions aimed at enhancing the adaptive capacity of both 

PWD and the environment to maximise the potential for positive outcomes. Additionally, 

the study highlights the impact of differences between PWD and FM in understanding 

concepts identified as core components of the adaptation through participation process, 

relative to facilitating this process. As such, it advocates greater attention to and more 

effort towards understanding these differences, to enable a positive match between a 

person’s and the environment’s adaptive capacity and, consequently, more favourable 

outcomes. 

Finally, this study proposes that the adaptive outcomes in dementia are manifested 

through patterns of participation and associated emotions. It suggests that positive 

adaptive outcomes are possible throughout the dementia continuum and therefore efforts 

to support positive adaptation; demonstrated through participation in meaningful 

activities, aligned with capacities, motivation and identity of PWD and thus supporting 

their sense of meaning, competence, agency, connectedness and self; should continue into 

the most advanced stages. However, while the importance of ongoing efforts to promote 

participation throughout individuals’ journeys with dementia is strongly emphasised; this 

research also recognises that the adaptive potential of PWD is highest in its initial stages 

and therefore it should be capitalised upon to enable PWD to remain independent and 

exercise greater control over the experienced symptoms for longer. 

Appendix 23 outlines key recommendations for professionals working with people affected 

by dementia, based on the findings of the presented research.
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8.3.2 Policy 

At a global policy level, documents such as the WHO Draft Global Plan on the Public 

Health Response to Dementia (2017) advocate the human rights, empowerment and 

engagement, and equity for PWD and their carers. In the light of recent evidence, 

indicating that much remains to be done to tackle misconceptions and stigma surrounding 

dementia within public (Public Health England 2015) and healthcare (Smyth 2013; Garma 

2017) domains; findings of the presented research appear to have important implications 

for de-stigmatising the condition and enhancing person-centred approaches to care. By 

offering a way of understanding dementia that embraces the uniqueness of each individual 

and recognises the enduring potential for positive adaptation underpinned by 

interdependency between a person and the environment, the current study has the 

potential to contribute towards such developments. In particular, the value assigned within 

the proposed model to ongoing participation, as both the means and the outcome of 

adaptive processes 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 measurement and support. 

Within the national context, the findings of the current research support the commitment 

to integrated care delivered through coordinated, multidisciplinary diagnostic services and 

post-diagnostic support; aimed at the needs of both PWD and their carers; and delivered 

within people’s local communities for as long as possible; put forward in the Scotland’s 

National Dementia Strategy 2017-2020 (Scottish Government 2017). The document 

promotes gradually increasing, personalised support for PWD and their carers to 

accompany the progression of dementia. This study acknowledges the value of such an 

approach and the commitment to flexibility in determining the requirement for assistance 

within the policy. However, by adding to the existing body of research (e.g., Kuhn et al. 

2005) which recognises that the adaptive capacity of PWD is greatest in the early stages of 

the condition it suggests that, perhaps, PWD and their important others would benefit 

from a greater effort to support participation from the initial stages of their life with the 

condition, to maximise their adaptive potential for the remainder of their journey. 
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8.3.3 Methodology 

In pursuit of a fresh conceptualisation of dementia, this research utilised a modified realist 

explanatory theory building method, proposed by Eastwood et al. (2014). The approach 

allowed cross-examination of findings from the existing qualitative research on the first-

hand experience of dementia, constructs and prepositions of the relevant complexity-

consistent theoretical frameworks and empirical data generated through narrative 

methods, as part of a distinct research process; providing strong foundations for theory 

development. 

The methodology used in this thesis advances methods reported in the literature which 

promotes either the meta-synthesis (Finfgeld-Connett 2016), summarising and 

synthesising findings across topic-specific qualitative research; or realist review (Pawson 

et al. 2005), examining existing theories against empirical data; as typical strategies of 

theory construction. By addressing the limitations of both approaches, the methods 

applied in this study not only facilitated generation of theory “doubly” grounded in the 

first-hand experience but also capturing and explaining contextually nuanced constructs 

contributing towards the experience of living with dementia and the dynamic, non-linear 

relationships between them; an important aspect of practice-level theories required to 

drive evidence-based interventions (Finfgeld-Connett 2016). 

Indeed, by combining the use of meta-synthesis with the assumptions of complexity 

science and findings generated through the analysis of narrative data, the applied 

methodology mitigated the risk of generating isolated findings, frequently reported in 

relation to meta-synthesis (Finfgeld-Connett 2014). It afforded the opportunity to place 

the results in relation to the existing knowledge and put forward a fresh theoretical 

understanding. Furthermore, by facilitating attention to multi-causality, non-linearity and 

bi-directionality of transformational processes inherent to social phenomena (Archer 

2015), the approach challenged “sequentialism” (Gorski 2015; pp. 42-43), often implicit in 

the realist CMO configurations, increasing the comprehensiveness of the proposed model. 
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8.4.1 Validation of the Proposed Model 

The conceptualisation of dementia experience as the adaptation through participation 

process, developed through the realist explanatory theory building method (Eastwood et 

al. 2014) offers a robust, evidence- and theory- based framework for thinking about and 

understanding this experience. However, the identification of subtle discrepancies 

between this new model and the existing complexity-consistent theories of participation; 

the lack of conceptual clarity around several concepts incorporated into the proposed 

model; and the assumption of non-linearity between the conceptual domains included; 

lead to the conclusion that further work, aimed at establishing its construct validity and 

investigating causal pathways between the observable and latent variables would be 

beneficial. It was indicated that this can be facilitated through the application of 

appropriate methods of analysis and modelling; which should become the next step in the 

development of the proposed model. 

Additionally, further development of the adaptation through participation model would 

benefit from a large sample, more equally representing PWD currently using specialist 

services as well as those who do not have direct involvement with such facilities. Greater 

heterogeneity of the sample in terms of dementia severity, gender, age and ethnicity would 

also be desirable. 

8.4.2 People with Dementia and Proxy Report 

To the author’s knowledge, little work has previously been carried out to investigate 

differences between PWD and FM/proxies reports of PWD participation. For example, 

Lawton and Brody’s (1970) Physical Self-Maintenance and the Instrumental Activities of 

Daily Living Scales (PSM and IADLS), recommended by the JPNDR (2015) as gold-standard 

measures of ADL in dementia, captures the objectives aspects of PWD’s involvement in 

daily activities, based on the proxy’s report only. This is also true for other assessments 

typically used in clinical practice, such as KATZ Index of ADL (Katz et al. 1963) or Bristol 

Activities of Daily Living Scale (Bucks et al. 1996). 
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The current study contributes to the existing evidence regarding discrepancies between 

PWD and FM report on PWD behaviour / experience. By emphasising the interdependency 

between a person and the environment, the conceptualisation of PWD participation put 

forward in this thesis implies, that the understanding of these differences is crucial for 

facilitation of the adaptation through participation process. Thus, future studies 

investigating PWD participation would benefit from utilising both perspectives. In fact, as 

access to formal services increases with the progression of dementia, these perspectives 

should include not only FM, but also formal carers. This would add depth to the current 

understanding of participation in dementia; as well as inform the development of 

assessment tools and interventions aimed at the evaluation and enablement of the 

adaptation through participation process in dementia.  

8.4.3 Expanding Understanding of the Adaptive Capacity of the Environment 

The main objectives of this thesis were to explore the subjective experience of dementia; 

with particular emphasis on the identification and explanation of the contributory factors 

and causal dynamics determining participation and adaptation of PWD. Accordingly, 

emphasis was on the exploration of key factors and causal mechanisms inherent to PWD. 

However, the findings indicate that neither participation nor adaptation in dementia can 

be fully appreciated without adequate understanding of the environment and its adaptive 

capacity. 

In line with previous research (Raber et al. 2010; Teitelman et al. 2010), the results of this 

study support the importance of the social aspects of the environment in shaping the 

adaptive capacity and participation of PWD. However, based on the reviewed literature, it 

is acknowledged that physical and cultural aspects of the environment may play a greater 

role than identified in this thesis. Further research, focussed specifically on the adaptive 

capacity of the environment as part of the adaptation through participation process in 

dementia, would therefore be beneficial. It would offer a better understanding of the 

nature and characteristics of environmental factors and causal mechanisms key to this 

process.  
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8.4.4 Dissemination 

The importance of knowledge dissemination is acknowledged and promoted nationally 

(UK Government 2016) and internationally (European Commission 2017). In this vein, 

some learning generated as part of this research has already been shared through a 

publication in an open-access, peer-reviewed, high impact journal (Górska et al. 2017, 

Appendix 8); presentations at international and national conferences (Górska et al. 2013a; 

2014) (Appendix 24); and a contribution to a book chapter included in an international, 

discipline-specific textbook (Raber et al. 2017). These communicated ideas regarding the 

research design and findings of the first, emergent phase of this project. 

As part of the ongoing commitment to share research findings with a diverse audience, the 

author aims to disseminate learning relative to the methodology used in this study and its 

two final phases through publications in targeted, open-access, peer-reviewed, high impact 

journals; as well as through presentations at appropriate knowledge-transfer events on a 

local, national and international level. 

 

Promoting equity and participation for PWD and their carers are among key priorities 

globally (WHO 2015, 2017; DAI 2016) and nationally (Scottish Government 2017). This 

thesis presents the findings of the iterative research which focused on the identification of 

key factors shaping the subjective experience of living with dementia, the causal dynamics 

involved, and positive concepts of participation and adaptation. 

The findings imply that the experience of living with and adapting to dementia related 

changes should be regarded as the adaptation through participation process. This process 

is thought to emerge out of ongoing, dynamic, non-linear interactions between PWD and 

their environment. The key factors and causal mechanisms, within the person and within 

the environment, shaping these interactions were identified. The adaptive processes were 

considered to involve PWD experiencing, appraising and making choices regarding 

ongoing participation; determined by dynamic, non-linear interactions between and 

matching the person’s and the environment’s adaptive capacity. The potential outcomes of 



 

 
287 

 

these processes and differences between PWD and their FM in experiencing and 

understanding of some key concepts identified as components of the adaptive processes in 

dementia were also indicated. 

The unique contributions, limitations and implications of this research were highlighted. 

It was considered that validation of the proposed conceptualisation through appropriate 

methods of analysis and modelling should become the next step in its development. It is 

anticipated that, once verified, the model has the potential to shift focus in current policy 

and practice from the identification and management of deficits to proactive support for 

continuity of participation throughout the dementia spectrum. 

There is an important note, the author wishes to make before concluding. Throughout 

these theses, it has not been the intention to discard, ignore or dismiss the many challenges 

and losses experienced by PWD and their families. These are many and painfully real. But 

they are also well documented within the existing literature, research and policy guiding 

clinical practice and care efforts in dementia. Hence, the intention in this research was to, 

while recognising challenges, focus on the strengths and potential within those who 

experience this testing condition, yet strive to be involved, enjoy life and, like participants 

in this study, contribute and help others. Maybe it is time that researchers, policy makers, 

clinicians and we as a society, paid more attention to these aspects of the dementia 

experience? Maybe the time has come for compassion, humanity, positivity, prescribed 

engagement (Swaffer 2016) and empowerment in dementia care?
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To facilitate reflexive practice the author used a number of tools, including supervisory sessions, 
reflexive writing, NVivo notes and electronic files. 

Below are two examples of the author’s engagement in reflexivity. 

 

Example 1: Adapting style of interviewing in response to participants’ needs 

[Reflection on data collection process, October 2011 – July 2012] 

The approach to narrative interviewing adopted in this study reflects guidelines by Jovchelovitch 
and Bauer (2000), which recommends starting from an open-ended narrative, followed by 
probing questions aiming to clarify the content of the main narrative and addressing the study 
objectives, should these not be met through the main narrative. 

The approach appeared to work well with FM and with some PWD, particularly those 
experiencing mild symptoms. However, it proved more challenging when conducting interviews 
with those who, due to cognitive symptoms, struggled to sustain lengthy narratives. Based on my 
experience I learned that, when a person has difficulty sustaining attention, recalling events, 
processing information or finding words to support their narrative, asking more closed-ended 
questions worked better. It allowed a person to engage in short speech through which they were 
able to recall their experiences and express emotions and feelings in response to my questions, 
which facilitated their participation in this study. 

Additionally, a direct interaction with PWD taught me that being aware of and sensitive to their 
circumstances and particularly to how they understand and experience their dementia symptoms 
i.e., how these fit into their sense of self, has important implications for the way they engage in a 
research process. A good example of this is my interaction with Ingrid, a 90-years-old lady 
diagnosed with mild dementia, who did not acknowledge experiencing memory problems or her 
diagnosis. This resulted in Ingrid’s withdrawal from interaction with me during the interview, 
when asked directly about her memory problems, as per extract from field notes below: 

“During the interview [Ingrid] answered most of my questions coherently however, her 
answers were very short and I sometimes struggled to understand her. When asked about 
her memory [Ingrid] said her memory was fine. She became quite agitated so I changed the 
subject and continued asking about her environment and activities of choice. 

I had an the impression that [Ingrid] was quire defensive and reluctant to engage in 
conversation. It is understandable considering that she had never met me before and I was 
asking her questions about the subject she avoids even with her close ones. 

However, after the interview, when I was admiring the garden [Ingrid] became quite 
animated. She opened the back door and showed me her garden, which she obviously is 
proud of. She laughed when I said the garden is so big she could have a party there. She 
explained that it’s too big for her to keep and that her son in law does the gardening for her. 
She also explained that the fence was missing because it belongs to the Police Station and 
was knocked down by Police vans and was never replaced. She was visibly pleased when I 
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asked about the garden and happy to have the opportunity to show it to me.” (19 January 
2012) 

On reflection, if given the opportunity to conduct an interview with Ingrid again, I would avoid 
direct questioning about her memory problems and focus on e.g., her interests, values, ability to 
engage in daily activities, and her interactions with the immediate and wider socio-cultural 
environment. This would allow me to more effectively explore issues central to my research while 
recognizing and validating Ingrid’s sense of self (see the latter part of the above field notes, 
showing that such an approach was much more effective in eliciting Ingrid’s experiences). 

Example 2: Reconsidering the analytical approach 

[Reflexive log from a supervisory session, March 2015] 

1. Questions proposed by my supervisors in order to identify a unique contribution of 
my study: 

 What is the new knowledge? 

 What do we know that we didn’t know before (from using MOHO as a lens)? 

 What insights / relationships are new / interesting? 

 Which insights / relationships have implications for practice? 

 What themes can be identified? 

2. Results of my reflection upon my RQs and questions suggested by supervisors 

WHAT IS CURRENTLY KNOWN? 
(based on the review of qualitative research 

focussed on experience of people with 
dementia) 

WHAT IS NOT KNOWN? 

 People with dementia experience 
changes in: 

 Cognitive capacity (awareness, memory), 

 Ability to do things / participate in 
various areas of life, 

 Emotions (experiencing conflicting 
emotions), 

 Interpersonal relationships. 

 People with dementia, largely, maintain 
their identity which is demonstrated 
through personality traits, beliefs, 
opinions, actions, activities (based on 
studies involving people with mild to 
moderate dementia). 

but 
they face losses and challenges, such as 
loss of skills and abilities and negative 
responses from others, which may pose 
threat to identity. 

 People strive to maintain continuity in 
their lives and to preserve identity 
through use of various personal 
strategies (emotional, cognitive and 
behavioural). 

 Existing models used to guide 
understanding of dementia either ignore or 
marginalise the significance of the 
relationship between engagement in 
meaningful activity and people’s health and 
wellbeing. At the same time the 
metasynthesis of the current research 
focussed on dementia experience indicates 
that people with dementia experience 
significant changes in their ability to 
engage in meaningful activities, which has 
implications for both their identity and 
QOL. 

 The metasynthesis indicates that the 
literature focusses on cognitive aspects of 
dementia. Experience and impact of 
physical symptoms is not highlighted, 
possibly due to the fact that the reviewed 
studies did not include people with more 
severe dementia. 

 Literature highlights loss of ability to do 
things and its impact on participation. It 
does not explore mechanisms behind this 
loss although the link between reduction in 



 

 
333 

 

 Environment has double-edged impact 
on supporting continuity / identity. 

cognitive and physical capacity and loss of 
skills, motivation and changes in habits is 
suggested. 

 Literature identifies that people with 
dementia, largely, maintain identity but 
may experience losses and challenges that 
may pose a threat to identity. It does not 
identify factors / mechanisms which 
determine whether or not a person may or 
may not maintain identity. 

 Literature lists factors (both personal and 
environmental) that impact on people’s 
experience but does not consider 
interactions between these factors that 
shape potential for people’s ability to 
maintain continuity / adapt to the 
experienced changes. 

WHAT NEW KNOWLEDGE COMES FROM 
MY FINDINGS? 

MAIN THEMES / STORY TO BE TOLD? 

 Experience considered through 
occupational perspective: 

 How does dementia affects people’s 
ability to engage in activity? 

 What implications this impact has 
on people’s health and wellbeing? 

 Importance of considering person with 
dementia as an entity comprising of body 
and mind (contrast with medical model 
and philosophy of body-mind dualism 
(Descartes)). 

 Exploration of multiple personal and 
environmental factors impacting upon 
people’s experience. 

 Exploration of dynamic interactions 
between personal and environmental 
factors and mechanisms shaping 
experience. 

 Exploration of factors shaping potential 
for adaptation. 

Main themes (as identified to-date through 
framework analysis): 

 Performance capacity issues. 

 Unity of body and mind. 

 Role of awareness. 

 Loss of skills. 

 Habituation issues. 

 Roles and responsibilities. 

 Daily routines. 

 Volition issues. 

 Frustration vs acceptance. 

 Values. 

 Interests. 

 Environment issues. 

 Double edged impact of social 
environment. 

 Double edged impact of physical 
environment. 

 Relationships between personal and 
environmental factors and the subjective 
experience of dementia. 

 Confidence. 

 Identity. 

 Competence for everyday life. 

 Potential for adaptation. 
 
Emerging story: 

 People with dementia experience changes in 
performance capacity and competence. 
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 This is an embodied experience which has 
an impact on: 

 People’s ability to engage in roles and 
responsibilities and to maintain their 
daily habits. 

 People’s emotions (frustration vs 
acceptance) 

 Experience of people with dementia is 
shaped by a dynamic / transactional 
relationship between multiple personal and 
environmental factors. 

 This dynamic / transactional relationship 
shapes people’s participation and potential for 
adaptation. 
 

 

As I considered the gaps in the literature and my findings, in their current form, I noticed that my 

way of thinking about my data and attempts to present the most important results, related to the 

dynamics involved in shaping peoples’ experience in dementia, were influenced by the method of 

data analysis adopted to-date. 

Although I found framework approach helpful in analysing aspects of people’s experience related 

to various personal and environmental factors and their experience of engagement in occupation 

as conceptualised within MOHO (Kielhofner 2008) I became aware that this method did not 

facilitate thinking about and presenting my findings in the way that emphasises the dynamic and 

transactional nature of interactions between person, occupation and environment which 

determines potential for adaptation. Instead I found myself stuck in a very fragmented, linear and 

static way of thinking about factors shaping people’s experience in dementia, no different from the 

way these factors are identified and presented in the literature. 

As I was struggling to present the complexity of the experience of people with dementia, I 

wondered what method would support me in giving justice to this complexity. I therefore decided 

to go back to where my study started – to narratives as a method of data gathering. I started to 

read about methods of analysing narrative data. I learned about a distinction between ‘analysis of 

narrative’ and ‘narrative analyses’. I found that the former reflected my to-date way of thinking 

characterised by searching for themes within people’s stories. The latter seemed more promising 

as it focussed on formulating stories with beginning, middle, end and significant plots; stories 

which ‘explore individuals' understandings of their experience in the context of their everyday 

lives while simultaneously looking to the wider social/cultural resources on which people draw to 

help them make sense of their lives’ (McCormack 2004). As I embarked on learning about this 

approach I was encouraged by the experiences of other researchers who reported that 

‘an interpretive story offers an alternative mode of representation of interview transcripts 
which: retains the situated nature of the participant's experiences; highlights the individuality 
and complexity of a life; reveals the in-process nature of a life; includes the multiple voices of 



 

 
335 

 

the researcher and participant; and offers the reader the possibility of multiple 
interpretations and the potential to positively re-story their life’ (McCormack 2004). 

At first glance, it appeared as EXACTLY the method I required to support me in reporting what I 

learned about the experience of my participants living with dementia. 

However, there came the realisation of all the time invested in analysing my data with the use of 

framework analysis. ‘Was all this unnecessary? Was it a waste of time?’ I asked. 

Then I read the report by Jones (2013) who conducted a narrative study investigating career stories 

of school librarians and reported, that she deliberately combined narrative research methodology 

with theoretical frameworks related to vocational choices and career construction, to guide the 

research process. She proposed developing profiles of individual participants, based on interview 

and field notes data, using concepts embedded in the adopted theoretical frameworks to identify 

events, motives, experiences that were important from the point of her research questions. That, I 

thought, was helpful as it would allow me to build upon the work completed to-date and develop 

further, to offer better insight into the dynamic nature of dementia experience, as analysed from 

an occupational perspective embraced within my study. 

I then decided to locate a previous PhD study which utilised a similar approach to learn whether 

narrative analysis can indeed offer a means of presenting the complexity of my findings. I reviewed 

a PhD thesis by one of the colleagues from the teaching team, Sarah Kantarzis (2013), who 

successfully employed narrative analysis in her ethnographic study of occupation in daily life in a 

Greek town. 

As a result of the described process: 

 I re-considered the way I would like to present my findings. 

 I consider completing further analysis that would allow formulation of profiles of 
individual participants in my study, to support better understanding and reporting more 
accurately reflecting the complexity of people’s experience. 
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Ref. Number  

Assigned 
Reviewers 

 

Recommendation  

Outcome   

 
 
APPLICATION FOR ETHICAL APPROVAL 
FOR A RESEARCH PROJECT 2010/11 
 
This is an application form for ethical approval to undertake a piece of research.  Ethical 
approval must be gained for any piece of research to be undertaken by any student or member 
of staff of QMU.  Approval must also be gained by any external researcher who wishes to use 
Queen Margaret students or staff as participants in their research. 
 
Please note, before any requests for volunteers can be distributed, through the moderator 
service, or externally, this form MUST be submitted (completed, with signatures) to the 
Secretary to the Research Ethics Panel. 
 
You should read QMU’s chapter on “Research Ethics: Regulations, Procedures, and Guidelines” 
before completing the form.  This is available at:  
http://www.qmu.ac.uk/quality/rs/default.htm  
Hard copies are available from the Secretary to the Research Ethics Panel. 
 
The person who completes this form (the applicant) will normally be the Principal Investigator 
(in the case of staff research) or the student (in the case of student research).  In other cases of 
collaborative research, e.g. an undergraduate group project, one member should be given 
responsibility for applying for ethical approval.  For class exercises involving research, the 
module coordinator should complete the application and secure approval. 
 
The completed form should be typed rather than handwritten. Electronic signatures should be 
used and the form should be submitted electronically wherever possible. 
 
Applicant details 
 
Researcher’s name: Sylwia M. Gorska 
Researcher’s contact email address: sgorska@qmu.ac.uk 
Category of researcher (please tick and enter title of programme of study as appropriate): 
 

QMU undergraduate student  

Title of programme:  

QMU postgraduate student – taught degree  

Title of programme:  

QMU postgraduate student – research degree  

QMU staff member – research degree √ 

QMU staff member – other research  

Other (please specify)  

http://www.qmu.ac.uk/quality/rs/default.htm
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School: Health Sciences 
Division: Occupational Therapy and Art Therapies 
Name of Supervisor or Director of Studies (if applicable): Professor Kirsty Forsyth 
Names and affiliations of all other researcher who will be working on the project: 
 
Research details 
 
Title of study: Quality of Life in Older People with Dementia: Occupational Perspective 
Expected start date: March 1st 2013 
Expected end date: August 2016 
Details of any financial support for the project from outside QMU: Funded by NHS Lothian and 
the Midlothian Council 
Please detail the aims and objectives of this study (max. 400 words) 

 
Methodology 
 
Research procedures to be used: please tick all that apply. 
 

 Tick if applicable 

Questionnaires (please attach copies of all questionnaires to be used)  

Interviews (please attach summary of topics to be explored) √ 

Focus groups (please attach summary of topics to be explored / copies of 
materials to be used) 

 

Experimental / Laboratory techniques (please include full details under 
question 14) 

 

Use of email / internet as a means of data collection (please include full details 
under question 14) 

 

Use of questionnaires / other materials that are subject to copyright (please 
include full details under question 14 and confirm that the materials have been 
/ will be purchased for your use) 

 

Use of biomedical procedures to obtain blood or tissue samples (please include 
full details under question 14 and include subject area risk assessment forms, 
where appropriate) 

 

Other technique / procedure (please include full details under question 14)  

This study aims to identify factors underlying changes in occupational performance and participation 
in older people with dementia, and to consider any existing relationships between constructs related to 
occupational adaptation and quality of life (QoL). The study utilises the Model of Human Occupation 
(MOHO) (Kielhofner 2008) as a theoretical framework offering a collection of relevant orienting 
concepts against which to map and code the data. 

The study objectives include identification of changes in motivation for occupation, patterns of 
occupation, and physical and/or mental capacity for engaging in occupations, and the impact these 
changes may have on people’s ability to engage in daily activities in dementia. The implication of 
environmental factors will also be considered. 

Exploration of these issues is expected to facilitate examination of the factors shaping occupational 
identity and competence in people with dementia – two components of occupational adaptation.  

Finally, the central subject of this enquiry, the relationship between occupational adaptation and QoL, 
will be explored. 

It is anticipated that this study will put new light on the lived experience of people with dementia 
relating to factors underlying changes in their occupational performance and participation, and allow 
identification of any existing relationships between constructs related to occupational adaptation and 
QoL. By doing so it will explore a new, comprehensive way of theorising QoL for this client group; and 
provide occupational therapy practitioners with professional language to address QoL issues. 
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Briefly outline the nature of the research and the methods and procedures to be used (max. 400 
words).  
 

 
Does your research include the use of people as participants? Please delete as appropriate.  Yes 
Does your research include the experimental use of live animals? Please delete as appropriate.  
No 
Does your research involve experimenting on plant or animal matter, or inorganic matter? 
Please delete as appropriate.  No 
Does your research include the analysis of documents, or of material in non-print media, other 
than those which are freely available for public access? Please delete as appropriate.  No  
If you answered ‘Yes’ to question 18, give a description of the material you intend to use.  
Describe its ownership, your rights of access to it, the permissions required to access it and any 
ways in which personal identities might be revealed or personal information might be disclosed.  
Describe any measures you will take to safeguard the anonymity of sources, where this is 
relevant: 
Will any restriction be placed on the publication of results? Please delete as appropriate.  No 
  
If you answered ‘Yes’ to question 20, give details and provide a reasoned justification for the 
restrictions. (See Research Ethics Guidelines Section 2, paragraph 7) 
 

 
Will anyone except the named researchers have access to the data collected? Please delete as 
appropriate.  No    
Please give details of how and where data will be stored, and how long it will be retained for 
before being destroyed. (See Research Ethics Guidelines Section 1, paragraph 2.4.1) 

The study adopts a qualitative approach and makes use of data gathered through individual semi-
structured, narrative interviews conducted as part of a wider study, commissioned by Midlothian 
Council and NHS Lothian. 

The purpose of this wider initiative was to explore lived experience of people with dementia and their 
unpaid carers concerning the services involved. As the project involved users of dementia services 
within both organisations ethical approval has been sought from the relevant external governance 
bodies. The South East Scotland Research Ethics Service were approached and provided an ethical 
statement (Appendix 1). The relevant NHS Quality Improvement Team was informed and granted 
permission to proceed with the study (Appendix 2). NHS Caldicott Guardian was also approached for 
advice regarding information sharing between the health services in Midlothian and the research team 
within QMU. 

The aim of data collection in this study was to elicit detailed stories, thoughts and feelings from 
participants. It was the researchers’ intention to facilitate an interaction which permitted participants 
to tell their own stories, in their own words. Therefore, the interview schedule (Appendix 3) comprised 
of two components. The main narrative aimed at encouraging participants to recount their experience 
since the onset of dementia. This was followed by further questions to explore areas of enquiry which 
were not covered during the narrative account. The interviews were conducted by the applying author 
with people experiencing dementia and their unpaid carers between November 2011 and July 2012. 

Both the data gathered through the individual interviews and the field notes will be subject to 
framework analysis (Ritchie and Spencer 1994). This method was chosen as it offers a structured and 
explicit approach to organising and analysing data and, while being open to application of a priori 
concepts, here MOHO (Kilehofner 2008) concepts, ensures that the analysis is grounded in the 
interview data. 

This text box will expand as required. 
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Please highlight what you see as the most important ethical issues this study raises (eg. adverse 
physical or psychological reactions; addressing a sensitive topic area; risk of loss of 
confidentiality; other ethical issue. If you do not think this study raises any ethical issues, please 
explain why). 
 

If you have identified any ethical issues associated with this study, please explain how the 
potential benefits of the research outweigh any potential harms (eg. by benefiting participants; 
by improving research skills; other potential benefit). 

 
  

Ensuring autonomy and obtaining informed consent 

Dementia may impair people’s capacity to give informed consent. Therefore it was essential to ensure 
that the recruitment was conducted in line with ethical requirements (Scottish Government 2000; 
European Commission 2001; Nuffield Council on Bioethics 2009), and that all potential participants 
were provided with exhaustive and comprehensive information about the study and their involvement. 

One of the priorities in dementia research is to develop a better understanding of how people with 
dementia and their carers live with dementia, how the condition affects them throughout the course of 
the disease, and how their QoL could be improved throughout these stages (Nuffield Council on 
Bioethics 2009). However, considering the lack of conceptual clarity regarding the concept of QoL in 
dementia, developing a better understanding of the concept is essential. This study aims to explore the 
relationship between notions related to occupational adaptation and QoL; therefore to provide 
occupational therapy and other health professionals with alternative, comprehensive way of 
understanding and conceptualising QoL in this client group. This has the potential to impact both the 
policy governing dementia care, and daily practice. 

To explore people’s experience and perceptions of factors shaping QoL throughout the course of the 
condition, it was considered essential that people across the dementia spectrum were involved. The 
Nuffileld Council of Bioethics (2009) asserts that everybody has the right to contribute to research. 
Therefore, arbitrary exclusion of people experiencing more severe dementia symptoms was considered 
inappropriate as it would invalidate people’s right to participate in research, and potentially reduce the 
comprehensiveness of the information gathered. At the same time Adults with Incapacity (Scotland) 
Act 2000 recommends that if research can be carried out on an adult who has capacity to consent only 
those able to give informed consent should be asked to take part. 

Therefore, to ensure that the ethical requirements were adhered to guidance was sought from the 
relevant medical services, and from important others, to evaluate the potential participant’s ability to 
make an informed decision, to consent, and to participate in the study. If concerns were raised 
regarding any of the above in relation to the person with dementia, only the family caregiver, if able to 
consent, was invited to participate. 

This text box will expand as required. 
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Protection for the Researcher 
 
Will the researcher be at risk of sustaining either physical or psychological harm as a result of 
the research? Please delete as appropriate.  No    
If you answered ‘Yes’ to question 26, please give details of potential risks and the precautions 
which will be taken to protect the researcher. 
 

 
Research Involving Human Participants  
You should only complete this section if you have indicated above that your research will involve 
human participants. 
 
Please indicate the total number of participants you intend to recruit for this study from each 
participant group: 
 

Participant Group Please state total 
number 

QMU students  

QMU staff  

Members of the public from outside QMU  

NHS patients 31 

NHS employees  

Children (under 18 years of age)  

People in custody  

People with communication or learning difficulties  

People with mental health issues  

People engaged in illegal activities (eg. illegal drug use)  

Other (please specify): 
 

 

* Please declare in section 32 where the participant group may necessitate the need for standard 
or enhanced disclosure check 
 
Please state any inclusion or exclusion criteria to be used. (See Research Ethics Guidelines 
Section 1, paragraph 2.4) 
 

 
Please give details of how participants will be recruited: 

The study makes use of the interviews conducted with both people with lived experience of 
dementia and their unpaid carers (family members or friends providing care at home). To 
capture participant’s experience across the dementia spectrum the recruitment strategy was 
designed to include people experiencing / caring for those with mild, moderate, or severe 
dementia symptoms, who were able to provide informed consent. 

As the objectives of the wider project included evaluation of the dementia services involved 
all participants were required to have experience using these services. The voluntary 
character of participation was seen as essential. Additionally, ability to communicate either 
verbally or through the use of technology was necessary. 

This text box will expand as required. 
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Please describe how informed consent will be obtained from participants. (See Research Ethics 
Guidelines Section 1, paragraphs 2.1.2 – 2.1.5) 
 

 
Ethical Principles incorporated into the study (please tick as applicable): 
 

 Tick as 
applicable 

Will participants be offered a written explanation of the research?   √ 

Will participants be offered an oral explanation of the research? √ 

Will participants sign a consent form? √ 

Will oral consent be obtained from participants? √ 

Will participants be offered the opportunity to decline to take part? √ 

Will participants be informed that participation is voluntary? √ 

Will participants be offered the opportunity to withdraw at any stage without giving a 
reason? 

√ 

Will independent expert advice be available if required? √ 

Will participants be informed that there may be no benefit to them in taking part? √ 

Will participants be guaranteed confidentiality? √* 

Will participants be guaranteed anonymity? √ 

Will the participant group necessitate a standard or enhanced disclosure check?  

Will the provisions of the Data Protection Act be met? √ 

Has safe data storage been secured? √ 

Will the researcher(s) be free to publish the findings of the research? √ 

If the research involves deception, will an explanation be offered following participation?  

If the research involves questionnaires, will the participants be informed that they may 
omit items they do not wish to answer? 

 

The study employed purposive sampling to facilitate the gathering of in-depth information about issues 
of central importance to the enquiry. In order to capture and describe common themes as well as unique 
perspectives depending on the severity of dementia, maximum variation sampling was used to identify 
participants across the dementia spectrum. 

The recruitment of participants was facilitated by a range of statutory and non-statutory services within 
Midlothian, as by service level agreement (Appendix 4). Potential participants were approached by 
representatives of the services, provided with the information about the study, and asked to consider 
participation. If agreeable, the participant’s contact details were forwarded to the researcher (the author) 
within Queen Margaret University, Edinburgh who then contacted the person by telephone in order to 
arrange an interview. 

To ensure that participants were able to make a fully informed decision with regard to their participation 
in the study they were provided with exhaustive information (Appendix 5) about its background, aims, 
and any procedures that involved direct partaking in advance of the interview session both verbally and 
in writing. Participants were informed about the voluntary nature of their involvement and the right to 
withdraw from the study at any stage without giving a reason. The mechanisms to ensure confidentiality 
and the potential benefits and risks relating to the study were also explained. The information about the 
study was reinforced immediately before each interview and the participants were given the opportunity 
to ask further questions. Following this participants’ agreement to take part was recorder in writing on a 
consent form (Appendix 6). This form indicates participants’ understanding of the information about the 
study and the voluntary character of partaking. It also records their agreement to audio-record the 
interview, and to the use of the recorded material for educational purposes, postgraduate study, or further 
research. In those cases where the information about the severity of dementia symptoms was not 
accessible through the recruitment site, the participants were asked for permission to obtain this 
information from the relevant health service. 
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If the research involves interviews, will the participants be informed that they do not have 
to answer questions, and do not have to give an explanation for this? 

√ 

Will participants be offered any payment or reward, beyond reimbursement of out-of-
pocket expenses? 

 

* the participants were informed that in cases where an adult at risk protection issue is disclosed 
the appropriate procedures as outlined in the Adult Support and Protection (Scotland) Act 
(Scottish Government 2007) would be adhered to
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33. Risk Assessment 
As explained in previous sections, this application considers recearch activity depending on the use of data (interview transcripts) that have been collected 
for the purpose of a wider project. Mechanisms employed to ensure ethical conduct of all study stages were described. This research will require no direct 
contact with participants therefore risk assessment procedures are not applicable. 

 
Reference:  

 

School / Division: 
 

 Location:  Date  

Assessed by: 
 

 Job Title:  Signature  

Activity / Task: 
 

 Total Number exposed to risk  Review Date  
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1.                  

2.                  

3.                  

4.                  

5.  
 

                

Risk value (RV) 1 2 3 4 1 2 3 4   

Total risk = Likelihood (RV) x Severity (RV) Total risk of 1 – 4 = ‘L’, low risk   Total risk of 6 – 9 = ‘M’, medium risk   Total risk of 12 – 16 = ‘H’, high risk 
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Reference:  

 
 
 
Remedial action required 

Ref 
no. 

Action required Target date Action by: Date completed 
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Medline: 16/10/2015 

(MH "Dementia") OR "dementia" OR (MH "Frontotemporal Dementia") OR (MH "Dementia, 
Vascular") OR (MH "Dementia, Multi-Infarct") OR (MH "Alzheimer Disease") OR (MH "Lewy Body 
Disease") [132,330 results] 
 
AND 
 
S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9 OR S10 OR S11 OR S12 OR S13 OR S14 OR 
S15 OR S16 OR S17 [4,645,479 results] 
 
Where: 
S1 = experienc*   
S2 = attribution* 
S3 = beliefs 
S4 = concept* 
S5 = knowledge 
S6 = lived experience 
S7 = life experience*   
S8 = meaning* 
S9 = narrarive*   
S10 = perception* 
S11 = perspective*   
S12 = representation* 
S13 = understanding* 
S14 = outcome* 
S15 = schema 
S16 = value* 
S17 = quality of life 
 
Search result: 37,991 
 
Limiters applied: 
Date of Publication: 1990/01/01-2014/04/31 
Abstract Available 
English Language 
Age Related: Aged: 65+ years 
 
Search result: 16,998 
 
Limiter applied: 
“Qualitative research” OR “Qualitative analysis” OR (MH "Qualitative Research") OR "qualitative" 
OR (MH "Evaluation Studies as Topic") 
 
Search result:  584 
Titles review result: 54 



 

 
351 

 

Author/Year of publication: Mazaheri, M., Eriksson, L.E., Heikkilä, K., Nikbakht Nasrebadi, A., Ekman, S-L., and Sunvisson, H., 2013. 

Title of publication: Experiences of living with dementia: qualitative content analysis of semi-structured interviews, Journal of Clinical Nursing, vol. 22, no. 21-22, pp. 3032-3041. 

Ethics: The Karolinska Institute’s Regional Ethical Research Committee (record number 111/05) and the National Ethical Committee in Iran (record number 391/05)  reviewed and 
approved the study. 

Objectives / RQs: to describe people’s experiences of living with dementia in Iran. 
Could you please tell me about your experience of dementia? 
What changes have occurred in your life because of dementia? 

Sample 
characteristics 

Methodology 
/ limitations 

Paradigm 
/Theoretical 
perspective 

Dominant 
discipline/ 
perspective 

Data 
Collection 

Data 
Analysis 

Hierarchy of 
evidence 
(Level of 

processing) 

Quality 
Control/Integrity 

of findings 
Findings 

Size: 15 
Age: 60-87 
Diagnosis: 
unspecified 
dementia 
Severity of 
dementia: 
moderate 
(MMSE: 14-19) 
Gender: six 
women, nine 
men 
Ethnicity: 
Iranian 
Environment: 
community 
dwelling 
Sampling 
method: 
convenience 
sampling 
 
Country: Iran 

Qualitative 
 
Cross-sectional 
design. 

Not reported. Nursing Semi-
structured 
interview. 
Interview 
duration: 
23-51 
minutes. 

Latent 
qualitative 
content 
analysis 

Level III Triangulation of 
coding and 
analysis: two 
researchers 
performed analysis 
in parallel. Team 
of researchers 
involved in 
constructing 
themes and sub-
themes. 
 
Criteria by 
Graneheim and 
Lundman (2004). 
 
To achieve 
credibility, the 
participants were 
selected to have 
different 
gender, age and 
education 
characteristics in 
order to get 
varied 
experiences. 

Main theme: Struggling with an 
altered life. 
Subthemes: 
In the eyes of others – an altered self. 
Participants saw self through the eyes 
of others as different person. In their 
own view however, they were still the 
same person but with new problems. 
Forgetfulness as an irritating 
condition. Dementia as a source of 
problems, loss of memory as the main 
issue. Dementia compared to typhus: 
…[It] is a teasing disease. It teases you 
a lot. For example, you no longer 
recognise your childhood classmates. 
Your friends’ faces look strange. It’s 
like typhus—it breaks you down./…/It 
is very troublesome; it’s very bad. 
(Male living with his wife and two 
young children). 
Being a burden on others. Theme 
closely relates to peoples’ lost abilities 
to perform activities and how it is 
perceived by others: If we go to our 
relative’s house, I see how others are 
active. This breaks my 
heart…[crying]…I don’t act like an 
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Dependability 
was dealt with by 
asking the same 
areas among all 
interviewees and 
having an open 
dialogue within 
the research team. 
 
To address 
transferability, 
efforts were made 
to give clear 
descriptions of the 
context, 
participants and 
participants’ 
recruitment, data 
collection and 
process of 
analysis, followed 
by a presentation 
of the findings 
together with 
appropriate 
quotations. 

active person: I who could move 
mountains! When I was employed, I 
worked from 8 am until 12 midnight; 
now, why should I be like this? Why? 
(Female living with her teenage 
daughter); People say, ‘You are of no 
benefit. You don’t work, and why don’t 
you have a job?’ People don’t deal well 
with me.(Male living with his wife). 
Longing to be a valued person. Theme 
describes participants’ awareness of 
and struggle with coming to terms 
with the loss of social status. 
Finding strategies to deal with the 
disease. Use of humour, normalisation 
and focus on life achievements as 
strategies to cope with dementia. 
Conclusions: Many experiences of 
living with dementia in urban Iran 
seem to be shared with participants 
living with dementia in other contexts. 
Sub-themes unique culturally: 
financial problems and dependency as 
source of vulnerability; experience of 
intolerance of forgetfulness from 
families and friends (frequent 
corrections and many comments 
related to dementia related 
behaviour). Consequence of lack of 
public knowledge about dementia? 
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Theme / Subtheme Data 

Living with change 

Cognitive 
capacity 

‘I have read that you know as people get older the memory tends to fade a bit and like a lot of people, I can remember things from way past, 
but I have difficulty in remembering what I did yesterday, you see.’ (Gillies 2000) 
‘I suddenly realize that she asked me to do something and I haven’t remembered to do either of the two things. That frustrates her a bit too, 
of course.’ (Gilmour and Huntington 2005) 
‘I have dementia and I’m going to reach a stage whereby I can no longer think as a logical person or do things in a logical way.’ (Harman and 
Clare 2006) 
‘Like leaves fall to the ground from a tree, old people lose their memories.’ (Langdon et al. 2007) 
‘You tell them that my memory has gone, that’s a symbol for it, but it’s not just my memory that’s gone, it’s the comprehension that’s gone…’ 
(Lawrence et al. 2011) 
‘I can look up somebody’s name, go to the phone book, once I’ve got the number, I’ve forgotten whose name I’m looking for.’ (MacQuarrie 
2005) 
‘… [It] is a teasing disease. It teases you a lot. For example, you no longer recognise your childhood classmates. Your friends’ faces look 
strange. It’s like typhus—it breaks you down./…/It is very troublesome; it’s very bad.’ (Mazaheri et al. 2013) 
‘I don’t have the ability to grasp and understand things the way I did years ago. I don’t remember. That’s my whole problem is my memory’ 
(Phinney 1998) 
‘What I find difficult though, is remembering uh, remembering things. Maybe peoples’ names, or what I did […]’(Phinney and Chesla 2003) 
That’s what puzzles me sometimes…. I can go back to when I was about seven years old… But something that happened, like. Like when 
you’ve gone, if somebody rang me and said what have you been doing today, I might say I don’t know. I could have forgotten.’ (Preston et 
al. 2007) 
‘Actually, I don’t think I really realized at the beginning that I had memory loss. I’d say, “I can’t think of it right now,” if somebody asked me 
something, and I didn’t realize I had memory loss.’ (Werezak and Stewart 2009) 

Emotions ‘I think the whole class of problems that Alzheimer’s disease belongs to are the most frightening name you could find in the language, I 
think… dementia… Because when I was a youngster, the whole of society didn’t refer to that group of, ah, diseases by any particular name at 
all… and as they’re aware, it came from, you know, the adjective from that is demented and a demented person is a loony and a loony is 
somebody you put in… an asylum… Now I’ve got this strongly in my mind… that I am being told in the gentlest of ways that I may be suffering 
from early dementia in one form or another and I… I still can’t… disconnect… that word from the asylum…’ (Gilmour and Huntington 2005) 
‘I was devastated, in shock, speechless. I could not believe that I could have AD…  I was angry, depressed, felt suicidal, and hated the world. 
After experiencing this myriad of emotions, I calmed down and realised that there is still a world out there for me to participate in.’ (MacRae 
2008) 
‘First senses are no. No way. I don’t have such a thing! You know? I mean this is how your first reaction is. I’m just tired. I’ve had a bad day. 
Or something that really upset me very much about the same time when I started. I mean it was just one of those things. No. I don’t. That’s 
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not me. I didn’t! I don’t want that! You know as if you could just go up and brush it aside. Because anybody that knows the word, I think 
they know what it is, but you deny it!’ (MacQuarrie 2005) 
‘…like you are totally in a foreign land, and nothing is known to you. But at the same time you know you are supposed to know . . . like 
looking for something that just isn’t there. Empty, lonely, isolated. But you keep looking for something familiar, that you know is there, but 
you just can’t see it.’ (Parsons-Suhl et al. 2008) 
‘I think maybe I could probably handle somebody telling me I had whatever, but when it’s your mind it’s just really devastating, because you 
think, oh, how long is it going to be until I’m going to be a burden? That’s one of the first things you think of…like, how long is it going to 
be before I’m a…I’m not able to look after myself and I have to have [my husband] doing everything for me.’ (Werezak and Stewart 2009) 

Participation 
and 
performance 

‘Well, as my memory’s got worse and worse, erm… I’ve - I’ve become less and less involved in things going on.’ (Caddell and Clare 2011) 
‘In my whole life I have been active in many choirs. Now, when I no longer remember the songs, I have decided to give up that activity . . . 
not funny to do things bad when you have been a “master”.’ (Holst and Hallberg 2003) 
‘Because before I used to do everything for myself, go out, go to help people and do different things you know, around. I did everything for 
myself. But now I can’t do anything, I always forgetting you see.’ (Lawrence et al. 2011) 
‘I can’t get out and about for myself.’ (Moyle et al. 2011) 
‘I cannot count you see. I choose not to count. […] when I’m knitting, I have to count and count and count and count to get it right. What 
has been there before has gone.’ (Öhman and Nygård 2005) 
‘I quit teaching, basically, because I was having problems remembering and I didn’t keep up,… I didn’t keep up my, uh… it was just a matter 
of remembering names at the particular time’ (Ostwald et al. 2002) 
‘I used to be able to talk to you, write orders out, and listen to someone else… but that, I’ve lost. That’s a definite loss… I’m not what I was 
20 years ago. I can’t really, really (3 second pause) I really can’t do things that I would like to do. It’s just not there anymore.’ (Phinney et al. 
2013) 

Sense of 
agency 

‘I feel more settled and okay in myself. That I’m still doing things and capable. To have still some independence in there. That I am still here, 
and I do have a say, and I’m not just a person with dementia and ignored, and that everybody else knows more than me. To still understand 
that there is a person there, and being aware of what stage I’m at, and what I can still input and allow that to happen.’ (Fetherstonhaugh et 
al. 2013) 
‘Because she wants to make things so easy for me, she got into all my records, you know, business records, because one of the people who… 
talked to us said we needed to have some of those things. But nobody asked me for them and I happened to be cleaning up something on 
the table and found some of these records that were important to me. And so I said, “Don’t, don’t take anything out until you ask me about 
it. Just leave them there because this is going to go on a long time and we’ll have plenty of time to do these.” But, she, I don’t know, I got 
scared because I thought maybe she lost something’. (Ostwald et al. 2002) 

Social 
connectedness 

‘I can’t manage it anymore so it’s okay. It’s a pity though that you lose contact with so many nice people.’ (Holst and Hallberg 2003) 
‘I sometimes find it difficult to express myself, I cannot find the words, and therefore I avoid talking to others.’ (Holst and Hallberg 2003) 
‘I am bad… at talking properly… maybe it follows with the disease… before I used to talk and got it out what I wanted to say but… now it is 
irritating… it does not sound good what I am saying…’ (Karlsson et al. 2014) 
‘… I avoid going to people, especially former friends, unless I go to places where everyone has Alzheimer’s.’ (Lawrence et al. 2011) 
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 ‘But I seem like I’m quite  content to, if I stay at home, or stuff like that where I don’t have to think too fast, or not just fast, but correctly, if 
you know what I am saying’ (Ostwald et al. 2002) 
 ‘Everybody is affected by it. And uh to me [pause] it barks sometimes because people answer me short. They don’t realize that some of the 
things I’m trying to say I can’t say right… they don’t realize that I am trying to say something serious… [pause] So that it makes it hard for 
the family. They are suffering like I am’ (Phinney and Chesla 2003) 
‘I do not have that many acquaintances anymore. Somehow, I sit here like a crow in her nest . . .’ (Vikström et al. 2008) 

Striving for continuity 

Coping 
strategies 

‘I must be one of the victims; I’ve got a chance of being one of the contributors. I feel quite good about that.’ (Clare 2002) 
‘I think the coming to terms with the matter is, um, well it has to happen… Still in the middle of that process, I think.’ (Clare 2002) 
‘Well, I just accept things as they are. I don’t see what else you can do.’ (Gillies 2000) 
‘. . . Appointments . . . I try to write everything down in my diary and look at it. If I remember to look at it.’ (Gillies 2000) 
‘If the wife’s there we get on alright. She understands that. She’s more or less my memory.’ (Gillies 2000) 
‘You can fight it or try to overcome it or step around it, but it's there and it's not as if you can say that ‘what a nuisance, I'll push it aside and 
carry on […]. It is a different way of life. And you can roll with it or I suppose you could go and hibernate, uh, tuck yourself away, but yes, it 
does make a difference.’ (Hulko 2009) 
‘Eventually you just have to tell your friends, ‘Sorry, I’ve been having  some memory problems lately’(MacQuarrie 2005) 
‘For me, surviving is both attitude and action. It means that even while knowing that I have this disease, I can still go on with life always 
doing the best I can with what I have at any given point. This is the attitude of seeing life worth living.’ (MacRae 2008) 
‘I make everybody laugh . . . well, that’s the only thing left for us. We’ve already lost our memory . . . if you haven’t got a sense of humour, 
you’re dead.’ (Menne et al. 2002) 
 ‘Although I am very forgetful now, I try to keep my usual routine, do exercise and read newspapers.’ (Mok et al. 2007) 
‘There is not a great deal of problem because I would not attempt to do those types of jobs now’ (Pearce et al. 2002) 
 ‘It’s just old age’ (Phinney et al. 2002) 
‘[…] my husband does the cooking and I don’t like that part. Interviewer: You miss doing cooking? Yeah, I do. And I think, well sure I could 
do the cooking. And I think, well maybe I’ll do the vegetables. Yeah.’ (Stieber-Roger 2008) 
‘I think I am very fortunate. I have really managed to accept it and to say that I’m a lot luckier than a lot of other people. I could be a lot 
worse. […]’ (Werezak and Stewart 2009) 

Participation ‘Well… life is fine but… I know that I am annoying my wife a bit because… I’m like a child I suppose… I do not know what I shall occupy 
myself with… so now and then I get on the bike for a while so she can have some respite…’ (Karlsson et al. 2014) 
‘Through this period of AD, I have changed significantly. I understand people a lot more. I am more mellow than I have ever been… I really 
find lots of things to do and ways to help people. So this is me now… I am kinder, gentler, and… Until that time, I’m getting out and doing 
things, always!’ (MacRae 2008) 
‘She has said to me since she has moved here,’ sometimes I get a bit lonely but there is always plenty to do’, I think her formula is if you feel 
a bit lonely then you had better get busy doing something.’ (Female carer) (Moyle et al. 2011) 
‘Oh, missing out on a lot [laughs]. Right. I don’t like the idea of not doing, doing things and enjoying things. That’s the big [pause] And when 
I’m not, I don’t think I would want to live. Why exist if you don’t enjoy doing things?’ (Phinney and Chesla 2003) 
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‘You gotta do something, especially if you’ve spent your whole life working with your hands, you couldn’t just walk away and leave it’ (Phinney 
et al. 2013) 
‘I can’t complain, because I can still do some things… I can’t work anymore as I used to, but I still take care of my dinner and so forth. And I 
still help with the cleaning. Light chores, nothing too heavy. And my son does everything else’ (Steeman et al. 2007) 
‘Being with people, I love being with people. I love being with organisations and I like to attend festivals and so on. To see it and to enjoy it. 
I have always been very active.’ (Steeman et al. 2013) 
‘I still work for a firm in N. and now and then I still play a little bit the role of consultant, adviser. And as soon as J., that is how they call the 
big boss over there, will say that he no longer needs me, I’ll be in big distress. You know, being written off.’ (Steeman et al. 2013) 
‘[…] I still can do my [lay ministry work], I still can see my kids, I can still do things that I like doing, and I think you have to sometimes just 
be grateful for what you have.’ (Werezak and Stewart 2009) 

Sense of 
agency 

‘I feel like I'm part of the decision, even though I know probably now I'm not contributing a great deal, at least I feel as if I'm part of the 
decision. And that's very, very important. So I feel enabled and empowered, even though each year goes by I'm less participating, at least I 
feel as if I am.’ (Fetherstonhaugh et al. 2013) 
‘I’m trying to control it. Trying to improve on things that I forget about’ (Gillies 2000) 
‘No one else can fix my future’(Karlsson et al. 2014) 
‘No! No! That irked, that irked me! Oh, I was furious! It wasn’t the idea of what they did. It was not to have talked to me too! You know like, 
say to me, we think this is the best for you, and we will look after you.’ (MacQuarrie 2005) 
‘As long as I can do something safely and do it properly, then I don’t want to have to depend on somebody else. Because you feel useless then 
and I don’t want to be useless.’ (Menne et al. 2002) 

Identity ‘I’m still the same silly bugger.’ (Caddell and Clare 2011) 
‘No, I don’t think so, I don’t think I’ll ever change.’ (Caddell and Clare 2011) 
‘I’m still the same person, I’m probably, I don’t mean to say less of a person, but I’m probably 90 percent of the person I was’.  [What’s the 
10 per cent that has changed?]. ‘Well, I’m not as handy as I was you know.’ (MacRae 2008) 
‘…and when I go there, I go to be a woman. It’s the women’s group. It’s not like when I go to the memory club to be, um, well to be with 
other people with Alzheimer’s. Which is good for me as well. I go there as someone who has Alzheimer’s if you, um (pause). It’s the different 
bits of me at these places, um [pause]. It’s all me, but I’m being most conscious of the woman bit with the women and the Alzheimer’s bit at 
the club’ (Preston et al. 2007) 
‘Maybe it’s important that, although you have a memory loss, you haven’t lost your mind completely, you know…. You’ve lost your memory 
but you haven’t lost your mind. And you’re still the same person, and you do make mistakes when you’re…when you repeat yourself, but 
you’re still knowledgeable, you’re still the same person, and I think it’s important that people realize that you don’t change. I mean, 
things…your life changes, of course, but you’re still the same person inside…at least I think I am. [laughs]’ (Werezak and Stewart 2009) 
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Double edged nature of the environment 

 Enabling Disempowering 

Interpersonal 
relationships 

‘My daughters didn’t take over, and they didn’t just assume that 
‘Mum can’t do this anymore’. They sort of, just wanted to see 
where I was comfortable in how much stuff I did want, and what I 
was capable of doing myself… They allowed me to still say, ‘Yes 
this is okay, and this is what I’m comfortable with and yes, I can 
still do this’ and it worked out really well.’(Fetherstonhaugh et al. 
2013) 
‘Well, from my perspective, I would want to be not just a number 
or a name on a piece of paper. I’m a person. And, as such, you’re 
dealing with me as a one-to-one person. I’d want to be dealt with 
by the health professionals that way.’ (Gilmour and Huntington 
2005) 
‘It helped because he was the only person who seemed to tell me 
the truth, that was what I wanted.’ (Harman and Clare 2006) 
‘…there is a great solidarity here in the village… there is never 
anyone who are foes… everyone is so kind… I find a great 
consolation in having these people around me…’ (Karlsson et al. 
2014) 
‘I think I would rather they talked to me as though I was normal 
and just pick me up when I’m wrong if you like to put it that way, 
without being too unkind about it […] I might feel a bit silly but 
none the more for that, it… it would be better to be told I 
think’(Langdon et al. 2007) 
‘My friends have mostly gone out of their way [to be supportive]. 
We’ve very good friends’(MacRae 2008) 
‘The most important thing I like is for my family to support me, 
love me, and not force me to do things I do not want to do.’ (Mok 
et al. 2007) 
‘The feeling of forgetfulness is a very difficult to take. My children 
never scold me; rather they comfort me and teach me how to do 
things, and my son is very patient and good-tempered. He 
understands that I am afraid and scared. It is the feeling of guilt 
that makes me feel uncomfortable. It is like forgetting to do my 
homework and, in the end, the teacher does not punish me. I do 

‘Walks, yeah. I used to walk for miles, but me family don’t want us to go 
away far, you know, but -…Well the family really, they’re frightened, you 
know, but I’m not, I’m not... ‘ (Brittain et al. 2010) 
‘When the guy [from the agency] came out he basically didn't talk to 
me, he was talking to [my wife]. And I got quite upset, and I told him 
so. And he told me something like, well that's what they do, and I said, 
‘Well that doesn't meet my needs’, and ‘I'm the customer’, and he said 
‘No, she's our customer’ and I really got quite angry.’ (Fetherstonhaugh 
et al. 2013) 
‘People tend to talk about them behind your back rather than to your 
face.’ (Harman and Clare 2006) 
‘They thought that I was drunk. It is awful to be treated that way when 
it in fact is other things you need help with.’ (Holst and Hallberg 2003) 
‘Nowadays you see everybody puts me down including Jim [live-in-
carer], puts me down as a loser you see and I wish to discuss something 
but if they come it always gets foolish idiot, they will turn around and 
say ‘oh well, it’s no good discussing it with him because he wouldn’t 
know the first thing about it.’ (Langdon et al. 2007) 
‘I haven’t told anyone. I think they will treat me differently. I wouldn’t 
be upset though, it depends what they know. If they have heard about 
it and don’t understand they would treat me differently. They think it’s 
something bad–they would scorn you and not want to come near you 
and fully believe that you are like that.’ (Langdon et al. 2007) 
‘I don’t need anybody to do my work [My daughter] will do things for 
me but I can still (pause) And she gives me a row when I start to do 
windows She says, ‘Mother, stop doing that!’ I think she thinks (pause) 
because (pause) I’m old’ (Robertson 2014) 
‘Not as many people come around anymore’ (MacRae 2008) 
‘I say to them [her daughters], ‘Let me help wash the curtains and put 
them up again’. They say ‘No, no. It is better you stand and watch. We’ll 
do the entire job ourselves’. I don’t know what to do during the day’ 
(Mazaheri et al. 2013) 
‘I like playing mah-jong and going out, but no longer can I do it now 
because no one will take me out.’ (Mok et al. 2007) 
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not want to disclose my feelings to my children because I am afraid 
they would not ask me to do anything anymore. Furthermore, I do 
not want them to worry about me. I am afraid they will find me 
useless.’ (Mok et al. 2007) 
‘If you know that at 10 or 11 I can go to the store and buy a 
newspaper, then that’s something to look forward to and then I 
meet a bunch of people, I’m friends with almost everyone at the 
store and I think that’s… and I hear many people say they’ve met 
me at the store and exchanged thoughts. They appreciated it and 
I do too’(Olsson et al. 2013) 
‘She’s (wife) very supportive, yes, er, I won’t say dependent, but 
essential’ (Preston et al. 2007) 
 ‘…there’s people that are about in the same stages as I am, and I 
think that’s important…. And we talk back and forth about things 
we do and things we do wrong and stuff, and I think that helps a 
lot. It doesn’t make you feel so isolated.’ (Werezak and Stewart 
2009) 

‘My life is lonely…very lonely. My daughter doesn’t come to see me; none 
of my children come to see me. Sometimes I would like to talk to one or 
other of them.’ (Moyle et al. 2011) 
 ‘It doesn’t bother me anymore, but it did at first… I had the concept 
that, well, “he’s not all there,” and [I was] very seldom asked for an 
opinion or anything of that nature.’ (Werezak and Stewart 2009) 

Physical 
environment 

‘I just don’t go very far really, I keep to where I live you 
know….Where I know I’ll see people I know….I feel comfortable in 
[town]... I just don’t go very far really, I keep to where I live you 
know. I can come into [town] mind because me son lives in [town], 
well I just head for his house you know.....I think you know 
yourself how, where to go and who you know, where to visit and 
things like that’(Brittain et al. 2010) 
‘Our family, a lot of people say to us, ‘Oh, what are you doing in 
this great big house?’ I’ve probably said this to you before, but we 
love this house. We love this position, and we can cope with it, as 
long as [husband’s name] can still mow the lawn.’ (Gilmour and 
Huntington 2005) 
‘As long as I can be outside and do things I’ll have an 
identity’(Olsson et al. 2013) 
‘It (being outdoors) reminds me that there is still a lot of life left 
to be lived.’ (Olsson et al. 2013) 

‘Oh Lord I hope I don’t have it [Alzheimer’s disease] . . . because when 
you have it, it is terrible. I knew somebody who had it and then they put 
her in a home and that made her worse.’ (Lawrence et al. 2011) 
‘I’d feel like a prisoner if I wasn’t able to go out… it would be horrible, it 
would be terrible, I don’t want to be trapped inside, never.’ (Olsson et 
al. 2013) 
‘I do stupid things at times. I did one the other day. I just wasn’t’ 
thinking. I was heading for one place and ended up in another. If I’m 
out someplace, there have been some times when I’ve been concerned 
about how to get back to the house’ (Phinney 1998) 
‘Well, I just won’t get up and go someplace. I give it thought, and I might 
write on a piece of paper where I came from or what streets to take to 
get back again. I’ve done that once or twice, but uh, because I, with all 
those avenues and everything I could get lost in a hurry. I wouldn’t know 
to go left or right or whatever.’ (Phinney and Chesla 2003) 

Socio-cultural 
environment 
 

Marginalisation and instrumental preoccupations: ‘I remember 
what I want to remember. I don't forget to pay my rent, to pay the 

Privilege and socio-emotional preoccupations: ‘I'm concerned about 
[my wife] um having the same feeling, you know is this going to be steep 
or shallow or what is it going to be and how is it going to affect both of 
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 hydro, etc. I eat, I sleep. Listen, dear, I'm 75 years old. Life's not 
the same when you're older.’ (Hulko 2009) 
‘Good doctors don’t knock you down with big words [like 
dementia] which could frighten a lot of people to death couldn’t 
it?’ (Langdon et al. 2007) 

us and what, what's, what um can we do or you know, you really feel 
that you've got no attack, from our point of view to prevent what's going 
to happen.’ (Hulko 2009) 
‘I think the whole class of problems that Alzheimer’s disease belongs to 
are the most frightening name you could find in the language, I think… 
dementia… Because when I was a youngster, the whole of society didn’t 
refer to that group of, ah, diseases by any particular name at all… and as 
they’re aware, it came from, you know, the adjective from that is 
demented and a demented person is a loony and a loony is somebody 
you put in… an asylum… Now I’ve got this strongly in my mind… that I 
am being told in the gentlest of ways that I may be suffering from early 
dementia in one form or another and I… I still can’t… disconnect… that 
word from the asylum…’ (Gilmour and Huntington 2005) 
‘I don’t like the word [dementia] because it means 
mindlessness’(Langdon et al. 2007) 
‘Horrible sounding name anyhow, Alzheimer’s disease you know, it can 
make you sound as if you’re very gnarled—something about the word 
disease, I think it’s a very bad choice of name for it’ (Langdon et al. 2007) 
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(5 Year IF= 3.924) 
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(adopted from Miles and Huberman 1994, p. 34) 

Evaluation criteria Measures employed to enhance sampling strategy 

Is the sampling strategy 
relevant to the conceptual 
framework and the research 
questions addressed by the 
research? 

Sampling strategy designed to: 

 access PWD and their FM in order to obtain a comprehensive 
information relative to their perceptions and understandings of 
personal and environmental factors that impact upon participation 
and adaptation in dementia. 

 include both PWD and FM across the dementia spectrum to capture 
issues pertinent to condition specific changes and adaptation. 

Is the strategy likely to 
result in a sample able to 
generate rich information 
on the phenomena under 
study? 

Participants’ ability to articulate experience of dementia and engage with the 
aims of the current research was taken into account when planning sampling 
strategy. 
Aiming for heterogeneity in terms of dementia stage, gender, ethnicity and 
socio-economic position, in order to maximize types of experiences that could 
potentially be reported. 

Is the strategy likely to 
result in a sample that 
would enhance the 
`generalizability' of the 
findings? 

Liaison with multiple participants’ recruitment centres to increase variability in 
terms of the type of participants: 

 Statutory health and social care services, 

 Non-statutory peer and carers’ support organisations, 

 Ethnic minorities peer and carers’ support organisations. 
Inclusion of PWD and their FM across the dementia spectrum (subject to 
capacity to consent). 

Is the strategy likely to 
result in a sample that 
would generate believable 
descriptions / explanations? 

The purpose of this research is to enhance the understanding of meanings of 
the first-hand experience of living with dementia. The author acknowledges the 
socially constructed, unique nature of this experience. Therefore, she accepts 
accounts of all participants in this study as valid representations of their 
perceptions and understandings of the dementia experience, at the time of 
participation. 
Inclusion of both PWD and their FM to enhance comprehensiveness of 
findings. 
Commitment to remain true to participant’s accounts by engaging in inductive 
analytical procedures. 
Commitment to fully explore and develop an adequate account of data relative 
to research aims by selecting and examining findings in the context of relevant 
theoretical frameworks (realist explanatory theory building method). 

Is the sampling strategy 
ethical? 

Ethical matters were carefully considered throughout the research process, 
including sampling strategy. Crucially, issues relative to inclusiveness, 
participants’ autonomy, informed consent and confidentiality were reflected 
upon and measures were put in place to ensure that best practice was 
implemented in this research. Ethical considerations relative to this study were 
presented in chapter 2; specific ethics procedures relevant to different stages of 
the confirmatory phase (Narrative Study) are presented throughout chapter 5. 
Consideration of the need for the study and appropriate literature reviews 
preceded design of sampling strategy to ensure that the current research had 
the potential to generate new insights into dementia experience, warranting its 
beneficence. 

Is the sample plan feasible? 
Service level agreement negotiated and established between Queen Margaret 
University, NHS Lothian and the Midlothian Council to facilitate access to 
people with experience relevant to the purpose of his study. 
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Information Sheet 
 
 
Study title:  Perspectives of Those with Lived Experience of Dementia and Their Care 
        Givers within Cultural Context of Midlothian: A Narrative Study   
 
 
Dear Sir / Madam, 
 
We would like to invite you to take part in our study. 

Before you decide we would like you to understand why the study is being done and what it would 
involve for you. 

One of our team will go through the information sheet with you and answer any questions you have.  
Part 1 tells you the purpose of this study and what will happen to you if you take part. Part 2 gives 
you more detailed information about the conduct of the study. Ask us if there is anything that is not 
clear. 

Please take time to decide whether or not you wish to take part.   

Thank you for reading this. 

 
 
Yours sincerely, 
 

Researcher: Academic Lead: 
Sylwia Gorska  
Queen Margaret University  
Edinburgh 
0131 474 0000 
SGorska@qmu.ac.uk  

Dr Kirsty Forsyth 
Professor 
Queen Margaret University  
Edinburgh 
0131 474 0000 
KForsyth@qmu.ac.uk  

 
  

mailto:SGorska@qmu.ac.uk
mailto:KForsyth@qmu.ac.uk
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Part 1 
 
What is the purpose of the study? 
Midlothian Older People Services are currently undergoing significant changes. The need for 
changes in dementia services has been identified and work has been initiated to improve services 
for people with dementia in Midlothian. Queen Margaret University have been approached about 
completing narrative research of the users’ experiences of dementia and existing services informed 
by the voice of people with dementia and their caregivers. The outcomes of this research will 
influence services redesign. 
 
Why have I been considered to take part in this study? 
As you have experience of living with dementia or caring for someone with lived experience of 
dementia, and have experience interacting with dementia services within Midlothian, you have been 
identified as needing a voice in how services are shaped in the future. 
 
Do I have to agree to participate? 
It is up to you to decide whether you want to join the study or not. One of our team will go through 
this information sheet with you. If you agree to take part, we will then ask you to sign a consent 
form. You are free to withdraw from the study at any time, without giving a reason. This would not 
affect the standard of care you / the person you support receive. 
 
What will happen to me if I take part? 
You will be asked to participate in an interview. You will be asked to talk about your lived 
experiences of dementia / experience of supporting someone with lived experience of dementia, 
how it affects your life, and about your experience of dementia services within Midlothian. Time 
and the venue of the interview will be arranged with you in advance. 
The interview will last approximately 1 hour.  With your permission, the session will be recorded 
using equipment similar to a tape recorder. The session will be conducted by a trained researcher.  
We will ask you to provide us with some basic information about yourself.  All information provided 
by you will be kept strictly confidential.   
 
What are the possible disadvantages and risks of taking part? 
We do not think there will be any negative consequences to taking part.  The session will be guided 
by an experienced researcher and carried out in a sympathetic and understanding manner.  The 
interview will be conducted in a way which will allow you to chat about your experiences in a relaxed 
environment.  There are no right or wrong answers, and you will be free to withdraw from the 
project at any time.   
 
What are the possible benefits of taking part? 
There are no direct medical, health or educational benefits to be gained from taking part.   However, 
the information we get will help to develop services within your local area provided to those 
experiencing dementia. 
 
What happens when the project stops? 
After the interview you will not be required to do anything else. 
 
This completes Part 1 of the Information Sheet.  If the information in Part 1 has interested you and 
you are considering participating, please continue to read the additional information in Part 2 
before making any decision. 
  



 

 
372 

 

Part 2 
 
What will happen if I don’t want to carry on with the research project? 
You are free to withdraw at any time and without giving any reason.  A decision to withdraw will 
not affect the services you / the person you support receive.    
 
What if there is a problem? 
If you have a  complaint about the way you have been dealt with during the study or if something 
happens during or following the interview that you wish to complain about, please contact Dr 
Forsyth (the lead investigator) on 0131 474 0000. 
 
What will happen if I am harmed during the project? 
It is unlikely that something will go wrong during the interview but if you are harmed Queen 
Margaret University has insurance against risk of claims against the University and its staff relating 
to projects it designs and undertakes. 
 
Will my participation be confidential? 
Information will be collected through recording and observation during the interview.  All 
information that is collected about you during the course of the research project will be kept strictly 
confidential and stored in a locked filing cabinet or on a password protected desktop computer. 
Only the team directly involved in the study will have access to material that has any identifying 
information (names, addresses etc.).   Information about you will be stored anonymously, with 
names, addresses and any other potentially identifying features removed.  
We may use this material for further research, post graduate study or educational purposes.  All 
persons will have a duty of confidentiality to you as a research participant and we will do our best 
to meet this duty.  You will not be identified in any report/publication. Confidential material will 
be physically destroyed when it is no longer required.  
If, during the course of the research, you or your family member / friend participating in the study 
disclose an adult at risk protection issue or information about actual or potential harm occurring, 
we will adhere to the adults at risk protection procedures of the Scottish Government. 
 
What will happen to the results of the study? 
The results of the study will be used to inform development of responsive dementia services within 
Midlothian.  Some things we find out might be published in journals read by health professionals.  
You will not be named in any report/publication.   
 
Who is organising and funding the study? 
We have been asked to complete this study by NHS Lothian. It will be supervised by researchers at 
Queen Margaret University, Edinburgh.  
 
Who has reviewed the study? 
The study has been reviewed by the South East Scotland Research Ethics Service and they have 
classified it as a Service Evaluation. 
 
Contact for Further Information 
Many thanks for reading this sheet. 
Please feel free to contact us if you have any questions. 
 
Sylwia Gorska  
Queen Margaret University, 
Edinburgh  
0131 474 0000 
SGorska@qmu.ac.uk
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Centre Number:  
Study Number:  
Participant Identification Number:  
 

CONSENT FORM 
 
Study title:  Perspectives of Those with Lived Experience of Dementia and Their Care 
          Givers within Cultural Context of Midlothian: A Narrative Study   
 

Researcher: Academic Lead: 
Sylwia Gorska  
Queen Margaret University  
Edinburgh 
0131 474 0000 

           Professor Kirsty Forsyth  
           Queen Margaret University  
           Edinburgh 
           0131 474 0000 

                   
 Please 

initial box 
I confirm that I have read and understood the information sheet for this study and have had the 
opportunity to ask questions. 
 

 

I understand that participation is voluntary and that I am free to withdraw at any time, without 
giving any reason, without my / the person’s support, medical or legal rights being affected. 
 

 

I agree to take part in this study. 
 

 

I agree for the interview to be audio taped. 
 

 

I agree to the anonymised recorded material being used, if required, for educational purposes, 
postgraduate study or further research. 
 

 

I agree to Firefly Research, QMU Edinburgh obtaining information about the severity of my/my 
next of kin’s dementia symptoms from the relevant health service, for the purpose of this study. 

 

 
 
________________________ ________________   ___________________ 
Participant’s Name   Date   Signature 
 
Sylwia Gorska   ________________   ___________________ 
Researcher    Date   Signature 
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RQ Probes 

Main narration - DEMENTIA EXPERIENCE 

Please tell me your story from about 
the time when you first noticed things 
were different, when you noticed first 
symptoms of dementia, up until now. 

Tell me about your experience before you have been 
given diagnosis. 
What events led you to this point? 
What changes did dementia experience bring about? 
When you’ve been diagnosed with dementia? 
Tell me about time around the diagnosis… 
Tell me about your experience after you have been 
given diagnosis. 
Did things change after diagnosis for you and your 
loved ones? / post-diagnostic support 

Questioning phrase: CLARIFYING QUESTIONS RELATED TO THE MAIN NARRATIVE e.g., what happened then? would you tell me more 
about […] please? 

Questioning phrase: QUESTIONS RELATIVE TO STUDY PURPOSE THAT WERE NOT COVERED WITHIN THE MAIN NARRATIVE (based on 
OPHI-II) 

ENVIRONMENT 

Tell me about where you live and who 
you live with… 
 
 
 
 
 
 
 

Who do you live with? 
Who are other important people in your life? 
If you need help with something, who would you 
normally ask to give you a hand? 
If you want to do something enjoyable who are the 
people you would ask to keep you company? 
If you feel upset who would you ask for support? 

DAILY ROUTINE / VOLITION 

Please describe a typical day during the 
week. 
Is the weekend any different? If yes – 
please describe it. 
Do you have any hobbies? 
Did you have any other hobbies in the 
past? 

Are you satisfied with your routine? 
What are the most important things in your routine? 
What helps you when you are confused / forgetful? 
What does not help? 
What would you most like to change about your 
routine? 
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 What is the most important thing to keep the same 
about your routine? 
Was your routine different before the start of your 
dementia? 

ROLES / VOLITION 

What are your main responsibilities at 
present? 
Is there any special thing that you do a 
lot / enjoy doing? 
Are you a member of any 
organisations/church/temple groups? 
What things are important for you to 
be able to do? 
What things are more difficult for you 
to do now? Why? 
Has your experience of dementia 
impacted your ability to do things that 
are important for you to do? If yes, 
please describe these changes? 

E.g. are you a grandparent; what kind of things do you 
do around the house?  etc. 
What are the main things you do to enjoy 
yourself/relax? 
Who are the people you enjoy yourself with/relax with 
most? 
What are things you don’t get to do anymore? 
Why you are no longer able to do these things? 
What is important in your life at present? 
What is not important in your life at present? 
 

MIDLOTHIAN SERVICES 

Tell me about the services you use in 
Midlothian, e.g. local shops, day 
centres, health services. 
How effective Midlothian services are 
in helping you to manage difficulties 
related to dementia? 
Is there something you would like to 
change in Midlothian services for 
people with experience of dementia? 

Who are the people you interact with most [within 
your health and local services]? 
Is there anything or anyone that is particularly 
helpful? 
Could you describe the most challenging experience 
related to your local health services you had? 
If there were 3 changes that you would like to make in 
Midlothian services what it would be? Why?  
How might you change things if you could? 
What would be required to make these changes? 
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RQ1 Probes 

Main narration - DEMENTIA EXPERIENCE 

Please tell me about the time when you first 
noticed things were different; when you noticed 
first symptoms of dementia in your relative / 
friend up until now. 

Tell me what you experienced before your relative / 
friend have been given diagnosis 
What events led to this point? 
What changes did dementia experience bring about? 
When your relative/friend has been diagnosed with 
dementia? 
Would you tell me about the time around the diagnosis? 
Tell me about your experience after your relative / friend 
have been given diagnosis. 
Did being given diagnosis change things for you or your 
relative/friend? 

Questioning phrase: CLARIFYING QUESTIONS RELATED TO THE MAIN NARRATIVE e.g., what happened then? would you tell me more about 
[…] please? 

Questioning phrase: QUESTIONS RELATIVE TO STUDY PURPOSE THAT WERE NOT COVERED WITHIN THE MAIN NARRATIVE (based on 
OPHI-II) 

Environment 

Tell me about where [name of the person] 
lives… 
 

Who does [name of the person] live with? 
Who are other important people in [name of the person] 
life? 
If [name of the person] needs help with something, who 
would he/she normally ask to give him/her a hand? 
If [name of the person] want to do something enjoyable 
could he/she/you expect other family members/friends to 
keep him/her company? 
If [name of the person] feels upset could he/she expect 
family / friends to support him/her? 

DAILY ROUTINE / VOLITION 

Please describe a typical day during the week for 
you and [name of the person]. 
Is the weekend any different? If yes, please 
describe it. 

Is [name of the person] satisfied with this routine? 
What are the most important things in [name of the 
person] routine? 
What helps [name of the person] when he/she is 
forgetful/confused? 
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Does [name of the person] have any hobbies / 
projects that are part of his/her current routine? 
Did [name of the person] have any hobbies or 
projects (things) that were part of his/her 
routine before the diagnosis of dementia? 
 

What does not help? 
What would [name of the person] be most likely to 
change about his/her routine? Why? 
What is the most important thing to keep the same about 
[name of the person] routine? 
Was [name of the person] routine different before the 
start of dementia? 

ROLES / VOLITION 

What are [name of the person] main 
responsibilities at present? 
Is there any special thing that [name of the 
person] do a lot / enjoys doing? 
Does [name of the person] actively participate 
in any organisations or in church/temple 
groups? 
What is important for [name of the person] to 
be able to do? 
What things are more difficult for [name of the 
person] to do now? Why? 
Have [name of the person] experience of 
dementia impacted his/her ability to do things 
that are important for him/her to do? If yes, 
please describe these changes? 

e.g. being grandparent; housekeeping, etc. 
What are the main things [name of the person] does to 
enjoy himself/herself / relax? 
Who are the people [name of the person] enjoy 
himself/herself with/relax with most? 
What are things he/she doesn’t do anymore? Why? 
What is important in [name of the person] life at present? 
What is not important in [person’s name] life at present? 
 

MIDLOTHIAN SERVICES 

Tell me about the services you and [name of the 
person] use in Midlothian, e.g. local shops, day 
centres, health services. 
How effective the Midlothian services are in 
helping you to manage difficulties related to 
[name of the person] dementia? 
Is there something you would like to change in 
Midlothian Services for people living with 
dementia? 

Who are the people you interact with most [within your 
health and local services]? 
Is there anything or anyone that is particularly helpful? 
Could you describe the most challenging experience 
related to your local health services you had? 
If there were 3 changes that you would like to make in 
Midlothian services what it would be? Why? 
How might you change things if you could? 
What would be required to make these changes? 
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Category Take note of: 

Interview features Date, time, venue, people present 

First impressions What happened upon researcher’s arrival? 
Participant’s body language 
Participant’s state of mind 
Others present 
Relationship / type of interactions between those present 

Participant Appearance (clothing, age, gender, physical appearance) 
Verbal behaviour and interactions 
Non-verbal behaviour 

Others present Appearance 
Verbal behaviour and interactions 
Non-verbal behaviour 

Physical environment Short description of the main features 
Spatial arrangement during interview (positioning of 
researcher towards the participant) 
Level of noise 
Light 
Any distractions 

Impressions during the interview Was participant comfortable 
Any interruptions? 
Any emotional reactions? 
Tone of voice 
Body language 
Dynamics of interaction 
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Demographic Information: PWD 
 
Study title:  Perspectives of Those with Lived Experience of Dementia and Their Care 
          Givers within Cultural Context of Midlothian: A Narrative Study   
  

Date completed:  

Name:  

Date of birth:  Age:  

Gender*: Male / Female 

Home address:  

Telephone number:  

E-mail:  

Age at the time when dementia symptoms 
became apparent: 

 

Were the formal diagnosis given?* Yes / No 

If yes, age at diagnosis:  

Health / community service attended:  

Current length of time using the services 
indicated above: 

 

Marital status*: Single (never married) / Married / Separated / Divorced / Widowed 

Employment status*: 
Full time / part time / self-employed / retired / volunteer/ 
not employed 

Job title (if retired, please indicate your 
final job title): 

 

How many people, including yourself, are 
there in your household*?  

1 / 2 / 3 / 4 / 5 / more 

Relative’s / carer’s name:  

*- please circle as appropriate 
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Demographic Information: FM 
 
Study title:  Perspectives of Those with Lived Experience of Dementia and Their Care 
          Givers within Cultural Context of Midlothian: A Narrative Study 
 

Date completed:  

Your name:  

Relation to the person with lived experience of 
dementia: 

 

Your relative’s / friend’s  name:  

Your date of birth:  Age:  

Your gender*: Male / Female 

Home address:  

Telephone number:  

E-mail:  

Age at the time when your relative’s / friend’s 
dementia symptoms became apparent: 

 

Were the formal diagnosis given?* Yes / No 

If yes, your relative’s / friend’s age at diagnosis:  

How long have you been providing care for 
your relative / friend? (months) 

 

Please describe level of care provided by you 
(e.g., 2 days a week; housekeeping) 

 

NHS / community services attended:  

Current length of time using the services 
indicated above (months): 

 

Your marital status*: 
Single (never married) / Married / Separated / Divorced / 
Widowed 

Your employment status*: 
Full time / part time / self-employed / retired / volunteer / 
not employed 

Job title (if retired, please indicate your final 
job title): 

 

*- please circle as appropriate
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The initial coding framework 

In bold categories added during progression of the project. 
Deletions indicate changes as development of thematic framework progressed alongside data 
indexing 
Volition 
Personal causation 
Experience of sense of competence and effectiveness 
Experience of self-confidence 
Attitude towards the experience of dementia 
Acceptance 
Fear 
Hope 
Shame 
Denial 
Frustration 
Hopelessness 
Values 
Past values 
Present values 
Affective component of values 
Interests 
Past interests 
Present interests 
Habituation 
Experience of roles 
Experience of daily routines 
Performance capacity 
Experience of physical capacity 
Experience of cognitive capacity 
Environmental factors support 
Cultural and Social environment 
Family relationships and other important relationships 
Local community 
Opportunity for social interaction 
Experience of interpersonal relationships 
Social and health care services 
Access to health and social care services 
Quality of health and social care services 
Physical environment 
Familiarity 
Comfort/ability to do things that one wants/needs to do 
Safety 
Environment: level of demands 
Too great demands 
Insufficient demands 
Just-right demands 
Environment: challenges 
Access to local community 
Changes in important relationships 
Attitudes of others towards people with dementia - impact 
Loss of important Relationships - loss 
Limited opportunity for social interaction 
Late diagnosis 
Fear of other people’s reactions to diagnosis 

Skills for occupational performance 
Experience of motor skills 
Experience of process skills 
Experience of communication and interaction skills 
Occupational performance 
Diminishing Altered ability to perform occupations 
Maintained ability to engage in occupations 
Level of occupational engagement 
Low 
Maintained 
Occupational participation 
Experience of ability to attend to self-care 
Experience of ability to meet one’s responsibilities 
Experience of engagement in local community 
Importance of access to day services 
Occupational identity: status 
Maintained sense of self 
Altered sense of self 
Maintained perception of one by others 
Altered perception of one by others  
Attitude towards living with dementia 
Acceptance: dementia as part of normal aging 
Hope: dementia as an unknown 
Fear: dementia as an unknown 
Shame: embarrassment and fear of sharing diagnosis with 
others 
Occupational competence: status 
Maintained competence 
Altered competence 
Degree of  occupational adaptation 
Successful adaptation 
Normalisation 
Adjustment 
Poor adaptation 
Quality of life: evaluation 
Good quality of life 
Poor quality of life 
Quality of life: components 
Family and other important relationships 
Health: physical 
Health: mental/cognitive 
Functional independence 
Attitudes of others 
Social participation 
Opportunity for social interaction 
Going out 
Being at home 
Being cared for 
Physical comfort 
Continuity 
Inner strength 
Engagement in activity 
Sense of control 
Sense of humour 
Nature / pets 
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The final coding framework 

Main code Sub-Code 

CHANGE  

 Internal 

 External 

EMBODIED MIND  

 Cognitive capacity 

 Physical capacity 

MOTIVATION FOR DOING  

 Sense of agency and self-efficacy 

 Values 

 Interests 

HABITUATION  
Roles, routines [relative to emotions and 
identity] 

EMOTIONS  

Sense of CONNECTEDNESS  

Sense of IDENTITY  

COMPETENCE  

 Objective (diversity and frequency) 

 Subjective (thoughts and emotions) 

PARTICIPATION  

ADAPTIVE CAPACITY  

 Person 

 Environment 

 Match 

 Mismatch 

TRAJECTORIES  

 Flexible continuity 

 Reorganisation 

 Rigidity 

 Chaos 
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Number of 
(participants) who 
made statements 
related to the topic 

Number of 
references made 
by participants on 
each topic  

MOHO PERSON   

MOHOP: volition   

MOHOP-V: interests 
MOHOP-VI: past 
MOHOP-VI: present 

 
30 
33 

 
121 
166 

MOHOP-V: values 
MOHOP-V1: past 
MOHOP-V2: present 
MOHOP-V2P: affective component 

 
27 
29 
8 

 
93 
148 
10 

MOHOP-V: personal causation 
MOHOP-VPC: experience of self confidence  
MOHOP-VPC: experience of sense of competence 
and effectiveness 
MOHOP-VPC: attitudes towards the experience of 
dementia 
MOHOP-VPCA: acceptance 
MOHOP-VPCA: denial 
MOHOP-VPCA: frustration 
MOHOP-VPCA: hope 
MOHOP-VPCA: hopelessness 
MOHOP-VPCA: shame 

1 
10 
 
13 
 
14 
5 
7 
1 
2 
1 
0 

1 
19 
 
47 
 
27 
8 
15 
3 
3 
4 
0 

MOHOP: habituation   

MOHOP-H: experience of daily routines 
MOHOP-H: experience of roles 
MOHOP-H: experience of the ability to meet one’s 
responsibilities 

31 
16 
 
19 

116 
18 
 
46 

MOHOP: performance capacity   

MOHOP-PC: experience of cognitive capacity 28 78 

MOHOP-PC: experience of physical capacity 26 82 

MOHO ENVIRONMENT   

MOHOE: support   

MOHOE-S: physical environment 
MOHOE-SPE: environment supporting occupation 
MOHOE-SPE: safety 

0 
29 
15 

0 
61 
27 

MOHOE-S: cultural and social environment 
MOHOE-SCSE: family and other important 
relationships 
MOHOE-SCSE: local community 
MOHOE-SCSE: opportunities for social interaction 
MOHOE-SCSE: social and health care services 
MOHOE-SCSE: social and health care 
services_access 
MOHOE-SCSE: social and health care 
services_quality 
MOHOE-SCSE: experience of interpersonal 
relationships 

1 
 
33 
27 
29 
0 
 
13 
 
25 
 
22 

1 
 
120 
69 
93 
0 
 
28 
 
58 
 
46 
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MOHOE: level of demand 19 41 

MOHOE: challenges   

MOHOE-Ch: late diagnosis 
MOHOE-Ch: access to local community 
MOHOE-Ch: attitudes of others-impact 
MOHO-Ch: relationships-loss 
MOHO-Ch: altered opportunities for social 
interaction 

3 
9 
7 
19 
 
18 

4 
16 
13 
40 
 
35 

MOHO DIMENSIONS OF DOING   

MOHOD: skills   

MOHOD-S: motor 
MOHOD-S: process 
MOHOD-S: communication and interaction 

22 
29 
13 

54 
116 
32 

MOHOD: performance   

MOHOD-Per: maintained ability to engage in 
occupations 
MOHOD-Per: altered ability to engage in 
occupations 
MOHOD-Per: level of occupational engagement 
MOHOD-PerL: low 
MOHOD-PerL: maintained 

 
18 
 
30 
 
27 
2 

 
43 
 
173 
 
81 
2 

MOHOD: participation   

MOHOD-Par: experience of ability to attend to self-
care 
MOHOD-Par: experience of engagement in local 
community 
MOHOD-Par: experience of ability to meet one’s 
responsibilities 

 
18 
 
24 
 
14 

 
54 
 
74 
 
24 

MOHOD: identity   

MOHOD-I: maintained sense of self 
MOHOD-I: altered sense of self 
MOHOD-I: maintained perception of one by others 
MOHOD-I: altered perception of one by others 

9 
3 
14 
18 

31 
4 
36 
54 

MOHOD: competence   

MOHOD-C: maintained occupational competence 
MOHOD-C: altered occupational competence 

6 
21 

11 
52 

MOHOD: adaptation   

MOHOD-A: successful adaptation 
MOHOD: poor adaptation 

12 
5 

36 
8 
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Example 1: Codes most frequently referred to by participants and unique to each group 

Concepts most frequently referred to by the participants: 

PWD FM 

Volition (past and present values, present 
interests, personal causation) 
Daily routines 
Performance capacity (physical) 
Environment (social and environmental 
demands) 
Occupational performance (altered ability to 
engage in occupations) 
Occupational participation (experience of 
engagement in local community) 
Successful adaptation 

Volition (personal causation) 
Occupational performance (altered ability to 
engage in occupations) 
 

Concepts unique to each group of participants include: 

PWD FM 

Maintained occupational competence Identity (maintained and altered) 
Occupational participation (experience of 
ability to attend to self-care) 
Skills (Communication and interaction) 
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Example 2: Trends in participants’ responses 

Skills Occupational performance 

Motor Process Communication and 
interaction 

Quality Level of performance 

Maint
ained 

Decreased Maint
ained 

Decreased Maint
ained 

Decreased Maint
ained 

Altered Maint
ained 

Low 

 PD1 
PD2 
PD4 
PD5 
PD8 
PD9 
PD10 
PD11 
PD12 
 

FM1 
FM3 
FM4 
FM5 
FM6 
FM7 
FM8 
FM10 
FM12 
FM14 
FM15 
FM17 
FM18 
FM20 

 PD2 
PD3 
PD4 
PD5 
PD6 
PD8 
PD9 
PD10 
PD11 
PD12 

FM1 
FM2 
FM3 
FM4 
FM5 
FM6 
FM7 
FM8 
FM10 
FM12 
FM13 
FM14 
FM15 
FM16 
FM17 
FM18 
FM19 
FM20 
FM21 

 PD2 
PD3 
PD5 

FM1 
FM3 
FM7 
FM10 
FM14 
FM15 
FM16 
FM18 
FM19 
FM20 
FM21 

FM12 PD1 
PD2 
PD4 
PD6 
PD10 
PD11 
PD12 

FM1 
FM2 
FM3 
FM4 
FM5 
FM6 
FM7 
FM10 
FM14 
FM15 
FM16 
FM19 
FM20 
FM21 

 PD3 
PD4 
PD5 
PD6 
PD7 
PD8 
PD9 
PD11 
PD12 

FM1 
FM3 
FM5 
FM6 
FM7 
FM8 
FM10 
FM12 
FM13 
FM14 
FM15 
FM16 
FM17 
FM18 
FM19 
FM20 
FM21 

Occupational participation 

Ability to attend to self-care Ability to meet one’s responsibilities Ability to engage in local community 

Maintained Changed Maintained Changed Maintained Changed 

PD4 FM2 PD9 FM3 
FM7 
FM8 
FM10 
FM12 
FM14 
FM15 
FM16 
FM17 
FM20 
FM21 

PD11  PD1 
PD2 
PD3 
PD8 
PD12 

FM3 
FM5 
FM8 
FM10 
FM13 
FM14 
FM15 
FM16 
FM17 
FM19 
FM20 

PD11  PD1 
PD2 
PD4 
PD5 
PD6 
PD8 
PD9 
PD10 
PD12 

FM1 
FM2 
FM3 
FM4 
FM5 
FM7 
FM8 
FM10 
FM12 
FM15 
FM16 
FM17 
FM18 
FM19 
FM20 
FM21 
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Example 3: Key dimensions of adaptation in dementia 

Adaptation 
MOHO definition: constructing positive occupational identity and achieving occupational 
competence over time in the context of one’s environment 

Factors supporting positive adaptation Factors contributing to poor adaptation 

PWD FM PWD FM 

Assistance from 
others with activities 
requiring alerted / lost 
skills (PWD2, PWD3) 
Acceptance of current 
situation (PWD3, 
PWD5, PWD11, 
PWD12) 
Adapted ways of 
doing things to 
compensate for lost 
skills (PWD4, PWD5, 
PWD12) 
Avoiding hazardous 
activities (PWD4) 
Engagement in new 
activities / new forms 
of previously valued 
activities (PWD8) 
Maintenance of roles 
which are important / 
meaningful (PWD10) 

Adjustments made to 
daily life (FM1, FM2) 

 Loss of confidence 
(FM4) 
Withdrawal from 
social situations 
(FM7, FM13) 
Inactivity (FM7, 
FM13) 
Denial / lack of 
awareness of changes 
due to cognitive 
impairment (FM8) 
Inability to make 
independent choices 
(FM13) 
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Example 4: Tracking relationships within data (PWD), mind map 
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Anonymised transcript and field notes 1 – PWD 7: Struggle 

 Full narrative  Analytical reading Coding 

1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
11 
12 
13 
14 
15 
16 
17 
18 
19 
20 
21 
22 
23 
24 
25 
26 
27 
28 
29 
30 
31 
32 
33 
34 
35 
36 
37 
38 
39 
40 
41 
42 
43 
44 
45 
46 
47 
48 
49 
50 
51 
52 
53 

I: Today is Thursday 19 January, it 
is 12:00 midday.  I am speaking to [Ingrid].  
[Ingrid], can we confirm that you have 
agreed to speak to me? 
R: Yes. 
I: Yes.  Thank you.  [Ingrid] could 
you tell me how long have you been living 
in this house? 
R: Oh about 30 years. 
I: About 30 years. 
R: Yes. 
I: Is the house comfortable for 
you? 
R: Yes. 
I: What do you like about your 
house? 
R: It is on the end and it is quiet. 
I: Is it?  Yes.  Do you have enough 
privacy here? 
R: Pardon? 
I: Do you have enough privacy? 
R: Yes. 
I: Yes.  And are you able to do 
everything that you want to do in the 
house? 
R: Yes. 
I: What kind of things do you do 
here? 
R: How do you mean? 
I: What do you do during your day, 
during a typical day? 
R: Well I go out into the garden, I can 
sit, I watch people go up the path and up the 
street. 
I: Do you have neighbours here? 
R: Neighbours, yes. 
I: Yes.  What relationships do you 
have with them? 
R: Very good.  
I: Very good.  If you need help with 
anything who would you ask for help? 
R: Either, either side 
I: One of your neighbours on either 
side of your house?  Have they been here 
for long? 
R: Hmm? 
I: For how long your neighbours 
have been here? 
R: A long time. 
I: A long time.  So how well do you 
know them? 
R: Very well. 
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I: […] are you able to do everything that 
you want to do in the house? 
R: Yes. 
I: What kind of things do you do 
here? 
R: How do you mean? 
I: What do you do during your day, 
during a typical day? 
R: Well I go out into the garden, I 
can sit, I watch people go up the path and 
up the street. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Adaptive 
capacity: match 
 
Participation 
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29 
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31 
32 
33 
34 
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36 
37 
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I: [Ingrid], when you want to enjoy 
yourself what kind of things would you do? 
R: I don’t know. 
I: What helps you to relax, to rest? 
R: Lying on the settee and I have a 
sleep. 
I: Who are important people in 
your life [Ingrid]? 
R: Pardon? 
I: Who are important people for 
you? 
R: My daughter. 
I: What kind of relationship do you 
have with your daughter? 
R: Very good. 
I: How often do you see each 
other? 
R: About once a week. 
I: Once a week.  Do you have just 
one daughter? 
R: Hmm? 
I: How many children do you have? 
R: I have got just one. 
I: Is that one daughter you have?  
[Ingrid], could you describe your typical 
day to me? 
R: Lying on the settee and I have a 
sleep. 
I: What else do you do during the 
day? 
R: Not a lot. 
I: Not a lot.  Do you go out? 
R: Sometimes. 
I: Where would you go? 
R: To the shops. I go down our path 
past Police station. Around the corner and I 
can go then and sit on a seat and watch the 
world go by. 
I: Do you enjoy going to shops? 
R: Yes. Mhm… 
I: [Ingrid], what are important 
things for you to be able to do? 
R: Important what? 
I: What is important for you?  What 
kind of things are important for you? 
R: I couldn’t say.  I mean my house, 
and quiet, I have got nobody (inaudible 
00:06:47). 
I: So you like your house and you 
like the fact it is quiet and nobody 
interferes with. 
R: No one up the street at the end 
house and I don’t see anybody. 
I: And could you tell me what you 
really enjoy doing? 
R: Lying on the settee and having 40 
winks.   
I: Did you have some hobbies or 
things that you used to do a lot in the past? 
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I: […] could you describe your typical day 
to me? 
R: Lying on the settee and I have a 
sleep. 
I: What else do you do during the 
day? 
R: Not a lot. 
 
I: Do you go out? 
R: Sometimes. 
I: Where would you go? 
R: To the shops. I go down our path 
past Police station. Around the corner and I 
can go then and sit on a seat and watch the 
world go by. 
 
 
 
 
I: […] What kind of things are important 
for you? 
R: I couldn’t say.  I mean my house, 
and quiet, I have got nobody (inaudible 
00:06:47). 
I: So you like your house and you 
like the fact it is quiet and nobody 
interferes with. 
R: No one up the street at the end 
house and I don’t see anybody. 
I: And could you tell me what you 
really enjoy doing? 
R: Lying on the settee and having 40 
winks.   
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Routine 
 
 
 
 
 
 
 
Participation 
 
 
 
 
 
 
 
 
 
 
Values 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

 
391 

 

1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
11 
12 
13 
14 
15 
16 
17 
18 
19 
20 
21 
22 
23 
24 
25 
26 
27 
28 
29 
30 
31 
32 
33 
34 
35 
36 
37 
38 
39 
40 
41 
42 
43 
44 
45 
46 
47 
48 
49 
50 
51 
52 
53 
54 
55 
56 
57 
58 
59 

R: I had a lot of hobbies. 
I: Could you give me some 
examples? 
R: Pardon? 
I: Could you tell me about them? 
R: No. 
[longer silence] 
I: [Ingrid], how is your memory at 
the moment? 
R: Nothing wrong with it. 
I: Sorry? 
R: Nothing wrong with it. 
I: It is alright? 
R: Uh huh. 
I: Do you see your doctor 
regularly? 
R: No. 
I: Which surgery do you go to? 
R: The one around the high street. 
I: And how are the doctors there? 
R: I don’t know. I sit down in there 
and I am collected to doctors. 
I: How do you get on with them? 
R: Fine. 
I: Do you use any other services? 
R: No. 
I: What about the lady that I’ve 
met, the lady who prepared your lunch.  
How do you get on with her? 
R: Fine. 
I: How often does she come to the 
house? 
R: Once a day.  
I: Is it lunchtime, yes?  
R: Yes 
I: So what she helps you with? 
R: Nothing. 
I: Does she organise your lunch for 
you? 
R: Yes. 
I: Is there anything else she usually 
helps with? 
R: No. 
I: [Ingrid], do you belong to any 
organisations or groups? 
R: I go to the Rurals sometimes. 
I: Right.  What do you do there? 
R: Well there are demonstrations 
there.   
I: Could you repeat that for me 
please, there is?  I didn’t get it [Ingrid], 
could you say that again please? 
R: Say what? 
I: Why do you like going to this 
group? 
R: To the Rural?  Oh well there is 
demonstrations and talks.  It is once a 
month but I did it all at school. 
I: Who do you go with? 
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R: I had a lot of hobbies. 
I: Could you give me some 
examples? 
R: Pardon? 
I: Could you tell me about them? 
R: No. 
 
I: [Ingrid], how is your memory at the 
moment? 
R: Nothing wrong with it. 
I: Sorry? 
R: Nothing wrong with it. 
I: It is alright? 
R: Uh huh. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
I: [Ingrid], do you belong to any 
organisations or groups? 
R: I go to the Rurals sometimes. 
I: Right.  What do you do there? 
R: Well there are demonstrations 
there.   
I: Could you repeat that for me 
please, there is?  I didn’t get it [Ingrid], 
could you say that again please? 
R: Say what? 
I: Why do you like going to this 
group? 
R: To the Rural?  Oh well there is 
demonstrations and talks.  It is once a 
month but I did it all at school. 
I: Who do you go with? 

Past hobbies 
 
 
 
 
 
 
Sense of 
cognitive 
capacity 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Participation 
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R: Myself. 
I: Just yourself?  And where is it? 
R: Down in Masonic Hall. 
I: In [your home town]? 
R: Yes. 
I: Do you have any friends locally? 
R: No. 
[longer silence] 
I: [Ingrid], the lady who helped 
organise your lunch.  Do you find the 
service quite helpful? 
R: Yes. 
I: Is there any other service that 
you would like to get? 
R: No. 
I: [Ingrid], what about things like 
washing and shopping.  Who does that? 
R: There is a washing machine and I 
go with [daughter’s name] go down the 
path to the shops. 
I: So is that you who does the 
shopping? 
R: Yes. 
I: We spoke earlier about your 
hairdresser.  You go for your hairdo today. 
R: Yes. 
I: How often do you go? 
R: Once a week. 
I: Where is your hairdressers? 
R: Next door [neighbour]. They take 
me down in the car.  
I: Right.  Who does it, who takes 
you in the car? 
R: Next door. 
I: Next door neighbour. 
R: Yes. 
I: And how long have you been 
going to this hairdressers? 
R: A long time. 
I: So is that something regular? 
R: Yes. 
I: Are there any other things that 
happen regularly for you? 
R: Nothing that I can think of. 
I: [Ingrid], if you could think about 
things that are important for you.  You told 
me about your house that it’s is important 
living in a quiet area.  Is there anything else 
that is really important for you? 
R: I couldn’t say.  If I want to go out, 
I have got these three wheels and I can go 
down the path to the library. 
I: Are there any other things you 
do? 
R:  No. 
I: What do you do in your garden?  
You mentioned that you go out to your 
garden. 
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R: Myself. 
 
 
 
 
I: Do you have any friends locally? 
R: No. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
I: […] is that you who does the shopping? 
R: Yes. 
 
I: […] You go for your hairdo today. 
R: Yes. 
I: How often do you go? 
R: Once a week. 
I: Where is your hairdressers? 
R: Next door [neighbour]. They take 
me down in the car.  
I: Right.  Who does it, who takes 
you in the car? 
R: Next door. 
I: Next door neighbour. 
R: Yes. 
I: And how long have you been 
going to this hairdressers? 
R: A long time. 
 
 
 
 
 
 
 
 
 
 
R: […] If I want to go out, I have got these 
three wheels and I can go down the path to 
the library. 
 
 
 
 
 
 

(Sense of) 
competence? 
 
 
 
 
Connectedness 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Competence 
 
 
Participation 
 
 
 
Adaptive 
capacity: match 
 
 
 
 
 
 
Connectedness 
 
 
 
 
 
 
 
 
 
 
 
 
Adaptive 
capacity: match 
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R: Well I go down into the garden 
and I sit down in the chair in the sunshine.  
But my son in law cuts the grass. 
I: So is that the place for you to 
enjoy and relax now? 
R: Uh huh. 
I: It is nice to have the garden and 
to be able to go out isn’t it? 
R: And it is a big garden. 
I: [Ingrid], thank you very much for 
speaking to me and I will let you enjoy your 
cup of tea now.  
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R: […] I go down into the garden and I sit 
down in the chair in the sunshine.  But my 
son in law cuts the grass. 
 
 
 
 
 
 
 

Adaptive 
capacity: match 
 
 
 
 
 
 

FIELD NOTES: 

19/01/2012, 11:45 – 12:20; participant’s house 

On my arrival I was welcomed at the door by [Ingrid’s] daughter. I went into the living room where 
[Ingrid] was sitting in her sofa to say hello. 

[Ingrid] was disorientated as to who I was and what was the purpose of my visit. I introduced myself 
and explained why I was there. At some point I asked [Ingrid] how her memory is. I think she 
misunderstood me as a period of silence followed after which she reached for her purse and showed 
me her money saying – ‘My money is fine’. I explained that that was not what I was asking about 
and continued conversation about her plans for the afternoon – she was going to the hairdresser. 

I went to the kitchen where [Ingrid’s] daughter and the Home Care staff member were organising 
[Ingrid’s] lunch. [Ingrid] joined us in the kitchen. 

When Home Care staff left I explained the purpose of the interview to both [Ingrid] and her 
daughter. After that [Ingrid] agreed to speak to me and she signed the consent form. 

The interview took place in the kitchen. Comfortable light and temperature. We were sitting at the 
kitchen table. No noise, no interruptions during the interview. 

[Ingrid] has quite slurred speech – an effect of a few TIAs and a stroke. The interview was not long 
– it took about 18 minutes. 

During the interview [Ingrid] answered most of my questions coherently however, her answers were 
very short and I sometimes struggled to understand her. When asked about her memory [Ingrid] 
said her memory was fine. She became quite agitated so I changed the subject and continued asking 
about her environment and activities of choice. 

I had an impression that [Ingrid] was quire defensive and reluctant to engage in conversation. It is 
understandable considering that she had never met me before and I was asking her questions about 
the subject she avoids even with her close ones. 

However, after the interview, when I was admiring the garden [Ingrid] became quite animated. She 
opened the back door and showed me her garden, which she obviously is proud of. She laughed 
when I said the garden is so big she could have a party there. She explained that it’s too big for her 
to keep and that her son in law does the gardening for her. She also explained that the fence was 
missing because it belongs to the Police Station and was knocked down by Police vans and was never 
replaced. She was visibly pleased when I asked about the garden and happy to have the opportunity 
to show it to me.
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Anonymised extract from transcript and field notes 2 – FM 7: Struggle 

 Full narrative  Analytical reading Coding 
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I: [Ina] could you tell me the story 
from the beginning when you first noticed 
any symptoms that later were linked to 
your mum’s dementia.  If you could tell 
me the story from this time through the 
diagnosis up ‘til now. 
R: Right.  Could I start back to – I 
think, I can remember when she was 80, 
didn’t look 80, didn’t act as though she was 
80.  The only problem was her knees 
bothered and she had very bad arthritis in 
her hip.  It got progressively worse and she 
was to have a hip replacement and at that 
time it took about two years before 
anything was taking place. 
 
She had the appointment, went for her 
pre-med in the May and they told her that 
she had high blood pressure which would 
be addressed by the doctor.  Now, I was 
working and was really quite busy, used to 
see her at the weekend, she still drove a 
car then and I didn’t follow it up.  We then 
went in October for her to have the 
interview before she had the operation 
and they told her that her blood pressure 
was so high that they couldn’t do the 
operation.  That and it would be the 
August before that October we were 
driving up the [name of the street] in 
[nearest city] and her speech slurred and I 
was very concerned and took her straight 
to the [acute hospital] Accident and 
Emergency. 
 
Then they told me that she had had a TIA 
and said, the doctor in the hospital told her 
to go away and live her life and that was it.  
I then tried to get things done, saw her GP 
and eventually she had two or three 
different ones and she was over with us in 
the October holiday, took one when we 
brought her back and was taken by 
ambulance back into [acute hospital].  And 
everything started to deteriorate from 
then.  She also was seeing a geriatric 
doctor at the [geriatric] Hospital, whose 
name I forget, a lady who was absolutely 
super.  She was checking her because her 
iron content in the blood was very low, she 
was very anaemic.  She had her in and out 
of [acute hospital] for various different 
tests and she also managed one way or 
another to get her in for a hip replacement, 
I think in the February of the following 
year. 
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when she was 80, didn’t look 80, didn’t act 
as though she was 80.  The only problem 
was her knees bothered and she had very 
bad arthritis in her hip.  It got progressively 
worse and she was to have a hip 
replacement 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
we were driving up the [name of the 
street] in [nearest city] and her speech 
slurred and I was very concerned and took 
her straight to the [acute hospital] 
Accident and Emergency. 
 
 
Then they told me that she had had a TIA 
and said, the doctor in the hospital told her 
to go away and live her life and that was it.  
I then tried to get things done, saw her GP 
and eventually she had two or three 
different ones and she was over with us in 
the October holiday, took one when we 
brought her back and was taken by 
ambulance back into [acute hospital].  And 
everything started to deteriorate from 
then. 
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She was fine when she had the hip 
replacement and I was working.  I went in 
to see her at, on the…  I used to go in every 
day, went in to see her on the, I think, 
Sunday evening and they gave me a bag of 
soiled clothing.  She had picked up a 
diarrhoea bug and because she hadn’t 
been able to get herself on to the toilet 
properly and had asked for someone to 
help some of the nurses had been quite 
nasty with her.  So she was frightened to 
go to toilet after that.  I went to see her on 
the Monday and she still hadn’t had, she 
wasn’t supposed to be coming out.  They 
knew she was coming home to be totally 
on her own and I live 40 miles away. 
 
On the Tuesday about 10:30 I received a 
phone call at work to tell me that my 
mother was ready to come home.  And I 
said “But there are no services in place for 
her to come home, she’s going home to be 
on her own.  I had understood that she was 
going to convalesce before she came 
home.  And you told me that she wouldn’t 
be put out until she could do stairs.”  And 
they said “Oh she’s done stairs today.” 
 
I couldn’t leave work until 5:30.  I got to 
[acute hospital] to find that my mother had 
been dressed, given Imodium and left in a 
room on her own, all day in one of the 
waiting rooms.  I picked her up, brought 
her home, managed to get her settled and 
she then by the Saturday was incredibly ill, 
I called a locum doctor out on the Sunday 
who came upstairs, got her out of bed, got 
her to walk across the room and said 
“She’s had another stroke.  She refuses to 
go into hospital, there’s nothing I can do.” 
 
I stayed that night, had to go to work the 
following morning.  My daughter and son 
between us we stayed with her all of the 
following day and night.  I contacted this 
particular doctor at the [geriatric hospital] 
who got her into the [geriatric] Hospital 
because she was frightened to go back into 
[the acute hospital].  And she was there for 
I think about six weeks and had the most 
dreadful diarrhoea bug.  They saved her life 
because the doctor had more or less 
written her off and she was totally 
dehydrated, they thought she’d had a 
severe stroke but when they tested her it 
was severe dehydration which had caused 
symptoms of a stroke. 
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She was fine when she had the hip 
replacement and I was working.  I went in 
to see her at, on the…  I used to go in every 
day, went in to see her on the, I think, 
Sunday evening and they gave me a bag of 
soiled clothing.  She had picked up a 
diarrhoea bug and because she hadn’t 
been able to get herself on to the toilet 
properly and had asked for someone to 
help some of the nurses had been quite 
nasty with her.  So she was frightened to 
go to toilet after that.  I went to see her on 
the Monday and she still hadn’t had, she 
wasn’t supposed to be coming out.  They 
knew she was coming home to be totally 
on her own and I live 40 miles away. 
 
 
 
 
 
 
 
 
 
 
 
 
I couldn’t leave work until 5:30.  I got to 
[acute hospital] to find that my mother had 
been dressed, given Imodium and left in a 
room on her own, all day in one of the 
waiting rooms.  I picked her up, brought 
her home, managed to get her settled and 
she then by the Saturday was incredibly ill, 
I called a locum doctor out on the Sunday 
who came upstairs, got her out of bed, got 
her to walk across the room and said 
“She’s had another stroke.  She refuses to 
go into hospital, there’s nothing I can do.” 
 
 
 
 
 
 
 
 
 
 
 
 
 
they thought she’d had a severe stroke but 
when they tested her it was severe 
dehydration which had caused symptoms 
of a stroke. 
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And she came out of there having one from 
about I would say 12½ stone to 9 in a very 
short space of time.  She came home and 
didn’t really walk very much.  And that was 
the start of her going back because then 
she, well she’d been terribly ill and didn’t 
have very much stamina.  I had taken her 
back with me in the October after the 
stroke but I was working.  The doctor in 
[the home town] suggested that I took her 
back and then I thought “Hold on I’ve got a 
mother here who’s had a stroke, I’m out at 
work.  I’ve got no services for her, I can’t 
leave her at home all day.”  And I had to 
fight to get anything done. 
 
And then after that we noticed that she 
wasn’t eating properly, her neighbours 
were telling us she wasn’t eating properly 
and I tried and tried and tried and tried to 
get her out of the house but because 
before she had the hip replacement she 
was out and about every single day.  When 
she was 80, I never phoned my mother 
before about 10 o’clock at night, she was 
never in, she was out in different places.  
And she had a very busy social life.  She 
bowled, she was Treasurer of the local 
Bowling Club, she was President of the 
[regional] Association Bowling Club and she 
really had a very very busy life.  She went 
from that to being in the house and I knew 
she needed to get out.  I saw the doctor, I 
spoke to the doctor.  She said “Well there 
weren’t any clubs or anything that she 
could get her into, she didn’t know of 
anything.”  I tried to get her into a day 
centre at [part of home town], there was a 
waiting list for that.  It took, well a couple 
of years before she actually got a day place 
there.  I kept on trying, I phoned, 
sometimes I’d be on the phone for half a 
day from [Ina’s home town].  And I tried 
and tried and tried to get some more 
things. 
 
I then, over a period of time we noticed 
that she was repeating herself a lot.  And 
the same things would be coming out and 
she would stand at the window and say 
“Oh that yellow shrub’s lovely, have you 
seen that yellow shrub, isn’t it bonny?”  
And then ten minutes she would say the 
same thing and she was repeating and 
repeating.  She wasn’t really, she would 
converse but she was going back.  And she 
lay and slept on the settee, ate cream 
cakes, biscuits and sweeties.  Couldn’t be 
bothered to cook.  I would come in and 
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she came out of there having one from 
about I would say 12½ stone to 9 in a very 
short space of time.  She came home and 
didn’t really walk very much.  And that was 
the start of her going back because then 
she, well she’d been terribly ill and didn’t 
have very much stamina.   
I had taken her back with me in the 
October after the stroke but I was working.  
The doctor in [the home town] suggested 
that I took her back and then I thought 
“Hold on I’ve got a mother here who’s had 
a stroke, I’m out at work.  I’ve got no 
services for her, I can’t leave her at home 
all day.”  And I had to fight to get anything 
done. 
 
 
 
 
 
 
When she was 80, I never phoned my 
mother before about 10 o’clock at night, 
she was never in, she was out in different 
places.  And she had a very busy social life.  
She bowled, she was Treasurer of the local 
Bowling Club, she was President of the 
[regional] Association Bowling Club and she 
really had a very very busy life.  She went 
from that to being in the house and I knew 
she needed to get out.   
 
 
 
 
I tried to get her into a day centre at [part 
of home town], there was a waiting list for 
that.  It took, well a couple of years before 
she actually got a day place there.  I kept 
on trying, I phoned, sometimes I’d be on 
the phone for half a day from [Ina’s home 
town].  And I tried and tried and tried to 
get some more things. 
 
 
over a period of time we noticed that she 
was repeating herself a lot.  And the same 
things would be coming out and she would 
stand at the window and say “Oh that 
yellow shrub’s lovely, have you seen that 
yellow shrub, isn’t it bonny?”  And then ten 
minutes she would say the same thing and 
she was repeating and repeating.  She 
wasn’t really, she would converse but she 
was going back.  And she lay and slept on 
the settee, ate cream cakes, biscuits and 
sweeties.  Couldn’t be bothered to cook. 
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there’d be the most awful smell and she 
would’ve put chicken in the oven, 
forgotten about it and left it there for a 
couple of days and it would’ve gone off. 
 
And there was food in the fridge I was just 
having to throw it out.  That was getting 
much much worse in the fact that I would 
come and the fridge would be filled with 
enough food for a family.  And I was having 
to throw it out twice a week when I came.  
I, we got carers in after she was really ill 
and we managed to get that sorted and 
carers came in morning and evening just to 
check her over.  Cream her legs because 
the doctor at the hospital had said “If she 
didn’t have her legs creamed on a regular 
basis the skin was so thin it was going to 
ulcerate and she wanted preventative 
rather than curative measures.”  So that 
was the initial reason why the carers 
started to come in, to cream her legs 
morning and night. 
 
Then she’d had one cataract operation, she 
had a second one and she kept having tear 
duct infection.  And I used to have to whip 
her into the eye pavilion to see about this.  
I kept asking what could be done and I was 
told that my mother had to have a social 
worker before anything could be done.  
She was on the list for a social worker and 
she was on the list, and on the list and on 
the list, nothing was ever done.  And I 
phoned and I kept phoning.  I went to see 
the doctor I said “Look I’m worried about 
my mum, memory’s not good.”  “Don’t 
worry we’ll do a test.”  They did a test and 
she passed that no problem, I took her 
back at a later date and they did the test 
again and I knew her memory was getting 
very bad but it just wasn’t, you know 
nothing was being done. 
 
They used to come in and she had this 
problem with her eye.  By this stage I had 
spoken to social services and they were 
coming in.  Her eye was … several times I 
had to take her and this particular time I 
took her into the eye pavilion and her eye 
was really swollen.  She’d had to have 
antibiotics the previous summer, I’m sorry I 
can’t give you the dates.  And she was so ill 
that I didn’t think she was going to pull 
through, you know she was terribly ill until 
the antibiotics took hold.  Well this was, I 
would say the following year I took her in 
and it was swollen again.  The doctor who 
saw her said that I had to squeeze the puss 
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we got carers in after she was really ill and 
we managed to get that sorted and carers 
came in morning and evening just to check 
her over.  Cream her legs because the 
doctor at the hospital had said “If she 
didn’t have her legs creamed on a regular 
basis the skin was so thin it was going to 
ulcerate and she wanted preventative 
rather than curative measures.”  So that 
was the initial reason why the carers 
started to come in, to cream her legs 
morning and night. 
 
 
 
 
 
 
 
 
She was on the list for a social worker and 
she was on the list, and on the list and on 
the list, nothing was ever done.  And I 
phoned and I kept phoning.  I went to see 
the doctor I said “Look I’m worried about 
my mum, memory’s not good.”  “Don’t 
worry we’ll do a test.”  They did a test and 
she passed that no problem, I took her 
back at a later date and they did the test 
again and I knew her memory was getting 
very bad but it just wasn’t, you know 
nothing was being done. 
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out every morning and every night and 
clear it.  And I said “I can’t do that, I don’t 
live locally.”  And he said “Well just get her 
neighbours to do it.”  And I thought “No I 
can’t do that because I don’t know what 
the infection is and I can’t ask neighbours 
to do that.”   
 
So I contacted the doctor, they put me in 
touch with the health visitors and they 
came in night and morning to dress it and 
the health visitors were very nice.  And I 
explained to them the situation that she 
was on the list for a social worker.  And 
one of the health visitors phoned me up 
and she said and I had written all, I’d kept 
writing because my daughter said “If you 
don’t put it in writing mum nothing will be 
done and keep a record.”  And 
unfortunately I shredded all of it last year 
because I thought “Oh I don’t need this 
anymore.”  Otherwise I could’ve given you 
copies.  I had been writing to a particular 
lady at [local authority department] and 
keeping her updated about my mother.  
And I wrote to her about this situation and 
said that the Health Visitors were involved, 
I said the Health Visitors.  Had a phone call 
from one of the Health Visitors who said, 
no District Nurse it was sorry not Health 
Visitor and she said “Your mother isn’t on 
the list for a social worker.”  And I think to 
massage the figures she’d been taken off 
but I hadn’t been informed and she was no 
longer on the list. 
 
And I wrote to [local authority department] 
and I cc’d a copy to the Head of Service in 
[the local town] who eventually wrote to 
me and said that “Yes he had looked into 
the situation.”  And I got some platitudes 
and that was it.  And she still doesn’t have 
a social worker and I don’t think she ever 
will have.  But everything that I asked, you 
know are there any clubs that she can join, 
is there anything we can do to stimulate 
her?  Because she’s lying on the settee, 
she’s doing nothing all day, there’s no 
stimulation and she’s going back.  Her 
memory’s failing but she’s bored to tears, I 
cannot be here every day because then I 
was working full time.  And I used to come 
on a Wednesday evening quite often, I 
came sometimes Saturday, sometimes 
Sunday but I couldn’t be there all the time.  
And I was frantically trying to get 
something for her to go to and all I hit was 
a brick wall.  I phoned and phoned and 
phoned and can’t do anything about the 
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social worker, how do I get a social worker 
for her.  You’ve got to go on the list, there’s 
a long list and I just got nowhere.  And then 
eventually I just got so fed up I phoned [the 
local authority department] and I said “I 
want to speak to someone face to face.  I 
don’t want to spend an hour on the phone 
going through the same story, I want to 
speak to someone.” 
 
So I had an interview with a gentleman 
who said, I said “I’m sure my mother’s…”  I 
said “Her memory’s just not as good as it 
used to be.”  He said “Well does she have 
dementia?  Has she been tested?”  I said 
“Yes she’s been tested by the doctor 
twice.”  “Has she been tested by the Care 
for the Elderly Team?”  I said “Well what’s 
that?”  He said “Well there’s a Care for the 
Elderly Team in your mother’s Health 
Centre.”  But I didn’t know anything about 
it.  So I had to go and see her doctor, her 
doctor said “Well I don’t think she needs to 
be referred to the Care to the Elderly Team 
but I’ll do it if you insist.”  I said “Well I 
would like her to be tested.”  So Doctor, I 
think it was [doctor’s name] or something, 
came out.  He assessed her, I think it’ll be is 
it two years past November, it might even 
be three years past November … time flies.  
I think it would be three years past 
November now actually and he assessed 
her and he and my husband had a great 
chuckle because he said “How old’s your 
daughter?”  She said “42.”  He said 
afterwards he had a good look at her, she 
was definitely not 42.  But he said “Oh I 
think everything’s alright.”  And then I was 
out in the February and came home and 
my husband said “I’ve had the Alzheimer’s 
nurse on the phone.”  I said “What for?”  
He said “She wants to speak to you.”   
 
So she told me that mum had been 
diagnosed with dementia which was like a 
body blow.  Because I had hidden my head 
in the sand, didn’t want to accept it.  And 
when the doctor had said “No no it 
definitely isn’t.”  I was quite relieved.  And 
then of course when I told it was, you 
know it was, even though I’d seen it and I’d 
watched it happening and I knew things 
weren’t right, I still didn’t want to accept it 
but I had to.  So that was, I found that very 
very hard.  But as soon as she was 
diagnosed all the doors opened, which was 
wonderful, it was absolutely fantastic.  
Because we’d seen this deterioration, my 
husband had noticed it, the family had 
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noticed it when they’d seen her and I’m an 
only one so it all fell on to me, you’ve got 
to do something about it.  But I was trying 
and frantically trying and just not getting 
anywhere. 
 
Well once she was diagnosed then they got 
her into a club on a Tuesday at [name of 
location].  She goes on a Wednesday to [a 
day centre], Thursday she’s always gone to 
have her hair done.  Friday … it took a 
while before it got into place but we now 
pay for someone to come and take her out 
for two hours on a Friday, which we felt 
was good because it wasn’t family, it’s 
someone else so she has to try and hold a 
conversation.  And then since a year past 
Christmas she got the opportunity to go on 
a Sunday to an Alzheimer’s Club again at 
[the local town].  And they pick her up I 
think at about quarter to twelve and bring 
her back about half four/five.  And we 
always used to come on a Sunday so now 
we come on a Saturday but I think the 
main thing I’m trying to say is we knew 
things were happening, I knew she was 
lying through there after having been an 
incredibly active, outgoing busy, busy 
person, out every single day doing things 
to lying on the settee seven days a week 
unless I came to take her out.  She would 
go down to have a hair done.  And then she 
did drive but we were very concerned 
about her driving because she couldn’t 
turn her head to look either way and she 
used to go down to [local supermarket] 
passed that [a landmark].   
 
She did go when it was quiet but even 
although and we were very concerned and 
then one day she came back and she 
literally wrote her car off by driving it into 
the next door neighbour’s wall.  How she 
did it I don’t know and my husband and I 
said “We’re not letting you, we’re not 
buying you another car, that’s it.”  Because 
my daughter had given her that one, we’re 
not buying you another car.  And she 
wasn’t happy about that.  And then of 
course because she couldn’t, because she 
wasn’t very mobile and she hadn’t really 
done enough walking and everything else 
after the hip replacement, she wasn’t 
getting out at all.  Where she used to rely 
on the car to get her out well when she lost 
the car that was it.  And she really I didn’t 
think was safe to drive.  After she’d written 
the car off it must have been, I don’t know 
when it was but the thing came through 

1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
11 
12 
13 
14 
15 
16 
17 
18 
19 
20 
21 
22 
23 
24 
25 
26 
27 
28 
29 
30 
31 
32 
33 
34 
35 
36 
37 
38 
39 
40 
41 
42 
43 
44 
45 
46 
47 
48 
49 
50 
51 
52 
53 
54 
55 
56 
57 
58 
59 

 
 
 
 
 
 
Well once she was diagnosed then they got 
her into a club on a Tuesday at [name of 
location].  She goes on a Wednesday to [a 
day centre], Thursday she’s always gone to 
have her hair done.  Friday … it took a 
while before it got into place but we now 
pay for someone to come and take her out 
for two hours on a Friday, which we felt 
was good because it wasn’t family, it’s 
someone else so she has to try and hold a 
conversation.  And then since a year past 
Christmas she got the opportunity to go on 
a Sunday to an Alzheimer’s Club again at 
[the local town].   
 
 
 
[…] the main thing I’m trying to say is we 
knew things were happening, I knew she 
was lying through there after having been 
an incredibly active, outgoing busy, busy 
person, out every single day doing things 
to lying on the settee seven days a week 
unless I came to take her out.   
 
 
 
 
 
 
 
 
 
 
one day she came back and she literally 
wrote her car off by driving it into the next 
door neighbour’s wall.  How she did it I 
don’t know and my husband and I said 
“We’re not letting you, we’re not buying 
you another car, that’s it.”  Because my 
daughter had given her that one, we’re not 
buying you another car.  And she wasn’t 
happy about that.  And then of course 
because she couldn’t, because she wasn’t 
very mobile and she hadn’t really done 
enough walking and everything else after 
the hip replacement, she wasn’t getting 
out at all. 
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from the DVLA and I used to fill all the 
forms in, so I filled everything in.  And was 
very forceful about the fact, the different 
tablets she took and the fact that she had 
had TIAs and one thing and another and lo 
and behold they sent her back a new 
driving licence.  And my husband said 
“Don’t be angry.”  I said “Well angry or not 
she hasn’t got a car so she can’t use it.” 
 
And then she bought one of these mobility 
scooters and she wouldn’t walk because 
she moved around in the mobility scooter 
and she went everywhere in that.  And 
quite enjoyed it but I don’t know what 
happened but the, a couple of years ago 
now I came one day and she was using the 
tripod walker.  I said “Oh what’s wrong 
with your scooter.”  Because we’d tried to 
get her to go out with that and she 
wouldn’t, she’d just use the scooter which 
she keeps in the garage.  And she said “Oh 
well…”  She said “If I don’t use my legs you 
know I’ll lose the use of them.”  Which we 
had kept saying to her and we think what 
must have happened was something must 
have happened, she’s crossed the road and 
gone in front of a car or she’s hit someone 
or something’s happened.  And she’s got 
an awful fright and she’s just never used it 
again but I think that’s been good because 
she’s much more mobile now. 
 
I: Right. 
R: But all the social, regularly you 
know when I would say something it would 
be “Oh she’s got very good neighbours, 
she’s got very good neighbours.”  And then 
over a year ago her next door neighbour on 
that side who was fantastic, used to come 
in and see her every single day and used to 
chat outside, she fell and broke her hip.  So 
there was nothing she could do to help.  
And the neighbours on the other side again 
are very good but you can’t always rely on 
neighbours and it’s not fair to put the onus 
of my mother on them.  She doesn’t want 
to move out of here, I don’t want her to 
move because she’s been in this house for 
56 years now.  And she loves the garden 
although she can’t do it and it would break 
her heart if she had to go and she doesn’t 
think there’s anything wrong with her 
memory, you know so I don’t want her to 
know that there is because I think, well 
how do you seem you know about memory 
and she says “My memory’s fine.”  And she 
gets rattled.   
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scooters and she wouldn’t walk because 
she moved around in the mobility scooter 
and she went everywhere in that.  And 
quite enjoyed it but I don’t know what 
happened but the, a couple of years ago 
now I came one day and she was using the 
tripod walker.  I said “Oh what’s wrong 
with your scooter.”  Because we’d tried to 
get her to go out with that and she 
wouldn’t, she’d just use the scooter which 
she keeps in the garage.  And she said “Oh 
well…”  She said “If I don’t use my legs you 
know I’ll lose the use of them.”  Which we 
had kept saying to her and we think what 
must have happened was something must 
have happened, she’s crossed the road and 
gone in front of a car or she’s hit someone 
or something’s happened.  And she’s got 
an awful fright and she’s just never used it 
again but I think that’s been good because 
she’s much more mobile now. 
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wrong with her memory, you know so I 
don’t want her to know that there is 
because I think, well how do you seem you 
know about memory and she says “My 
memory’s fine.”  And she gets rattled. 
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The only complaint I’ve got about the 
services that come in or one of the main 
complaints is the fact that there’s no 
continuity.  There’s no continuity of time if 
you checked the list sometimes people are 
coming in at 7:15 in the morning, 
sometimes they’re coming in at 8 o’clock 
anywhere up to 9:30.  They are supposed 
to encourage her and try and get her to 
have a shower every morning because she 
won’t admit she’s incontinent but if you 
have a look there, that’s all pants.  She 
needs to shower daily not wash but 
shower.  Because when she’s over with us 
she’s incredibly smelly so much so that I 
gag, it’s so bad.  And she needs to shower 
on a daily basis and she won’t. 
 
Now I looked because her meds were left 
two Saturdays running instead of taking 
them in the morning they’re supposed to 
get her to take them in the morning, the 
person had left them out and I was 
checking about that.  And I was looking … 
refused to shower, refused to shower, 
refused to shower, won’t shower, say she’s 
had a wash way way back.  So I phoned up 
and said but the thing is if they’re coming 
in at 7:15 and they’re coming in at 9:30 
there’s a big discrepancy in time.  If the 
same person was coming in or the same 
group of people were coming in they set 
up a repartee and the lady who was here 
when you came she said, she said well I 
used to say to her “Look [Ingrid] I can’t 
leave her until you’ve had your shower, it’s 
part of my job to make sure that you have 
it.  Now I can’t leave ‘til you’ve had it so 
come on we’ll get you in.”  And there are 
ways around it but if it’s the same person 
every time she accepts it.  Because at 
home I say “Right mum come on you’re 
going to have a shower.”  And I used to 
have a real fight but now she just does it, 
you know but it’s, I don’t have any 
objection to any of the people who come 
in because they are all wonderful, they’re 
all incredibly nice, they’re all very, very 
nice to mum.  And they’re lovely, they’re 
great. 
 
They were I think a lifeline because coming 
in twice a day to see her it was contact 
with the outside world.  And it was 
wonderful when, I knew her memory was 
going you know but I couldn’t get her out.  
At least they were people coming in and 
they, they’re full of life, they’re very 
pleasant, they’re cheer-, you know they’re 
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The only complaint I’ve got about the 
services that come in or one of the main 
complaints is the fact that there’s no 
continuity.  There’s no continuity of time if 
you checked the list sometimes people are 
coming in at 7:15 in the morning, 
sometimes they’re coming in at 8 o’clock 
anywhere up to 9:30. 
 
 
 
 
 
 
 
she needs to shower on a daily basis and 
she won’t. 
 
 
 
 
 
 
 
 
 
So I phoned up and said but the thing is if 
they’re coming in at 7:15 and they’re 
coming in at 9:30 there’s a big discrepancy 
in time.  If the same person was coming in 
or the same group of people were coming 
in they set up a repartee and the lady who 
was here when you came she said, she said 
well I used to say to her “Look [Ingrid] I 
can’t leave her until you’ve had your 
shower, it’s part of my job to make sure 
that you have it.  Now I can’t leave ‘til 
you’ve had it so come on we’ll get you in.”  
And there are ways around it but if it’s the 
same person every time she accepts it. 
 
 
 
 
 
 
 
 
 
 
 
They were I think a lifeline because coming 
in twice a day to see her it was contact 
with the outside world.  And it was 
wonderful when, I knew her memory was 
going you know but I couldn’t get her out.  
At least they were people coming in and 
they, they’re full of life, they’re very 
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very cheerful that I’ve no objection to any 
of them as they stand.  It’s just the fact 
there isn’t a continuity of service and I 
think as well with someone they get used 
to a regular system.  When she comes over 
to stay with us she won’t get up at the 
same time because it’s the only time she’ll 
have a long lie.  Sometimes I’m waking her 
up at 11 o’clock and then she’ll have 
something to eat, she’ll sit for a while and 
then she’ll lie down on the settee go to 
sleep and then she’ll trot off to bed.  On 
Christmas Day she went to sleep at about 
half past three, my son and daughter in law 
disturbed her taking the little one in to 
sleep in the cot, she went to bed, she 
didn’t get up again ‘til 10 o’clock at night. 
 
But there’s nowhere, when she’s at home 
there is a continuity people and they tend 
to come in a similar time for lunch and 
they’re not bad in the afternoon but it 
seems to be this morning one.  And even if 
it could just be the same person in the 
morning to make sure she was showered, 
you know or not…  And as I say I know it 
can’t always be the same one because 
they’ve got different shifts and everything 
else but if they could have a continuity of 
people rather than ever so many different 
ones and some of them I mean there was 
one who I did actually have to complain, I 
don’t like to do it but I did actually have to 
complain and when I did they knew who it 
was and she was removed from mum.  
Because she wasn’t doing anything and she 
was saying she was in for three quarters of 
an hour and she was in for about ten 
minutes.  But that was, the lady next door 
had noticed and alerted me too. 
 
[…] 
 
I: Could you tell me more about 
this, in what way they’ve [Alzheimer’s 
Society] been helpful and useful? 
R: Well they’ve offered her 
different places at different things.  They, I 
pay for, through the region by direct debit 
but they’re the ones who come out to take 
her out on a Friday.  Now my husband said 
“That’s really expensive.”  And I said “Yeah 
it is expen-…”  Well it’s not really.  I said 
“Yeah it’s quite a bit of money.”  But on the 
other hand it means that I know on a 
Friday she’s meeting someone else, she’s 
going out, it’s giving her a change of 
scenery and I don’t have to come over on a 
Friday to take her out, you know and it 
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pleasant, they’re cheer-, you know they’re 
very cheerful 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
when she’s at home there is a continuity 
people and they tend to come in a similar 
time for lunch and they’re not bad in the 
afternoon but it seems to be this morning 
one.  And even if it could just be the same 
person in the morning to make sure she 
was showered, you know or not…   
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means that it’s another day that she’s got 
something to do. 
 
They’ve offered her this place on a Sunday 
as well, which initially she didn’t like.  
Because she was a beautiful pianist and 
she used to play the piano for lots of 
different people.  She used to have a 
concert party with the rural, she was 
President of the rural and she used to, you 
know she went down to this before 
Christmas and I said “What did you do?”  
She said “Just sat around and sang carols 
from the hymn sheet.”  I said “Well…”  “No 
piano.”  And was really upset about this.  
And I said “Well you should’ve offered to 
play for them.”  But they have, if I need to 
phone them about anything, if I’ve got a 
problem they will try and help but my 
worry is I know she’s going back.   
 
She’s nowhere near as communicative as 
she used to be, she’s speaking in 
monosyllables, her speech is very bad 
because she won’t wear her false teeth.  
I’ve had her backwards and forwards to the 
dentist, she won’t put the bottom teeth in, 
she says they hurt.  And because of that 
she slurs her speech and I think because of 
that she’s not speaking very much now.  
And she’s not really communicating and 
she’s not, she’s not communicating with 
us, she’s sleeping a lot more and I’m 
worried about what’s going to happen next 
and I just don’t know.  And they have, the 
Alzheimer’s Society have said that the 
services can be increased and everything 
else because if they can keep her in her 
familiar surroundings here and when she’s 
here she potters about, she’ll make a cup 
of tea, she’ll do things.  She’ll go out into 
the garden, when she’s in our house she 
just sits and she’s got no routine.  She 
sleeps, she won’t make a cup of tea, she 
won’t do anything, she just seems to 
switch off completely when she’s at our 
house where here she just, she does potter 
about and she will go out sometimes, out 
to the shop and get some milk.   
 
She used last summer go out and sit on the 
[name of the street] in the summer, on the 
bench and just watch people going past.  
Which is good.  Where we are it’s very hilly 
where we’ve got a steep drive to the house 
and then it’s a steep hill out on to the main 
road and she can’t do it.  And she’d just be 
a prisoner where, you know…  Where here 
she’s flat to walk around to the [name of 
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another day that she’s got something to 
do. 
 
They’ve offered her this place on a Sunday 
as well, which initially she didn’t like.  
Because she was a beautiful pianist and 
she used to play the piano for lots of 
different people.  She used to have a 
concert party with the rural, she was 
President of the rural and she used to, you 
know she went down to this before 
Christmas and I said “What did you do?”  
She said “Just sat around and sang carols 
from the hymn sheet.”  I said “Well…”  “No 
piano.”  And was really upset about this.  
And I said “Well you should’ve offered to 
play for them.” 
 
 
 
 
She’s nowhere near as communicative as 
she used to be, she’s speaking in 
monosyllables, her speech is very bad 
because she won’t wear her false teeth.  
I’ve had her backwards and forwards to the 
dentist, she won’t put the bottom teeth in, 
she says they hurt.  And because of that 
she slurs her speech and I think because of 
that she’s not speaking very much now.  
And she’s not really communicating and 
she’s not, she’s not communicating with 
us, she’s sleeping a lot more and I’m 
worried about what’s going to happen next 
and I just don’t know 
 
 
 
when she’s here she potters about, she’ll 
make a cup of tea, she’ll do things.  She’ll 
go out into the garden, when she’s in our 
house she just sits and she’s got no 
routine.  She sleeps, she won’t make a cup 
of tea, she won’t do anything, she just 
seems to switch off completely when she’s 
at our house where here she just, she does 
potter about and she will go out 
sometimes, out to the shop and get some 
milk. 
 
She used last summer go out and sit on the 
[name of the street] in the summer, on the 
bench and just watch people going past.  
Which is good.  Where we are it’s very hilly 
where we’ve got a steep drive to the house 
and then it’s a steep hill out on to the main 
road and she can’t do it.  And she’d just be 
a prisoner where, you know…  Where here 
she’s flat to walk around to the [name of 
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the street] and to do some shopping, to go 
to the library where if she came and stayed 
with us I would have to take her 
everywhere, you know she wouldn’t be 
able to do anything on her own.  And in the 
house she wouldn’t do anything which I 
don’t think is good for her but I do worry 
about what’s coming next but I’m just, you 
know playing things by ear to see what 
happens. 
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FIELD NOTES: 

FM7_19-01-2012, 12:30 – 13:55; participant’s mother’s house 

I was welcomed by [Ina] on my arrival. We agreed to meet up at her mother’s house as [Ina] lives in 
[different part of Scotland] and this way I could see both mother and daughter on the same occasion. 
When I was organising the interview with [Ina] she advised that her mother may not be willing to 
engage in the interview and that she does not acknowledge her problems related to dementia. 

The interview with [Ina] took place after the interview with her mother, in the kitchen, at the 
kitchen table. The house was tidy and homely looking. I covered the information in the information 
sheet and [Ina] completed the consent form. We then started the interview. Demographic forms, 
both for [Ina] and her mother were completed after my interview with [Ina]. 

The lighting and temperature in the kitchen were comfortable. There were no disruptions during 
the interview. During the first approx. 20 minutes of the interview [Ingrid] was sitting next door, in 
the living room, on her sofa. The interview was disrupted once (after the first 20 mins), when the 
neighbour picked [Ingrid] up for her hairdresser appointment. The recording was paused for about 
10 minutes. 

[Ina] was very calm and composed almost throughout the interview. She became emotional towards 
the end when she spoke about how her mother used to be and the person she lost. She calmed down 
gradually. When she spoke about her loss I also became quite emotional, and I think because of 
that, after giving [Ina] the opportunity to talk about her feelings, I changed the subject. 

[Ina] came prepared for the interview in terms of the evaluation of the services. She had notes 
written down and was checking them as she spoke to ensure that she covered everything. 
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SYMPTOM’S EXPERIENCE

MOTIVATION FOR

PARTICIPATION

IDENTITY

Sense of meaning
Sense of competence

Sense of agency
Sense of connectedness

Sense of self

PARTICIPATION

(EXPERIENCE)

REFLECTION

(THOUGHTS

& FEELINGS)

CHOICE

OF

DOING

ONGOING

ADJUSTMENT

STRUGGLE

WITHDRAWAL

Attitudes Consistency

MAINTAINING

CONTINUITY

Adequacy of support

LOCAL

COMMUNITIES

FAMILY / 
IMPORTANT OTHERS

FORMAL

SERVICES

ADAPTIVE

CAPACITY: 
PWD

ADAPTIVE

CAPACITY: 
ENVIRONMENT

RECIPROCAL INTERACTIONS / MATCHING ADAPTIVE CAPACITY

HISTORY OF PARTICIPATION AND ADAPTATION
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 Focus on supporting every day, meaningful participation to enable PWD to exercise their existing 
cognitive, physical and mental capacity, in order to foster the adaptation through participation process. 

 Be mindful that adaptation does not depend solely upon intrinsic factors within a PWD. It reflects the 
adaptive capacity of the individual and their environment and the match between them. Therefore, in 
order to facilitate a positive adaptation: 

o Develop understanding of PWD sense of meaning, competence, agency, connectedness and self and 
factors that contribute towards these. 

o Develop understanding of the adaptive capacity within the environment. 

o Consider the appropriate level of support, social attitudes affecting a PWD and level of consistency 
within their environment. 

o Consider differences between a PWD and their important others in understanding and experiencing 
key aspects of the adaptation through participation process to facilitate the match between the 
adaptive capacity of a PWD and their environment. 

o Facilitate balance between the level of a PWD ability and their level of need to achieve optimal 
participation. 

 Work with other disciplines to meet the needs of a PWD, as required. 

 Educate the immediate family members, formal care providers and wider society about the potential for 
ongoing positive adaptation in dementia despite the loss of skills and advancing symptoms. 
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