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Abstract 

Lewy body dementia is a life-limiting condition with multiple, complex symptoms. As 

the condition progresses much of the caring and nursing duties fall to families. 

However, little is known about how people with Lewy body dementia and their families 

are affected by the condition. The overall aim of this thesis was to explore the 

experiences of people living with Lewy body dementia, and their family carers over 

time. An integrative systematic review of the literature was conducted. A convergent 

integrated design was applied to facilitate the synthesis of published research exploring 

the experiences of people living with Lewy body dementia and family carers. There 

was scarce qualitative evidence identified on the lived experience, with a predominant 

biomedical focus and cross-sectional designs. 

Methodology 

In order to gain unique insights into people’s experiences of living with Lewy body 

dementia a narrative methodology was chosen. A social constructionist approach 

influenced the research conducted, drawing from the psycho-social discipline and 

experience-centred narrative theory. The underpinning perspective was that 

knowledge and reality are socially produced, and humans’ understanding, and 

interpretations of their world occurs through stories. 

Method 

A longitudinal narrative study using three sequential interviews and life story work was 

completed to gain unique insights into five couples’ experiences of living with Lewy 

body dementia. Participants were recruited from memory clinics and the ‘Join Dementia 

Research’ database within the east of England. Narrative data were collected using 

dyadic narrative interviews with each couple over a six-month period (August 2019 – 

Februrary 2020). The analysis of the stories was conducted using Murray’s levels of 

narrative analysis in health psychology. Murray’s anaytical framework enabled stories 

to be analysed at the personal, interpersonal, positional, and societal level. 
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Findings 

The main finding from this study was that the overarching narrative of ‘social 

connectedness’ was found to be important, and this continued over time. In this study, 

social connectedness represents a stepwise description of how a person is actively 

involved with others and their surroundings, leading to a sense of comfort and 

wellbeing. Seven stages of social connectedness were identified: maintaining social 

connections, developing new connections together, social disconnection, support from 

adult children, marital disconnection, connecting to health and social care, and 

emotionally separated but living together. Lack of social connectedness leads to social 

disconnection. Repeated losses over time resulted in difficulty in maintaining social 

connections giving rise to a reduced sense of agency. Loss of continence, energy, and 

independence, together with difficulty managing medications, significantly impacted on 

couples’ quality of life and ability to remain connected through all stages.  

Conclusion 

Maintaining a social life and support network was important for both people living with 

Lewy body dementia and family carers. The findings contribute to the methodological 

literature that gives voice to those living with dementia over time. They highlight how 

physical and personality changes, communication challenges, and behavioural 

difficulties, undermine established social connections. The stepwise diagrammatic 

representation of social connectedness provides guidance for more targeted 

healthcare interventions and management of Lewy body dementia.  
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Chapter 1: Background 

 

The overall aim of this research study is to explore the experience of everyday life of 

people living with Lewy body dementia and their family carers. Dementia is a syndrome 

which causes deterioration in memory, thinking, and behaviour. The condition can 

affect people’s ability to perform daily living activities and is a leading cause of disability 

and dependence (WHO, 2021). Dementia is said to affect around 55 million people 

worldwide, with an estimated increase to 150 million cases in 2050 (Nichols et al., 

2022). The term dementia is referred to as a ‘major neurocognitive disorder’ in the 

revised Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and 

encompasses a range of conditions (American Psychiatric Association, 2013). 

Alzheimer’s disease is considered the most common form of dementia, affecting 60 – 

70% of people with dementia. Other common types are vascular dementia, fronto-

temporal dementia, and Lewy body dementia (WHO, 2021).  

Lewy body dementia is an umbrella term that includes both Parkinson’s disease 

dementia and dementia with Lewy bodies. Pathology studies report it to be the second 

most common cause of neurodegenerative dementia after Alzheimer’s disease (Barker 

et al., 2002). Epidemiological and neuropathological studies estimate dementia with 

Lewy bodies to account for 7.5% of all people with a dementia diagnosis (Vann Jones 

and O’Brien, 2014), with the prevalence of Parkinson’s disease dementia said to be 

between 24 – 31% for those with Parkinson’s disease (Aarsland et al., 2005). Clinical 

numbers are often reported to be lower than pathological studies as people with Lewy 

body dementia are often under- or misdiagnosed (Surendranathan et al., 2020). This 

is likely to have a negative effect on their experiences of healthcare, and limit their 

support options (Kane et al., 2018). Dementia with Lewy bodies and Parkinson’s 

disease dementia share many clinical and neuropathological similarities, and are 

considered subtypes of the Lewy body disease spectrum (Jellinger and Korczyn, 
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2018). However, the difference for diagnostic purposes is related to the timing of the 

major symptoms. Parkinson’s disease dementia is classified as a dementia that 

develops at least one year after the onset of motor symptoms. If cognitive symptoms 

develop initially or at the same time as the motor symptoms this is considered to be 

dementia with Lewy bodies (McKeith et al., 2017).  

People with Lewy body dementia often live with an array of symptoms such as cognitive 

fluctuations, visual hallucinations, falls, and motor features of Parkinsonism. Other 

prominent features include disability, recurrent behavioural and emotional problems, 

rapid eye movement (REM) sleep behaviour disorder, and autonomic dysfunction 

(Dubois et al., 2007; McKeith et al., 2017). In addition to the complex overlapping 

symptoms it is said that Lewy body dementia may be associated with differing 

prognoses and shorter life-expectancy compared to other forms of dementia (Mueller 

et al., 2017). These apparent differences to other forms of dementia highlight the 

importance of considering wider clinical, care, and social perspectives for people living 

with Lewy body dementia.  

1.1 The medical history of Lewy body dementia  

In 1817 James Parkinson first described ‘paralysis agitans’ (now referred to as 

idiopathic Parkinson’s disease) in his classic text, An Essay on the Shaking Palsy. 

Parkinson described the condition as an ‘Involuntary tremulous motion, with lessened 

muscular power, in parts not in action and even when supported; with a propensity to 

bend the trunk forwards, and to pass from walking to a running pace: the senses and 

intellects being uninjured’ (Parkinson, 1817 p.1). It was over 60 years later that 

cognitive impairment and dementia was recognised as part of Parkinson’s disease by 

the French neurologist Jean-Martin Charcot. Eventually, in 2007 the Movement 

Disorder Society developed a task force to define and develop diagnostic guidelines 

for Parkinson’s disease dementia (Dubois et al., 2007; Goetz et al., 2009). 
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In 1912, the neurologist Friedrich Lewy first described aggregates in the cytoplasm of 

neurones of the substantia nigra of the brain of people with Parkinson’s disease at 

autopsy. Named ‘Lewy bodies’ these are now regarded as the histological hallmark 

found in Parkinson’s conditions (Rodrigues e Silva et al., 2010). It was not until the 

1970s that researchers started to note widespread cortical Lewy bodies in patients with 

progressive dementia and concomitant Parkinsonian features at autopsy. Findings 

were eventually consolidated with the 1995 first consensus report on dementia with 

Lewy bodies (McKeith et al., 1996). The report outlined that these patients should be 

considered to have a separate disease from both Alzheimer’s disease and Parkinson’s 

disease. The consensus report has been subsequently updated with the most recent 

being in 2017 (McKeith et al., 2017). 

There has been some difficulty and controversy around the separation of dementia with 

Lewy bodies from Parkinson’s disease dementia. Many people with Parkinson’s 

disease develop cognitive changes and dementia as the disease progresses, and 

many of the pathological features may overlap (Outeiro et al., 2019). In addition, the 

discovery in the 1990s that the main component of Lewy bodies is the protein alpha-

synuclein means that dementia with Lewy bodies may also be considered within a 

spectrum of disorders. The Parkinson’s plus syndromes, which include multiple system 

atrophy, progressive supranuclear palsy, and corticobasal degeneration, are 

considered to have some pathological overlap. Currently there are no disease-

modifying therapies for any of these disorders (Olfati et al., 2019). This highlights the 

difficulties in clinically diagnosing and treating theses conditions and differentiating the 

conditions for research purposes. 

The pathological similarities between dementia with Lewy bodies and Parkinson’s 

disease dementia are acknowledged, but difficulties differentiating clinically have 

resulted in the umbrella term Lewy body dementia to encompass both subgroups 
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(Galvin et al., 2010a). I will therefore refer to Lewy body dementia within this PhD 

thesis, although differentiation between the two subgroups may be required at times, 

such as within the literature review. 

1.2 Lewy body dementia: a life-limiting illness 

Compared to Alzheimer’s dementia, it is said people with Lewy body dementia have 

shorter survival time (Liang et al., 2021; Mueller et al., 2019; Price et al., 2017). The 

differences in time from diagnosis to death varies, but is reported as an average of 6.9 

years for people with a diagnosis of Alzheimer’s compared to 4.4 years for Lewy body 

dementia (Oesterhus et al., 2014). In addition there is increased disease burden, 

complex symptom management, and higher health care cost across the Lewy body 

dementia trajectory compared to other forms of dementia (Mueller et al., 2018). The 

difference in the disease progression between Alzheimer’s disease and Lewy body 

dementia may be partially explained by a greater likelihood of falls, injuries, and 

hospitalisation, with the presence of severe autonomic symptoms in those with Lewy 

body dementia (Stubendorff et al., 2012). It is also considered that a combination of 

Alzheimer’s and Lewy body pathology may be a factor in accelerated decline (Outeiro 

et al., 2019). Accelerated cognitive decline, more comorbid conditions and having 

complex symptoms can lead to poor quality of life (Lee et al., 2018). With no specific 

disease-modification therapies, the focus is supporting the complex combination of 

cognitive, motor, autonomic, and psychiatric symptoms encountered. However, 

treatment of one symptom can exacerbate another which makes clinical management 

difficult (Taylor et al., 2020). This requires a careful, negotiated balance of symptom 

management with the quality-of-life priorities of the person living with Lewy body 

dementia and their family carers. This, together with a lack of knowledge by clinicians 

about disease trajectory and prognosis, can make it difficult to instigate support, long-

term management, and care at end of life (Armstrong et al., 2019a).  
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As healthcare costs continue to rise and availability of community services decrease, 

families are often called upon to manage and coordinate many aspects of dementia 

care including physical, social, and medical needs (WHO, 2021). This poses many 

challenges for people with Lewy body dementia and family members providing for their 

care. Family make substantial contributions to the support of people with dementia, 

which comes at a considerable financial cost (Wittenberg et al., 2019). There is also 

the physical, emotional and social impact on family caregivers which can affect their 

own psychological well-being (Park et al., 2019). It is therefore important to consider if 

people with Lewy body dementia and their families may be better supported by a 

palliative care approach. However, how a palliative care approach may be applied to 

Lewy body dementia is yet to be explored. 

1.3 Palliative care and dementia 

Within the UK, palliative care services developed from within the hospice movement in 

the 1980s. The emphasis on cessation of curative treatment for cancer, and 

‘diagnosing dying’, was key to the original palliative care transition and service design. 

Nonetheless, since then an array of complex models have developed within the 

delivery of palliative care services. Palliative care can be seen as an approach to care, 

a system of care, and a way of delivering services (Jerant et al., 2004). To enable 

palliative care delivery, all health and social care professionals should have core 

palliative care knowledge (generalist palliative care). Specialists usually work in 

separate units and have additional training to manage complex and difficult cases 

(specialist palliative care services). Terminology may be confusing when the term end- 

of-life-care, which is considered to be the last year of life (DOH, 2018), is interchanged 

with palliative care (Gove et al., 2017a). The term supportive care is also used with a 

variety of definitions and meanings in the context of palliative care (Berman et al., 

2020). This has resulted in misperceptions and confusion for patients, members of the 
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public, and healthcare professionals (Enguidanos et al., 2022; McIlfatrick et al., 2014; 

Ryan et al., 2020). Therefore it can be challenging to define what palliative care needs 

are, or may look like to those with non-malignant illness such as dementia (van der 

Steen et al., 2017).  

Improving palliative care for people with dementia has been identified as an 

international priority (Kluger et al., 2017). Scientific advancement has resulted in an 

ageing population. Living longer into older age has resulted in people living, and dying 

with multiple long-term conditions, such as dementia. Deaths due to dementia have 

more than doubled between 2000 and 2019, with an estimated 1.62 million deaths 

globally due to dementia in 2019 (GBD 2019 Collaborators et al., 2021). It is said to be 

the seventh leading cause of death worldwide in all ages, and fourth among individuals 

aged 70 and older (GBD 2019 Collaborators et al., 2021). Research within dementia 

has improved knowledge of the underlying pathology of dementia, which has resulted 

in disease-modifying therapies becoming more widely used (NICE, 2018). However, 

there have been relatively few new drug advancements, and it is not known when, or 

if, a cure may be discovered. Multiple complex symptoms and a progressive course of 

functional decline has resulted in a reframing of dementia as a ‘life-limiting’ illness 

within the context of palliative care (Fox et al., 2018). 

Recent UK government policy and guidelines suggest that health and social care 

professionals should adopt a 'palliative care' approach from the time of diagnosis for 

conditions such as Lewy body dementia. It is recognised that planning, intervention, 

and support earlier on are essential for people living with dementia (Middleton-Green 

et al., 2017). It is even suggested ‘From diagnosis, [healthcare professionals should] 

offer people living with dementia flexible, needs-based palliative care that takes into 

account how unpredictable dementia progression can be’ (NICE, 2018 p.30). 
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However, palliative care policy, research, and funding in dementia has mainly focused 

on the end stages of life (Mataqi and Aslanpour, 2020). This may be because dementia 

has an unpredictable, multifactorial form of progression which is based on a ‘slow 

dwindling’ with acute episodes followed by some recovery (Murray et al., 2005). The 

traditional focus is on functional change and deterioration, though this is quite variable 

amongst different types of illness trajectory (Lunney, 2003). This proves challenging 

for a traditional palliative care approach. Attempts to stage dementia often focus on the 

progression of memory loss and decline in function. Scales such as the Functional 

Assessment Staging Tool (FAST) examine in more depth the overarching stages of 

mild, moderate, and advanced stages of dementia (Sclan and Reisberg, 1992). In 

contrast to the ‘slow dwindling’ end stage of Alzheimer’s Disease, people with Lewy 

body dementia often experience acute episodes of ill health followed by recovery 

(Alzheimer’s Australia, 2012). Viewed clinically it seems that those with Lewy body 

dementia are likely to have episodes more in keeping with pattern of long-term 

neurological conditions. Indeed, early work on Parkinson’s disease progression 

identified four stages: diagnosis; maintenance; complex; and palliative. Within this 

model the palliative stage was considered to last around 2.2 years (MacMahon et al., 

1999). This stage is characterised by a reduced response to dopaminergic therapy, 

increased visual hallucinations, falls, and cognitive impairment. However, over the past 

decades the palliative phase for those with Parkinson’s disease is considered to have 

extended mainly due to advances in Parkinson’s therapies, with the recognition that 

palliative care approaches should be considered earlier in the disease trajectory 

(Senderovich and Jimenez Lopez, 2021). 

Whilst a palliative care approach is considered appropriate for people with dementia 

and Parkinson’s, few people living with the condition, or their families, have access to 

such care (van der Steen et al., 2019). However, the foundation of palliative care is 

one of holistic attention to physical, psychosocial, and spiritual needs. Palliative care 
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aims to achieve the ‘best quality of life of patients and their families’ facing any life-

threatening illness:  

‘Palliative care is an approach that improves the quality of life of patients and 

their families facing the problem associated with life-threatening illness, through 

the prevention and relief of suffering by means of early identification and 

impeccable assessment and treatment of pain and other problems, physical, 

psychosocial, and spiritual’ (WHO, 2020). 

The underlying person-centred philosophy of palliative care resonates with that of 

dementia which is also framed as a bio-psycho-social condition (Revolta et al., 2016). 

There is a need to probe further into how a palliative care approach can improve the 

lives of people living with Lewy body dementia. The main issues arise from the complex 

symptoms, shorter life expectancy, poor quality of life experienced by patients, and 

long term physical and psychological effects on family carers. The problem I noticed 

clinically and academically is that there is no consistent follow-up, which can lead to 

patients and their carers having unmet physical, psychological, social, and support 

needs. This also denies them opportunity for forward planning of affairs and 

anticipatory consideration for complex symptom management (Harrison Dening et al., 

2019).  

An additional challenge for healthcare professionals is involving the person with 

dementia more in the care process. This may be because of a lack of time, or of training 

in communication skills, with the understanding that different forms of dementia may 

require a more individualised approach to communicating. For example, people with 

Alzheimer’s disease have progressive degradation of language in the area of verbal 

expression, understanding, and fluency. In the advanced stages non-verbal 

communication is mostly preserved. Language disturbance in Lewy body dementia is 
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characterised by difficulty naming common objects, and by reduction in verbal fluency 

and perseveration during conversation (Reilly et al., 2010).  

1.4 My perspective as a researcher 

My interest and focus on Lewy body dementia stem from a multitude of different 

perspectives, roles, and experiences within clinical and research nursing. For 25 years 

I have worked as a community nurse in a variety of roles, which has enabled me to 

work with a large number, and a wide variety, of palliative patients, often with complex 

problems and comorbidity issues. I started to develop a special interest in dementia, 

frailty, and end-of-life care. To gain further experience I worked as a palliative care 

specialist nurse, and then as a community matron, focusing on older people with 

complex needs, many of whom had end-stage dementia. I then took the opportunity to 

become a study co-ordinator on a National Institute for Health Care Research-funded 

project, with the aim of improving the diagnosis and management of Lewy body 

dementia in the clinical setting (O’Brien et al., 2021). I noticed the wide range of 

symptoms being reported, and the effect this was having on people’s day to day living. 

I considered whether the complex symptoms and shorter life expectancy compared to 

other types of dementia may have a relationship to unmet palliative care needs. As a 

nurse researcher within the area of Lewy body dementia I continued to explore options 

which could combine research and clinical work to improve end-of-life care for people 

with dementia and frailty. This led me to a role as an Admiral Nurse within a hospice 

setting. Admiral Nurses provide specialist dementia nursing to families across a range 

of areas, such as hospitals, community, GP practices, care homes, and mental health 

services (Dementia UK, 2018). Admiral Nursing is relatively new to the hospice setting, 

but there has been increasing numbers since the publication of guidance for hospices 

on how to review and audit current services and strategic planning for dementia care 

(Hospice UK, 2015). Many Admiral Nurses are now involved with developing and 
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implementing dementia specific services, providing case management, training, and 

support to hospices across the UK (Harrison Dening et al., 2017) A recent return to 

community nursing as a Parkinson’s nurse has enabled me to focus on research into 

clinical practice. 

I therefore approach the research professionally and academically from a variety of 

stances. These include the medical model of dementia as a progressive 

neurodegenerative disease, specialist palliative care, and a community nursing 

perspective, where the ultimate aim of the nursing interaction is to provide tangible 

assistance to the patient. The process of reflexivity is central to this research, with the 

need to constantly reflect and challenge assumptions. To aide in the reflective process 

I also explored ways to plan and embed meaningful patient and public involvement 

within this Lewy body dementia research study (Burton et al., 2019).  

1.5 Development of research aim, objectives, and approach 

Current research within Lewy body dementia remains focused on carers and 

professionals, with less involvement from people with Lewy body dementia 

themselves. It is also mainly constructed around traditional prognosis-based disease 

‘events’, and pharmacological management of symptoms (Lane and Conroy, 2022; 

Stinton et al., 2015; Watts et al., 2022). There is clear evidence of complex symptom 

burden for the person with dementia, and caregiver burden and grief associated with 

disease manifestations (Galvin et al., 2010b; Huang et al., 2022; Zweig and Galvin, 

2014). A holistic palliative care approach could address the complex physical and 

psychosocial symptoms experienced for both people with Lewy body dementia and 

their family carers. 
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1.5.1 Aims and objectives 

The overall aim of this research study is to explore the experience of everyday life of 

people living with Lewy body dementia and their family carers. The key objectives are: 

• Examine physical, psychological, social, and spiritual aspects of everyday life 

with Lewy body dementia. 

• Understand similarities and differences between the experiences of people with 

Lewy body dementia and those of their family carer. 

• Explore if stories allow insight and depth to our understanding of palliative 

care in Lewy body dementia. 
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1.6 Overview of the thesis 

To provide an overview of the thesis I have provided an outline of the chapters to follow. 

Chapter 1: 

Within Chapter 1 I provide the background and rationale for the focus of the thesis, by 

describing one type of dementia, Lewy body dementia, within the context of a life 

limiting illness. I reflect on how my career background and perspectives influenced the 

overall aims and objectives and research questions.  

Chapter 2: 

Within Chapter 2 I provide an overview of previous literature conducted around the 

experiences of living with Lewy body dementia. An integrative approach to reviewing 

the literature is presented and the general themes are discussed. Four main themes 

were identified from the literature: living with an uncertain diagnosis and prognosis; fear 

of the now, worry for the future; living with behavioural and psychiatric symptoms; and 

maintaining a social and emotional life. The findings identify the need for wider, more 

in-depth perspectives on what day-to-day living is like for people living with Lewy body 

dementia and their family carer. 

Chapter 3: 

In this chapter I lay out the study design and conceptual framework underpinning the 

empirical research by examining how the aims and questions interrelate. I discuss my 

interpretivist and social constructionist epistemological and ontological perspectives in 

relation to narrative research. The underpinning philosophical theories of narrative as 

situated within self and personhood, and psychosocial models of dementia are 

explained. I explore the methodological narrative-based approach to health and illness, 

and the relevance of an experience centred approach to answer the research 
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questions. Finally, I consider the importance of the analysis process and examine 

validity within narrative research. 

Chapter 4: 

In Chapter 4 I further introduce the research methods taken by exploring the use of 

narratives and storytelling in social science research, and how different aspects of 

narrative inquiry relate to the study’s methods of data collection and analysis. Ethical 

considerations, inclusion criteria, sampling, and recruitment strategy are set out within 

the research design. I explain how the design links to the dyadic, longitudinal, narrative 

interview methods used in this study, and discuss the practical aspects of collecting 

three dyadic longitudinal narrative interviews over time. The role of reflexivity and 

patient and public engagement are expanded. 

Chapter 5: 

Within Chapter 5, I provide an in-depth explanation of the narrative analysis process 

and its relevance in contributing to methodological rigor and validity within narrative 

research. To provide transparency of the analytical process, data from one couple is 

provided as an example of how Murray’s (2000) four levels of narrative analysis was 

applied to longitudinal narrative interviews. There follows a description of how 

connections between the four levels were identified, and how these were articulated 

across different interview time points.  

Chapter 6: 

Within Chapter 6 I present the findings of the empirical work. The narratives of being 

social, looking for answers, self-sufficiency, communication, and conflict, all contribute 

to the overarching narrative of social connectedness. Physical changes such as 

tiredness and incontinence, communication challenges, and personality changes 

undermined the established social connections for people living with Lewy body 
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dementia and their family carers. This is further explained as a stepwise representation 

of social connectedness. 

Chapter 7: 

In Chapter 7 I discuss the findings in relation to previous literature and theoretical 

perspectives. I then relate the findings to the insights of narrative theorists who 

investigate how people use stories to make sense of, and identify with, the world, and 

how this may change when memory is interrupted. I examine how new insights into 

grief, loss, and liminality may affect the experience of living with Lewy body dementia. 

Chapter 8: 

Within Chapter 8 I draw together the main points of the thesis and review the strengths 

and limitations of the study. I reflect on the importance and significance of the patient 

and public involvement during the study. The potential contribution of this research to 

theory and Lewy body dementia care is expanded. Recommendations are made for 

clinical practice, and considerations for further research are discussed. 
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Chapter 2: An integrative review of the literature: the experiences of people 

with Lewy body dementia and family carers 

2.1 Introduction 

In this chapter I describe a systematically conducted review of the literature regarding 

the experiences of people living with Lewy body dementia and their family carers. The 

rationale for conducting an integrative review of the literature is explored, and the four 

key themes that were identified are discussed. A published version: ‘Exploring the 

experiences of living with Lewy body dementia: An integrative review’ (Bentley et al., 

2021a) is included in Appendix 1. I conclude by highlighting the research gaps 

identified within the literature review and discuss how these provided the focus for the 

research described in this thesis.  

2.2 Review aim and questions 

The aim of this review was to identify and understand what is currently known about 

the experiences of people living with Lewy body dementia and family carers. The 

review aimed to address the following questions: 

1. What are the day-to-day experiences of people living with Lewy body dementia 

(dementia with Lewy bodies and Parkinson’s disease dementia)? 

2. What is it like to be a family carer of someone living with Lewy body dementia? 

3. How does the person with Lewy body dementia describe experiences around 

their health and social care? 

4. How do families describe and experience interactions with healthcare 

professionals? 
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2.3 Review design 

In designing a literature review the questions posed at the outset inform the choice of 

method and the synthesis, which should be in alignment with the research paradigm. 

To understand the literature around experiences generally requires a qualitative 

perspective. Within the Lewy body dementia literature some experiences are 

documented through quantitative measures such as quality of life and caregiver 

burden, but these are unable to capture the wider psychosocial perspective of 

experiences that are socially constructed. Despite the paucity of qualitative, experience 

focused literature, it was likely that important insights may be gleaned from previous 

quantitative research. Therefore, the review design required a systematic review which 

incorporates mixed methods. Systematic reviews of quantitative and qualitative studies 

come in a variety of approaches, and can include those that summarise the selected 

literature, and those that synthesise (Aveyard et al., 2021). A narrative review 

summarises selected literature on a specific topic, and is often used in healthcare to 

provide a snapshot of a specific clinical issue (Toronto and Remington, 2020). 

However, given the wide-ranging focus and methodologies in the Lewy body dementia 

literature, a design which looks more broadly at a phenomenon of interest (such as 

experiences) with the ability to synthesise was deemed important. Examples of 

systematic reviews of qualitative and quantitative studies with an interpretive focus 

include the critical interpretive synthesis, with a focus on generating new theories and 

concepts, and the integrative review (Aveyard et al., 2021; Dixon-Woods et al., 2006). 

A systematic integrative literature review based on Whittemore and Knafl’s (2005) 

method was selected to review current literature. First, this method was selected over 

other knowledge synthesis methods as it allowed for synthesis of heterogeneous 

evidence and paradigms from research across ‘a fragmented field’ (Cronin and 

George, 2020 p.1). An integrative review can accommodate differing ontological and 
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epistemological assumptions, where no shared paradigm or theoretical framework 

exists. Second, integrative reviews also provide new insight into a topic by using a 

unique methodology with specific stages. These stages include: problem identification; 

literature search; data evaluation; data analysis and synthesis; and presentation stage 

(Whittemore and Knafl, 2005). The synthesis stage is the main area which identifies 

the integrative review from other methods, in that it can generate new knowledge, with 

the aim to ‘produce fuller understanding of a phenomenon through the unique 

perspectives gained by using different research strategies’ (Cronin and George, 2020 

p.3). To demonstrate robustness and strengthen the interpretation and synthesis 

stage, a convergent integrated design was applied to facilitate synthesis process 

(Noyes et al., 2019). With there being little qualitative research in the field of Lewy body 

dementia, gaining new insights was deemed important, as such insights can provide 

background to support or dispute findings from the empirical research.  

A systematic review of the literature should demonstrate methodological thoroughness 

and rigour, with consistent reporting (Snyder, 2019). The Enhancing Transparency in 

Reporting the Synthesis of Quality Research guidelines (ENTREQ; Tong et al., 2012); 

and the Preferred Reporting Items for Systematic Reviews and Meta-Analysis 

guidelines (PRISMA; Moher et al., 2009) were used to guide reporting. Currently there 

is no specific reporting guidance for integrative reviews (Toronto & Remington, 2020). 

2.4 Review methods 

Inclusion and exclusion criteria 

Papers were included if they were published in peer-reviewed journals and discussed 

the experiences of people living with Lewy body dementia and/or of family carers, and 

where experiences can be disaggregated from other forms of dementia. Box 2.1 

presents detailed inclusion and exclusion criteria. 
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Box 2.1: Literature review inclusion and exclusion criteria 

Inclusion criteria 

Population: 

• People with a diagnosis of Lewy body dementia (dementia with Lewy bodies, 

Parkinson’s disease dementia) and/or  

• Family carers, as defined by WHO (2015 p.1): 

‘Family caregivers can be defined by the relationship (spouse, adult children, daughters and 
sons-in-law, friends, neighbours), living arrangements (co-resident with the care recipient or 
living separately), and care input (regular, occasional or routine)’ 
 

• Experience of living with or caring for Lewy body dementia. 
 

• Adults (aged 18 years and over). 
 

Type of studies: 

• All subtypes of dementia, where the perspectives of those with Lewy body 

dementia or their family carers can be disaggregated. 

• Studies published between 1995 and 2020. 

• Full text in English. 

Type of data:  

• Published, peer-reviewed studies. 

• Quantitative and/or qualitative studies.  

• Case studies. 

 

Exclusion criteria 

Population: 

• NO diagnosis of Lewy body dementia (dementia with Lewy bodies, 

Parkinson’s disease dementia).  

• Formal and paid carers who are not defined as ‘family carers.’ 

• Professional views and experiences. 

Type of studies: 

• Prevalence/incidence, genetics, pathology, scanning, treatments and/or 

symptom- measurement-only studies. 

• Carers’ perceptions of what it is like for the person with Lewy body dementia. 

• Studies on dementia as a homogenous group, where Lewy body cannot be 

disaggregated in the findings. 

Type of data: 

• Opinion-based, or editorial publications. 

• Abstracts, review articles, grey literature. 
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Search strategy 

To ensure the maximum number of eligible primary sources were identified Whittemore 

and Knafl's (2005) integrative review strategies were supported by the Palliative cAre 

Literature rEview iTeraTive mEthod (PALETTE) framework (Zwakman et al., 2018), 

and ‘pearl growing’ technique (Schlosser et al., 2006). PALETTE supports searching 

for studies which are more qualitative in nature, with poorly defined concepts which 

require preliminary exploration. In addition PALETTE strategies were applied to assist 

in identification and validation of keywords, index terms, and key authors in the field by 

examining key articles in the field which are referred to as ‘golden bullets’ (Zwakman 

et al., 2018). For this search systematic reviews within the field of Lewy body dementia 

and dementia experiences were examined (Connors et al., 2018; Górska et al., 2017; 

Inskip et al., 2016; Stinton et al., 2015). Search terms relating to experiences, family 

carers, and people living with Lewy body dementia were then developed with the 

assistance of a specialist librarian. 

The search strategy in Medline is presented in Box 2.1 and was adapted for each 

subsequent database (CINAHL, PsycINFO, and AMED). Databases were searched 

using their specific subject headings, MeSH terms or thesaurus terms which related to 

Lewy body disease, and family carers, and experiences. These included English-

language publications occurring between 1995 and 2020. In addition, a search of the 

ALOIS register was undertaken, as this provides details of dementia studies 

maintained by the Cochrane Dementia and Cognitive improvement group 

(alois.medsci.ox.ac.uk).  
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Box 2.2: Medline search strategy 

"LEWY BODY DISEASE"/ or ((lewy OR Parkinson*) AND Dementia*).ti,ab 
 
AND 
 
((famil* OR informal OR spous* OR daughter OR son OR partner OR husband OR 
wife OR wives OR unpaid) AND (care* OR 
caring)).ti,ab [DT 1995-2019] [Languages English] OR (patient* OR "service user*" 
OR "person* with dementia" OR "people with dementia").ti,ab 
 
AND 
 
(liv* ADJ3 experienc*).ti,ab OR (life* ADJ3 experienc*).ti,ab OR ("activities of daily 
living").ti,ab OR (view* OR perception* OR attribution* OR belief* OR meaning OR 
perspective* OR "quality of life" OR burden*).ti,ab 
 
Please note that searches in CINHAL, PsycINFO, AMED and were adapted from 
this strategy. MeSH terms relating to diagnosis included - Lewy body disease 
(CINAHL, MEDLINE ) Dementia Lewy bodies (PsycINFO) 

 

For the literature search a start date of 1995 was chosen, as this coincided with the 

development of the first international criteria for the clinical diagnosis of dementia with 

Lewy bodies (with the latest version published in 2017; see McKeith et al., 2017). This 

resulted in a greater understanding of the Lewy body subtypes and an increase in 

research activity. The terms ‘carers’ and ‘caregivers’ were also referenced within UK 

policy and research at a similar time. For this review the terms dementia with Lewy 

bodies, Parkinson’s disease dementia, carer, caregiver, and care partner will be used 

as reported by the specific studies.  

Abstracts were screened by myself, and independently by a member of the patient and 

public involvement group who has knowledge of Lewy body dementia and experience 

of caring. This involvement was deemed important to gain a broader perspective and 

to ensure the selected criteria included areas of lived experience which might not be 

obvious in academic papers. Within an integrative review the author is expected to look 

for everything that has been published on a topic (Cronin and George, 2020). Support 

from the patient and public involvement group member provided a more balanced 

representation which, for example, resulted in the general case reports being included 
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(Londos, 2018; Stuart and Kenny, 2010). Covidence software was used to manage the 

papers effectively (Babineau, 2014). This enabled reviewers with different 

backgrounds and computer systems, (academic researchers and the patient and public 

involvement member), to access the papers from one central point. Covidence also 

enabled management of conflicts by a third person (supervisor) in a timely and concise 

manner (n=3). Finally, backward citation tracking of the selected articles was 

completed to ensure the search was comprehensive as possible (Zwakman et al., 

2018). 

Data extraction 

Data were extracted using the headings: study aims; research questions; participants’ 

characteristics; methods; date and length of fieldwork; analysis; results; and findings 

relevant to the review. Key areas for data extraction in relation to review questions 

were person with Lewy body dementia reported experiences, family experience of what 

it is like to care for a person with Lewy body dementia, and experiences and 

interactions with healthcare professionals. A review matrix was developed to provide a 

structured document for the quality appraisal and analysis process. ATLAS.ti 8 

software was used to organise data extraction, coding, and synthesis of the data.  

Quality appraisal 

To ensure that the included studies were evaluated for their methodological quality and 

relevance to the review questions, a quality appraisal was conducted using the Mixed 

Methods Appraisal Tool (MMAT) (Hong et al., 2019) and Gough’s weight of evidence 

framework (Gough, 2007). Gough’s framework assesses the ‘coherence and integrity’ 

of the research on its own merits, in addition to the appropriateness and the ‘relevance 

of the evidence for answering the review questions’ (Gough, 2007, p.11). These factors 

were then combined to give an overall ‘weight of evidence’ score. A copy of the weight 

of evidence framework can be found in Appendix 2. Two researchers assessed the 

quality and relevance of the studies. Any discrepancies in quality appraisal decisions 
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were discussed (n=8) and consensus achieved. A summary of characteristics of 

included studies and quality appraisal information is provided in Appendix 3. All 

relevant published articles were retained for synthesis, regardless of methodological 

quality. Together, the articles offered different perspectives on personal experience 

and is congruent with the iterative review method of inclusivity (Appendix 4). 

Data analysis and synthesis 

Data analysis and synthesis involved three iterative phases: initially, papers were 

categorised according to their primary focus (Toronto and Remington, 2020; 

Whittemore and Knafl, 2005). Within the iterative review methodology this is 

considered an organisation of lower-order themes as a function of the findings of 

individual studies (Cronin and George, 2020). Next, a convergent integrated design 

was applied to facilitate the synthesis process and strengthen the interpretation stage. 

This involved converting quantitative data to qualitative (qualitising) (Noyes et al., 2019, 

p.9). ‘Qualitising’ was achieved by identifying words or phrases extracted from the data 

that described the statistics in included papers. Examples of ‘qualitising’ extracts to 

support themes are presented in Appendix 5 (Qualitative extracts to support themes). 

Finally, inductive ‘complete coding’ occurred to identify new themes relevant to the 

review questions (Braun & Clarke, 2013, p.206). Themes were verified collaboratively 

by myself and a supervisor. This process forms part of the high-order themes within 

iterative review methodology (Cronin and George, 2020).  

2.5 Results  

The search identified a total of 1,583 articles, two of which were retrieved by author 

searching (Whittemore and Knafl, 2005; Zwakman et al., 2018). A total of 26 articles 

from 20 individual studies were identified for further assessment against the quality 

appraisal criteria (Figure 2.1). Relevant papers were subjected to a full-text review by 

the author.  
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Figure 2.1: PRISMA Flow diagram of literature searches and selection, March 

2020 

 

 

The 26 papers originated from 20 studies which were conducted in a range of countries 

including: UK (n=6), USA (n=5), Sweden (n=3), Korea (n=2), Canada (n=1), Japan 

(n=1), New Zealand (n=1), and Norway (n=1). Among the papers a total of three were 
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qualitative (Armstrong et al., 2019b; Larsson et al., 2019; Vatter et al., 2018b),  20 

quantitative (Armstrong et al., 2019a; Boström et al., 2007; Galvin et al., 2010a, 2010b; 

Jones et al., 2017; Killen et al., 2016; Kurisu et al., 2016; Lee et al., 2013; Leggett et 

al., 2011; Leroi et al., 2012; Oh et al., 2015; Park et al., 2018; Rigby et al., 2019; Roland 

and Chappell, 2019; Shin et al., 2012; Svendsboe et al., 2017; Thaipisuttikul et al., 

2013; Vatter et al., 2020; Vatter et al., 2018a; Wu et al., 2018), one mixed methods 

(McCormick et al., 2019), and two were case studies of personal experience (Londos, 

2018; Stuart and Kenny, 2010). Most of the papers focused on family caregivers 

(n=20). The main caregiver participants were spouses/ life partners and adult 

daughters, who were mainly prominent in the online surveys. (Armstrong et al., 2019b; 

Galvin et al., 2010a; Killen et al., 2016; Leggett et al., 2011; Rigby et al., 2019). Across 

all studies the co-residing rates of the informal carers and the person with Lewy body 

dementia ranged from 57% to 100%, and most participants were female carers (62% 

–100%). Across all studies 3,342 carers of people with Lewy body dementia were 

represented. However, whilst ten studies included people with Lewy body dementia, 

the actual level of their contribution was limited to a small number of quantitative 

measurements, with only one qualitative study exploring in-depth experiences 

(Larsson et al., 2019).  

The papers were initially sub grouped according to their predominant focus, and this 

forms phase one of the iterative process whereby papers were ordered and 

categorised (Toronto and Remington, 2020; Whittemore and Knafl, 2005). Four 

subgroups were identified: caregiver burden and coping; quality of life and well-being; 

diagnosis and clinical care; and information and support needs. These are presented 

in the outer circle diagrammatically in Figure 2.2.  
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Figure 2.2: Literature review synthesis display of findings - the experiences of 

people living with Lewy body dementia and their family carers. 

 

 

Eleven papers focused on caregiver burden and coping, and were of a cross-sectional 

design (Galvin et al., 2010b; Jones et al., 2017; Lee et al., 2013; Leggett et al., 2011; 

Leroi et al., 2012; Oh et al., 2015; Shin et al., 2012; Svendsboe et al., 2017; 

Thaipisuttikul et al., 2013; Vatter et al., 2020, 2018a). The Zarit Caregiver Burden 

Interview (Zarit et al., 1986) was frequently applied with the Neuropsychiatric Inventory 
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(NPI) in the included studies. These highlighted that the presence of neuropsychiatric 

symptoms in Lewy body dementia, such as apathy, delusions, hallucinations, agitation, 

anxiety, and depression, were key contributors to caregiver burden and stress (Lee et 

al., 2013; Oh et al., 2015; Shin et al., 2012; Thaipisuttikul et al., 2013). Neuropsychiatric 

symptoms together with reduced activities of daily living (ADLs) added to constraints 

in social life and feelings of isolation for the carers (Galvin et al., 2010a; Leggett et al., 

2011; Svendsboe et al., 2017). Uncertainty and fear for the future added to the 

perception of burden, as did a reduction in resilience, relationship satisfaction, and 

quality of life (Galvin et al., 2010a; Vatter et al., 2020). Frequency of neuropsychiatric 

symptoms were also influential in adult child caregivers experiences, resulting in higher 

levels of burden and decreased quality of life compared to spouses (Rigby et al., 2019).  

In the next subgroup quality of life experiences were measured using the EQ-5D, which 

is a self-assessed health related, quality of life questionnaire. The Quality of Life-

Alzheimer’s Disease (Boström et al., 2007; Rigby et al., 2019), and QOL Questionnaire 

for Dementia in relation to depression and burden were also applied ( Park et al., 2018; 

Roland and Chappell, 2019). Quality of life and well-being were generally considered 

poorer for those with Lewy body dementia compared to other conditions such as 

Alzheimer’s disease (Boström et al., 2007; Kurisu et al., 2016; Park et al., 2018; Roland 

and Chappell, 2019; Wu et al., 2018). Studies within the diagnosis and clinical care, 

and information and support needs subgroups were predominantly represented by 

online surveys (Armstrong et al., 2019a; Galvin et al., 2010b; Killen et al., 2016), 

qualitative studies (Armstrong et al., 2019b; Larsson et al., 2019), and case studies 

(Londos, 2018; Stuart and Kenny, 2010). Within the final subgroups only one 

intervention paper was identified. This mixed methods feasibility study found that 

cognitive stimulation therapy was well tolerated for people with Lewy body dementia 

and their care partners. However, recruitment was initially lower than expected 
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reportedly due to apathy, care partner burden, worsening dementia, and other health 

issues (McCormick et al., 2019).  

By applying the iterative review methodology, the process of ‘qualitising’ and 

synthesising the studies ensured that patterns were distilled from different paradigms 

and were abstracted into themes (Cronin and George, 2020). The process of inductive 

‘complete coding’ was applied to identify the new themes (Braun & Clarke, 2013, 

p.206). Four themes were identified in this review: 1. living with an uncertain diagnosis 

and prognosis; 2. fear of the now, worry for the future; 3. living with behavioural and 

psychiatric symptoms; and 4. maintaining a social and emotional life. This is 

represented in Figure 2.2. The research questions applied in phase 2 (see Figure 2.2) 

pertain to the experiences of interactions with health and social care; and the 

experiences of people living with Lewy body dementia and being a family carer.  

2.6 Themes  

2.6.1 Theme: living with an uncertain diagnosis and prognosis  

The theme ‘living with an uncertain diagnosis and prognosis’ was informed by 

quantitative and qualitative papers. It explores difficulties in gaining a diagnosis and 

having differing interactions with healthcare professionals, which were common 

experiences for people with Lewy body dementia and family carers. Typically many 

people with Lewy body dementia had lived with an uncertain diagnosis, sometimes for 

many years (Galvin et al., 2010a; Killen et al., 2016; Londos, 2018; Stuart and Kenny, 

2010). Many saw multiple doctors and a large percentage of people with Lewy body 

dementia (78%) were diagnosed with other conditions initially, such as Alzheimer’s 

disease, Parkinsonism, other dementias, and psychiatric diagnosis (Galvin et al., 

2010a). Once diagnosed, they still encountered difficulties finding a doctor who was 

knowledgeable about treating Lewy body dementia and gaining support (Galvin et al., 
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2010a; Killen et al., 2016). Caregivers of people with Lewy body dementia were often 

frustrated by their experiences with physicians regarding disease course and 

prognosis, available community resources, referrals to appropriate services, and 

difficulty coordinating care across healthcare professionals (Armstrong et al., 2019a, 

2019b; Galvin et al., 2010b; Stuart and Kenny, 2010). Physicians rarely discussed what 

to expect at the end of life. Although death was usually expected, fewer than half of 

caregivers felt prepared (Armstrong et al., 2019a). Follow-up interviews with 30 family 

caregivers found ‘not knowing what to expect’, including aspects such as symptoms, 

deterioration after hospitalisation and falls, and unpredictable end of life trajectory 

particularly challenging (Armstrong et al., 2019b).  

People with Lewy body dementia and carers also report the importance of establishing 

a collaboration between themselves and healthcare professionals, having regular 

reviews, and ensuring teams worked ‘in harmony’ (Larsson et al., 2019; Londos, 2018; 

Stuart and Kenny, 2010). There was evidence of positive interactions when regular 

communication and follow-up resulted in a trusting and respectful relationship between 

people with Lewy body dementia and professionals (Larsson et al., 2019; Londos, 

2018; McCormick et al., 2019). This was found to be important at the end of life, when 

families who had been involved in advance care planning discussions with 

professionals felt better prepared, despite the unpredictability of the condition 

(Armstrong et al., 2019b). 

2.6.2 Theme: fear of the now, worry for the future 

Fear and anxiety featured strongly in the quantitative questionnaires and narratives 

featuring people with Lewy body dementia and family carers (Larsson et al., 2019; 

Londos, 2018; Stuart and Kenny, 2010; Vatter et al., 2018a). In the web-based surveys, 

the most frequent burden items reported by caregivers of people with Lewy body 

dementia were fear or ‘concerns’ for the future for their loved ones (Galvin et al., 
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2010a), with feelings of fear and uncertainty frequently highlighting the ability to provide 

care and caregiver performance (Galvin et al., 2010b; Rigby et al., 2019). The 

qualitative research on spouses of people with Parkinson’s disease dementia spoke of 

negative feelings such as guilt, distress, and fear of the progression of the disease, in 

addition to worrying about the future if they were unable to provide care for their 

partners (Vatter et al., 2018b). The perspectives of people with Lewy body dementia, 

although limited in the literature, highlighted a range of emotional responses to living 

with Lewy body dementia: fear of hallucinations, fear of falls and frightening nightmares 

as a result of rapid eye movement (REM) sleep disorder (Larsson et al., 2019), and 

being scared of the effects of tiredness and fatigue (Londos, 2018). The symptoms of 

fluctuations, depression, delirium, and violence were also expressed as ‘frightening’ 

(Stuart and Kenny, 2010). 

2.6.3 Theme: living with behavioural and psychiatric symptoms 

The papers highlighted how the presence of neuropsychiatric symptoms were a major 

contributor for caregiver burden, distress, and reduced quality of life in caring for a 

person with Lewy body dementia (Galvin et al., 2010a; Jones et al., 2017; Kurisu et al., 

2016; Lee et al., 2013; Leggett et al., 2011; Leroi et al., 2012; Park et al., 2018; Rigby 

et al., 2019; Shin et al., 2012; Svendsboe et al., 2017; Thaipisuttikul et al., 2013; Vatter 

et al., 2020). Caregiver burden was measured using the Zarit Caregiver Burden 

Interview (Zarit et al., 1986) and was frequently applied with the Neuropsychiatric 

Inventory (NPI) to evaluate correlation. The main symptoms affecting burden and 

quality of life occurred in the NPI domains of delusions and apathy, hallucinations, and 

psychosis (Boström et al., 2007; Lee et al., 2013; Shin et al., 2012; Svendsboe et al., 

2017). People with Lewy body dementia had significantly higher apathy scores, 

compared to those with Alzheimer’s disease (Kurisu et al., 2016; Roland and Chappell, 

2019). Apathy was portrayed as a sense of passivity, which eventually led to the 
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withdrawal of social interactions (Larsson et al., 2019). This can affect quality of life, as 

well as the ability to measure those experiences (Kurisu et al., 2016). Apathy and 

depression made it more difficult for people to participate in therapeutic interventions 

or group support (McCormick et al., 2019). The presence of hallucinations were also 

frequently reported as particularly stressful for caregivers (Galvin et al., 2010b; Leggett 

et al., 2011; Londos, 2018; Park et al., 2018; Shin et al., 2012; Svendsboe et al., 2017; 

Thaipisuttikul et al., 2013). Hallucinations are also a prominent feature of Capgras 

syndrome, where people with dementia with Lewy bodies experience the delusion that 

someone they know well has been replaced by an identical imposter (Thaipisuttikul et 

al., 2013). Carers felt they needed more support and information on symptoms such 

as hallucinations, fluctuations, and sleep disorders, as they had a major impact on the 

family’s ability to maintain their caring role and live well (Killen et al., 2016; Londos, 

2018; Stuart and Kenny, 2010; Wu et al., 2018).  

2.6.4 Theme: maintaining a social and emotional life 

The need to maintain an active social life and acknowledge emotional needs was 

identified as being important to both people living with Lewy body dementia and their 

carers (Larsson et al., 2019; Londos, 2018; Park et al., 2018; Stuart & Kenny, 2010; 

Vatter et al., 2020; Vatter et al., 2018a; Vatter et al., 2018b). However, it was notable 

from the reviewed papers how little formal, paid care was being received (Galvin et al., 

2010b; Vatter et al., 2018a), and the resulting difficulties in maintaining social and 

emotional interactions. Most people living with Lewy dementia were relying on informal 

support, which was often provided by adult children, other family members and friends 

(Galvin et al., 2010b; Vatter et al., 2018a). People with Lewy body dementia were able 

to offer insight into the emotional support they had from friends and family, and 

highlighted the immense amount of physical support that was often required in 

maintaining those social and supporting relationships (Larsson et al., 2019; Londos, 
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2018; Stuart and Kenny, 2010). They also described feeling a burden in the wider social 

context, and they reduced the number of social events they attended due to their 

increasing physical needs (Larsson et al., 2019). Frequently reported burden 

dimensions included social and psychological constraints, personal strain, and 

interference with personal life (Vatter et al., 2018a; Galvin et al., 2010b), all of which 

can lead to relationship dissatisfaction and resentment (Vatter et al., 2020). It was 

highlighted that carers were creative at building social care networks (Park et al., 2018), 

but as disease progresses, carers often had reduced opportunities to develop new 

social relationships or maintain social interactions. Fluctuating cognition, 

hallucinations, and the physical aspects Parkinsonism had a large impact on people’s 

ability to maintain access to social and emotional support. This ultimately resulted in 

carer burden, loneliness, and isolation, as well as reduced quality of life for people 

living with Lewy body dementia and their caregivers (Boström et al., 2007; Galvin et 

al., 2010a; Larsson et al., 2019; Leggett et al., 2011; Vatter et al., 2020; Vatter et al., 

2018b; Wu et al., 2018).  

2.7 Findings of the integrative review and the wider literature 

The literature review highlighted that difficult and delayed diagnosis meant people were 

not getting the timely support and treatments they needed. It was identified that 78% 

of people with Lewy body dementia received a different diagnosis initially, usually 

Alzheimer’s disease (Galvin et al., 2010a), and although rates vary within the wider 

literature, it is considered that approximately 50% are receiving a different or delayed 

diagnosis (Freer, 2017). The Lewy body Composite Risk Score (Galvin, 2015) and the 

Lewy body dementia assessment toolkit have been developed to help earlier 

identification of the disease (O’Brien et al., 2021). This provides specific screening 

questions to assess whether a patient has any of the core features of the condition 

(Galvin, 2015; Thomas et al., 2017, 2018). Long delays in diagnosis can lead to people 



32 
 

experiencing considerable challenges and struggling to find the support they need. A 

lack of ongoing support may add to the feelings of fear and uncertainty which featured 

prominently for spouses and partners in the review.  

Carers found that their family member’s behavioural and psychiatric symptoms, such 

as delusions, hallucinations, and apathy, increased their feelings of burden, and 

decreased their quality of life. People living with Lewy body dementia also documented 

feelings of anxiety, depression, and apathy, with sleep disorders and hallucinations 

being particularly disabling. Visual hallucinations, often featuring fully formed people, 

animals and objects, are common, unpleasant experiences of Lewy body dementia 

(Mosimann et al., 2006; O’Brien et al., 2020). Many of these symptoms are particularly 

difficult to treat pharmacologically (Ford and Almeida, 2020; Liu et al., 2019). 

Neuropsychiatric symptoms should be managed with a non-pharmacological approach 

when possible, yet there is limited evidence on non-pharmacological interventions for 

people with Lewy body dementia (Connors et al., 2018). The presence of 

neuropsychiatric symptoms are common reasons for hospital admissions (Spears et 

al., 2019), and have a negative impact on people with Lewy body dementia’s ability to 

participate in therapeutic interventions and social activities (Larsson et al., 2019; 

McCormick et al., 2019; Wu et al., 2018). 

Maintaining a social life and support networks is important for both people living with 

Lewy body dementia and the family carer. Social support is seen as an interactive 

process in which emotional, physical, or financial help is received from a social 

network, and is considered important in maintaining the caregiver role (Snyder et al., 

2015). Increasing confidence and self-efficacy for carers of people with Lewy body 

dementia, and optimising their social support networks, are key, as self-efficacy and 

quality of life are considered important factors when developing carer support services 

(Crellin et al., 2014). For caregivers of those who were struggling with behaviour and 
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cognitive symptoms, quality of life was seen to improve with informal and formal 

support (Roland and Chappell, 2019). The need for timely information and support 

throughout the disease trajectory for those with Lewy body dementia is consistent with 

the general dementia carer literature (Francis and Hanna, 2020). However, given the 

disabling effect of neuropsychiatric symptoms, support and information should be 

tailored for those with Lewy body dementia (Connors et al., 2018; Rigby et al., 2019). 

Greater understanding of formal services and the knowledge of the disease 

progression can reduce carers’ feelings of frustration and isolation, and result in people 

feeling better prepared (Bressan et al., 2020). However, in order to address such 

complex physical, cognitive, and psychosocial needs those with Lewy body dementia 

may require life-long tailored support and services (Capouch et al., 2018).  

2.8 Strengths and limitations of review 

The integration of Lewy body dementia papers drawing on quantitative and qualitative 

results is the main strength of this review, as previous reviews of Lewy body dementia 

have focused on quantitative data.  This enabled new insights, and therefore expanded 

the current evidence base, particularly around experiences.  

Including a family carer from the patient and public engagement group and a second 

reviewer with experience in family carer research in the review process was a particular 

strength. This enabled direct applicability of research to people living with the condition, 

and aided robustness to the review process .  

This integrative review had several limitations relating to methodological issues. Most 

of the quantitative papers in the review focused on comparing Lewy body dementia 

with other conditions which made it difficult to extract Lewy body-specific data. This 

heterogeneity of measurement tools, population groups, and the small number of 

papers meant it was not possible to complete a meta-analysis with the quantitative 

data. There is currently limited information regarding the process of  ‘qualitising’ 
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quantitative data, therefore findings were reliant on the conclusions of the authors and 

their interpretation of their data. The included papers originated from western, high-

income countries, so therefore the findings provide perspective. In addition, only 

including papers published in English may have excluded some relevant papers. Five 

of papers ranked as low for quality in this review. This may result in a lack of rigour in 

the methodological underpinnings or quality of data included. However, all papers were 

retained for synthesis as they met the inclusion criteria and contributed valuable insight 

to lived experience.  

2.9 Conclusion 

The integrative literature review explored the experience of living with an uncertain 

disease trajectory and showed the impact this had on people’s lives. Fear and worry 

were predominant feelings for both people with Lewy body dementia and family carers, 

who were also concerned about what the future might hold. The debilitating effects of 

living with the behavioural and psychiatric symptoms of the disease, and the 

importance of maintaining a social life amidst the condition-related changes were also 

identified as important. However, there was scarce qualitative evidence focusing on 

the lived experience of people with Lewy body dementia and their family carers. The 

dominance of cross-sectional designs to examine factors affecting aspects of 

caregiving and living with Lewy body dementia may affect understanding of changes 

over time and limit wider understanding of experiencing the course of this complex 

condition. Given that experiences may change and fluctuate, the literature review 

identified the need to incorporate a longitudinal approach in future research. This 

review also identified a gap in our understanding of, for both the person with Lewy body 

dementia and their family carer, what is like to live with Lewy body dementia as a life-

limiting illness. Moreover, in the literature, there is little evidence for the application of 

a palliative care approach to Lewy body dementia. Within this thesis I aim to address 

this crucial gap with its research questions, methods, and findings.   
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Chapter 3: Methodology 

3.1 Introduction 

In this chapter I will set out the methodological approach taken, including the rationale 

for using narratives to explore couples’ experiences of living with Lewy body dementia. 

I explain the study design, in particular the conceptual foundations - including its 

paradigmatic and theoretical perspectives - methodological processes, and methods. 

To address the research questions this study was conducted from an interpretivist, 

social constructivist stance. Conducting research within the interpretive paradigm 

offered insight into the experience of research participants and their subjective 

understanding of their social world. This involved gathering information through 

inductive qualitative methodologies to report stories (narrative research) and describe 

experience (phenomenology). Finally, I explain the procedures used to address validity 

and preserve quality within narrative research.  

3.2 Study design 

The conceptual framework is based upon the study aims and questions which are 

central to the design for this study. The research questions developed to address the 

study aims and objectives are: 

• What are the everyday life experiences of people with Lewy body dementia? 

• How do family/informal carers describe the experience of living with someone 

who has Lewy body dementia?  

• What are the similarities and differences between couples’ experiences? 

• How do these stories and experiences relate to palliative care? 

Initial patient and public involvement suggestions helped shape the research 

questions. The patient and public involvement group for this study reported they did 

not consider Lewy body dementia to be a life-limiting illness or needing palliative care 
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(Appendix 6: Initial patient and public involvement feedback). Palliative care was 

therefore not the starting point in researching people living with Lewy body dementia 

and that of their family carer, but a question to be applied to the findings.  

Placing the research question at the centre of the design is compatible with Maxwell’s 

(2013) interactive research design framework. This design framework, adapted to 

represent the methodological perspectives of this study, is represented in Figure 3.1. 

For Maxwell the five components of the research design (research questions, aims, 

conceptual framework, methodology, and validity) are connected as a whole, whilst 

allowing for flexibility. There should be a reflective process within qualitative research 

occurring throughout the project and this is represented by the blue outer box in Figure 

3.1. My own initial observations, experiences, and reflections are described in Chapter 

1 (section 1.4). The top squares (conceptual framework, aims, and research questions) 

are a closely integrated unit, as the research questions have a clear relationship to the 

aims, theories, and what is already known about the phenomenon. The bottom left 

square similarly relates, as the methods chosen must enable the research questions 

to be answered. Additional connections are represented by a dotted line, for example 

showing that the study’s conceptual framework supports, and sometimes challenges, 

aspects of validity deemed important to the study (Maxwell, 2013).  
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Figure 3.1: Study framework, adapted from Maxwell’s interactive model of research design (Maxwell, 2013). 



38 
 

3.3 Conceptual framework 

The conceptual framework of a study is derived from three interrelated areas: empirical 

findings from the literature, the paradigmatic stance, and theory. The framework 

demonstrates the orientation of the study, explains its contribution to the body of 

knowledge, and how philosophical assumptions and the influence of theory align with 

the methodology (Creswell and Poth, 2018). The conceptual framework also provides 

the foundation and focus for the study’s data analysis (Woolf and Silver, 2017).  

Within Chapter 2 I highlighted the predominance of quantitative, cross-sectional 

studies examining patients and carers needs, met and unmet, in the current Lewy body 

literature (see Bentley et al., 2021a). For patients their experiences within research 

studies have mainly been in the form of interventions, surveys, and case studies. 

Object assessment (for example medical diagnosis) and objective intervention 

(medical treatment or palliation) provide just one important aspect of knowing in the 

clinical world (Hurwitz et al., 2004). Within healthcare there is a need to reconcile the 

tension between the subjectivity and uniqueness of the human experience with the 

positivist medical paradigm (Hurwitz et al., 2004). The traditional biomedical approach 

to dementia assumes a straightforward relationship between the type and extent of 

cerebral damage and signs and symptoms of the condition. Set within a mental illness 

framework the biomedical model of dementia is a pathological organic condition that 

progresses through stages, each with a set of behaviours or ‘symptoms’ and resulting 

cognitive deficits (DeTure and Dickson, 2019). The positivist stance is influenced by 

early philosophical arguments which suggest that being human necessitates having 

the qualities of agency, identity, cognition, consciousness, reasoning, and the ability to 

be reflective (Higgs and Gilleard, 2016). 
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Lewy body dementia is a complex condition and there are multiple theories that shape 

dementia discourse. Dementia is considered to sit at the interplay of neurodegenerative 

impairment, health, individual psychology, and the environment (Fazio et al., 2018).To 

address these challenges there is a need to consider a middle way that explores the 

interaction of ‘objective’ events and their ‘subjective’ interpretation (Ezzy, 1998). This 

study’s conceptual framework seeks to add to the current literature by filling the gap in 

knowledge about the lived experience of people with Lewy body dementia and family 

carers.  

3.3.1 Paradigmatic foundations 

To address the gap of the lived experience I applied an interpretivist, social 

constructivism paradigm, applying philosophical theories of narrative, self, and 

personhood in relation to dementia and memory. Interpretivism grew out of the 

rejection of the positivist belief that all reality can be objectively measured and 

understood. The social constructivist position, in contrast to many biomedical 

approaches, takes the view that reality is shaped by beliefs, perceptions, and external 

influences (Creswell and Poth, 2018). For interpretivists emphasis is placed on 

understanding individuals, and their interpretation of their world around them. The key 

understanding of the interpretivist paradigm is that reality is socially constructed; the 

focus of research should be on how humans make meaning of their world. The 

ontological approach to this study is that human understanding and interpretations of 

their world occurs through stories, and stories are encouraged and shaped by the 

social context. Narratives represent a social reality influenced through language, 

beliefs, cultural influences, and history (Bennett et al., 2020). Multiple realities are 

constructed through our lived experiences and interactions with others. Therefore, 

epistemologically the use of the interpretivist/social constructionist approach 

translates, in practice, to a focus on personal knowledge and subjectivity. 
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3.3.2 Theoretical foundations 

The theoretical foundation forms the philosophical stance which offers a pattern of 

beliefs and understandings from which the methodology and methods of the research 

project operate (Creswell and Poth, 2018). From the narrative perspective the 

individual self is constantly changing, adapting to new experiences that are assimilated 

into a person’s life story, and gives rise to how one gives meaning to one’s life. 

Literature on narrative identity suggests we construct and deconstruct our sense of self 

to provide meaning through the relationships and stories we tell ourselves. A sense of 

self is often viewed as an essentially human characteristic which is sometimes used 

synonymously with ‘personhood’. The social constructionist perspective of selfhood in 

people with dementia is commonly associated with the work of psychologists Steve 

Sabat and Rom Harré (Sabat and Harré, 1992). Here the sense of self is 

conceptualised as the process that provides people with the sense of coherence and 

individuality that define one as a unique and particular human being (Harré, 1998). At 

times of medical diagnosis, such as a diagnosis of dementia, the sense of self and 

identity can be challenged, as people face many changes to their physical, social, and 

psychological being (Sabat, 2001). Sabat highlights that multiple views of selfhood 

within dementia can lead to a deeper understanding of retained social and cognitive 

abilities and focusing only on the condition effectively removes the person from their 

social milieu and the real world (Sabat, 2021). Dementia, therefore, cannot be 

understood solely with reference to the neurodegenerative impacts of the condition, as 

human life is based on the interdependencies and interconnections of relationships. 

There is a need to consider the wider context, including how sociocultural factors frame 

these relationships and maintain interdependencies (Higgs and Gilleard, 2016). This is 

because the self is a social construction that takes shape through interaction (O’Brien, 

2017). Self-knowledge comes through our understanding of our relation to the world, 

and of life with and among others, in the world (Ricœur and McLaughlin, 2009).  
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3.3.2.1 Philosophical theories of narrative 

An early reference on the narrative form of human thinking is said to be by William 

James (1890), the founder of the philosophical school of pragmatism. He considered 

all human thinking to consist of reasoning on one hand, and narrative, descriptive, 

contemplative thought on the other. Within philosophy these two kinds of human 

thinking are presented as opposing camps in the debate on narratives. One camp 

subscribes to the idea that narrative is woven into the fabric of everyday experiences 

forming a whole pattern, and this is intrinsic to human life (Freeman, 2021). 

Alternatively, a positivist stance views narrative as extrinsic, where life doesn’t have 

narrative built into it, but may be imposed. I draw from the former – that narrative is 

woven into the fabric of everyday experiences – and therefore epistemologically align 

with the social constructionist arguments in ‘which language, signs, cultural codes and 

the positioning of the tellers and audiences are viewed as in interplay’ (Squire et al., 

2014). From this stance narratives represent a social reality influenced through 

language, beliefs, cultural influences, and history.  

The ontological approach to this study is that human understanding and interpretations 

of the world occurs through stories, and stories are encouraged and shaped by social 

context. Therefore, the subjective dimension and its narrative expression is viewed as 

a co-constructing experience. The precise meaning of co-construction varies between 

approaches and traditions. For this study I consider co-construction as a social 

performance space, shaped by wider society (Szulc and King, 2022). People with Lewy 

body dementia may experience difficulties with communication due to brain and 

physical changes associated with Parkinsonism. This is important to acknowledge 

within the study design, as psychosocial interactions may change when a person has 

advancing dementia. In this instance there is conceivably potential for a power 

imbalance, which requires a re-think in how we maintain more equal connections.  
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One way to address potential researcher/participant inequality is to explore Buber’s 

(1970) philosophy. According to Buber et al., 1996 there are two basic modes of 

encountering the world, both human and non-human. One is the ‘I-it’ mode which is 

the objective stance to the reality before us. This refers to an ‘information getting 

objectivity, an instrumentality, and an engagement without commitment’ (Small et al., 

2007 p. 115). The I-Thou mode, sometimes framed as I-You, mode is based 

fundamentally on making contact with the pure being of another. The deep, primal 

connections in human relatedness come from the notion of the ‘between’. The 

‘between’ is described as ‘a primal category of human reality’ localising the relationship 

between human beings (Buber and Eisenstadt, 1992). It is the I-You relationship that 

needs to be considered within social science data collecting and analysis. It is 

considered that researchers enter with a particular agenda – to learn about a 

phenomenon by engaging with certain person or groups. However empathetic or 

rationally minded a researcher may be there is a need to gain something from the 

research participants (Freeman, 2021). Buber suggests a requirement to ‘let go’, a 

concept that Reissman acknowledges may take time over the course of multiple 

interviews to achieve, in order to build rapport and relinquish control (Riessman, 2008). 

Therefore, this study’s analysis process paid attention to how participants and 

researcher constructed, influenced, and developed the stories.  

One of the strengths of philosophical narrative theory is that it provides a framework to 

address many of the epistemological and ontological issues raised by psychosocial 

and cultural studies within health and illness (Ezzy, 1998). Narrative inquiry builds on 

the strengths of qualitative research by exploring construction of meaning and symbolic 

systems within a temporal framework, thus forming a link between the humanities and 

social science research (Ezzy, 1998). Narrative theory has many philosophical origins, 

the three main approaches are said to be within symbolic interactionism, 

phenomenology, and cognitive psychology (Wertz, 2011).  
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3.3.2.2 Theories of self and personhood 

The early work by James (1890) was further developed by the pragmatist thought of 

George Herbert Mead (1924). His work is a sociological theory, set within symbolic 

interactionism, that developed ideas on how individuals interact with one another to 

create symbolic worlds, and in turn how these worlds shape individual behaviours. 

From a symbolic interactionist perspective one can hold a variety of narrative identities 

and ways of presenting oneself, each of which is connected to different social 

relationships (Ezzy, 1998). Symbolic interactionism, as a theoretical perspective, deals 

directly with issues such as communication, language, interrelationships, and 

community (Crotty, 1998). It is an area focusing on social actions and interrelation of 

personal values and mind within social structures and cultures (Jackson, 2010; Kim, 

2016). Mead (1924) highlighted three key interconnecting theories that were 

particularly valuable in studies of illness. These are the theories of meaning and action, 

development of self, and temporality (Belgrave and Charmaz, 2015). Mead built on 

James’ (1890) discussion on the nature of thinking with the psychological distinction 

between the subject of knowing and experiencing (the I-self) and the object of this 

awareness (the me-self) (Prebble et al., 2013). Mead distinguishes between the self 

and the body and used the term ‘I’ and ‘me’ to distinguish between the actions and 

behaviours of the person, the symbolic ‘I’, and the internal awareness, guidance, and 

evaluation of this behaviour ‘me’. This internal dialogue, he suggests, is guided by 

learned behaviour from significant others. Therefore, aspects of self involve an internal 

conversation with the generalised other, and externally with people or groups that are 

important to us. This attention to significant others and external influences I consider 

an important aspect in dementia care and research. 

Another important theoretical perspective within dementia and self, is that of identity 

and memory. Ricoeur’s phenomenological perspective assumes that individuals form 
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an identity by integrating life experiences into an internalised, evolving story of the self 

that provides purpose and sense of unity (Ricoeur,1992). Central to Ricoeur’s (1992) 

philosophy is the suggestion that identity has two aspects of self: selfhood (memete) 

and sameness (ipseite). Selfhood reflects the way an individual defines themselves as 

separate from others, and this may change according to our social circumstances. 

Sameness refers to the fact that aspects of individuality are maintained through time 

as our core self. Memory is considered an important aspect of identity. It is ‘through 

the narrative function that memory is incorporated into formation of identity’ (Ricœur et 

al., 2010 p.84).  

Narrative identity theories have traditionally assumed that having a memory is key to 

the idea of selfhood and identity, namely, having a knowledge of the past to reflect on. 

The long-standing theoretical assumptions suggested that both ‘self and memory are 

unity constructs, with the self as a central operating mechanism, and memory as the 

brain’s storehouse’ (Prebble et al., 2013 p.815). This line of reasoning has in the past 

led to the common misconception that a loss of memory in dementia therefore leads to 

a diminished sense of self (Strikwerda-Brown et al., 2019). However, it is suggested 

that people with dementia retain the ability to experience themselves as ‘I’. Kitwood 

(1997) acknowledges the importance of others to ensure people feel listened to, 

recognised, and accepted within their self-definition – a process Buber’s philosophy 

refers to as ‘confirmation’ (Strikwerda-Brown et al., 2019). This acknowledges that 

ontological or spiritual identity continues to exist even after autobiographical memory 

has been left behind (Hydén, 2011).  

In addition to Ricoeur’s philosophy I draw from theoretical aspects of hermeneutic 

phenomenology by Van Manen (1997), as I consider it applicable to areas where 

human relations predominate. Van Manen’s phenomenology considers the notion of 

the lived body (corporeality) and lived human relations (relationality) are important 
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aspects of lived experience (Van Manen, 1997). Together with lived space (spatiality) 

and lived time (temporality) they are said to form the fundamental structure of the 

lifeworld and therefore are essential for understanding people’s subjective experience. 

From a phenomenological perspective these four ‘existentials’ pervade the lifeworlds 

of all human beings regardless of their historical, cultural, or social situatedness. They 

can be differentiated but not separated, forming a ‘whole’ referred to as the lifeworld. 

Drawing on elements of the work from Van Manen and Ricouer can provide a more 

holistic approach to underpin the physical, visuospatial, emotional, and memory 

changes common in Lewy body dementia. The consideration is, like everyone, people 

with Lewy body dementia live within a social and cultural world, and that only those 

who experience this are capable of communicating their lifeworlds (Van Manen, 1997). 

A phenomenological perspective, although less common within narrative inquiry, can 

explore the lived world as experienced by everyday situations and multiple and differing 

relations.  

3.3.2.3 Psychosocial models of dementia 

Narrative psychology is said to be closely related to the notion of self and personhood, 

identity, and meaning making (Murray, 2015). The modern study of selfhood and 

personhood and dementia can be traced to Sabat (US) and Kitwood (UK) who during 

the late 1980s and early 1990s were considering alternative understandings to the 

‘decline, decay, and deficiency’ models of dementia they saw (Sabat and Harré, 1992). 

Kitwood’s (1997) work on person-centred care is widely acknowledged as a major 

influence within the field of dementia. By conceptualising well-being in relational terms, 

Kitwood brought in the language of personhood – defined as ‘a standing or status that 

is bestowed upon one human being, by others, in the context of relationship and social 

being’ (Kitwood, 1997 p.8). Therefore, he argued, maintaining ‘self’ is inhibited or 

facilitated by the behaviour and practices of others. Consequently, other people are 
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required to support people with dementia to maintain identity through their interactions 

and communications (Kitwood, 1997).  

Sabat and Harré (1992) viewed the self as three distinct aspects of personhood. Firstly, 

self-1, is seen as personal identity, the embodied experience of being continuously 

located in a single point over time. This is the continuous experience of events that 

form the narratives of our lives. It is often expressed in the pronouns ‘I’ and ‘me’, and 

research has shown that the self-1 is relatively preserved for those with advanced 

dementia (Norberg et al., 2017), Self-2 relates to physical and mental attributes such 

as height, weight, eye colour, and sense of humour, which can be both positive and 

negative (Sabat and Harré, 1992). Kitwood (1992) refers to this as the ‘experiential self’ 

- the feeling, knowing self, the self which is the source of a person’s well-being and 

relatedness. Sabet considers Self-3 consists of a multiplicity of social identities that we 

construct in cooperation of others – self as partner, worker, patient. This ‘self’ can 

become vulnerable when a person is living with dementia if it is believed these roles 

are no longer fulfilled. The person may be regarded as socially devalued.  

Feeling devalued and subsequent altered sense of self has its roots in the social world, 

not in neuropathology (Sabat, 2006). Such ‘malignant positioning’ occurs as loss of 

self, due to the perspectives of others (Sabat and Harré, 1992). In relational terms 

‘malignant positioning’ is most often expressed within the work around personhood. 

Personhood is a multi-layered concept which can be viewed theologically, ethically, 

legally, and from social and psychological perspectives. These are considered to have 

overlapping theories and principles within palliative care (Davies, 2020). Over the years 

various person-centred theories have developed as an alternative to the biomedical 

model, with the concept of ‘person-centredness’ embedded in many international and 

UK healthcare legislative policy frameworks (Department of Health, 2009).  
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3.4 Methodology 

This study’s research aims, and questions focus on human experiences of thinking and 

interpreting meaning, and therefore relies on qualitative research methodologies to 

answer the research questions. There is increasing interest as to how qualitative 

narrative research can provide greater psychosocial understanding of people’s 

experiences of health and illness (Murray and Sools, 2014). The process of narrative 

construction has made use of narratives for understanding the constant change and 

disruption to everyday lives, such as personal, family, financial, and health problems, 

with narrative the primary means of restoring order (Sarbin, 1986).  

For Sociologist Michael Bury (1982) the term ‘biographical disruption’ describes the 

way life changing illness can threaten personal identity. For Bury chronic illness was 

conceptualised as a particular type of disruptive event, which he categorised into 

stages. As time goes on this adjustment becomes more difficult and individuals 

strategically withdraw from social interactions under the impact of symptoms – a 

behaviour also noted by Strauss (1975). As the illness progresses further the 

‘disruption’ to daily life forces a person to rethink their self, relationships, and behaviour 

(Bury, 1982). As a result personal stories are considered to have therapeutic functions, 

providing shape and order to people’s experiences and the making sense of the chaos 

caused by the disruption of illness (Bury, 1982). 

The sociologist Arthur Frank (2013) identifies the ‘chaos’ within narrative. This he 

defines as ‘the anti-narrative of time without sequence, telling without mediation and 

speaking about oneself without being fully able to reflect on oneself’ (Frank, 2013 p.98). 

Frank argues that the chaos narrative remains the most frequently unheard story 

because when individuals are overwhelmed by the intensity of their illness, to speak 

coherently becomes impossible. These narratives, particularly within the context of 

dementia, are left untold because the chaos story is most often witnessed by friends 
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and family, who may find listening painful, difficult, and frustrating. In addition a chaos 

narrative reflects ongoing challenges continually lived in the present (Donnelly, 2021). 

The chaos narrative may also be hidden or erased due to the Western focus on 

stoicism, and the desire for illness narratives to inspire others. I considered the 

importance of how best to represent the potential ‘chaos’ narrative and acknowledged 

Frank’s concern with identifying the extent to which stories were an opportunity for self-

care through expression, and how power imbalance can occur within illness stories. 

He viewed illness as an interactive experience, wherein how friends and family react 

to the illness affects the story, and the reconstruction of identity. It is therefore important 

to consider the personal dementia stories within the context of the researcher’s 

position, the influence of others, and wider society. 

Similar to published literature, the patient and public involvement work for this study 

highlighted how some people with dementia may not see their condition as an ‘illness’ 

or life-limiting (Fox et al., 2017; Richfield et al., 2013). Therefore their story may not 

necessarily be framed as an ‘illness’ narrative (Bingley et al., 2008; Page and Keady, 

2010). For this reason, and to gain a richer, broader understanding of experience, my 

theoretical perspectives are drawn from philosophies of narrative, symbolic 

interactionism, and phenomenology. This wide-ranging approach was considered for 

two main reasons: first, to address the challenge of how to reconcile the prevailing 

realist ontology (which assumes that the narrative reflects the world), with the meaning 

making, and the interactive context, of the discursive approach; second, to answer a 

key question raised by Mishler (1986) – how to account theoretically, methodologically, 

and analytically for the relationship between the events of lived experience, and the 

expression of these events into a narrative. Therefore, narrative inquiry, without its 

methodological set rules and orthodoxy enabled creativity and space to capture the 

lived experience of people with Lewy body dementia and their carers. 
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3.5 Narrative interviewing 

Narrative inquiry is the process of listening, honouring, constructing, and reconstructing 

stories about human experience (Clandinin and Connelly, 2000). Conducting a true 

narrative research interview requires the researcher to give up control and to shift to a 

more collaborative, power-sharing relationship (Riessman, 2008). This was made 

possible by considering Patton’s informal conversation interview model, which aims for 

the interview to occur in a natural conversational manner (Patton, 2015). Mishler (1986) 

suggests that informal, unstructured interviews are more likely to produce stories as 

they allow more freedom for responding. However, conducting a narrative interview 

with people living with dementia has its own set of challenges, as being entirely non-

directive would not necessarily create the desired ‘space’ or control for the participants.  

A narrative interview places the participants at the centre of the research study by using 

open-ended questions to encourage storytelling. It is important to consider how people 

with dementia may best be supported to communicate their stories. Communication is 

important as a means of expressing emotions, relationships, and social interactions, 

and is considered an important aspect of ‘embodiment’ and self. Research has 

demonstrated that communication through embodiment is a valuable creative medium 

in preserving a sense of self (Newen, 2018). Embodiment regards self as a situated 

human being, engaged in a world in a bodily way through stories, desires, choices, 

drives, emotions, needs and attachments (Newen, 2018). Embodiment provides the 

underlying framework that supports the notion that self-hood and identity can endure, 

despite a diagnosis of dementia. Much of the work in this field has been developed by 

Pia Kontos (2004), who describes embodied selfhood as referring to the ‘complex 

interrelationship between primordial and social characteristics of the body’ (Kontos, 

2004 p 837). Hydén (2013) argues for a change of focus from textual aspects of 

narrative to a focus on performance aspects of the embodied aspects of storytelling. 
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Hyden views embodiment as an interactive, collaborative resource for storytelling, 

rather than an individualistic expression. The work of Kontos (2004) and Hyden (2013) 

place emphasis on maintaining biographical continuity in dementia. By considering 

embodiment as a resource people with dementia can communicate without necessarily 

relying on verbal exchanges, as a way of enabling shared connections.  

To further enhance communication, stories were viewed as both ‘big’ and ‘small’. It is 

suggested that a small story approach can assist people who may not have the 

reflective capacity to tell big stories (Sools and Schuhmann, 2014). Small stories are 

expressions and events contained within the narrative interview which direct attention 

to the other ‘big’ stories that may be hidden (Sools, 2013). Small stories talk of the ‘I’ 

narrative and may highlight tension between the ‘I’ narrative and the wider one of family 

and community expectations (Riessman, 2008). To aid identification of bigger stories, 

small stories are observed for continuations of plotlines, or connections, built up over 

the course of several interviews. Plotlines are considered the ‘dominant thread running 

through a number of narratives’ (Bruce et al., 2016 p.3), and can aid identification of 

the ’big’ stories. In turn, big stories can help identify, from a phenomenological 

perspective, commonalities across participants’ stories, thus contributing to the 

development of an overarching theory or ‘grand narrative’.  

3.6 Validity in narrative research 

Within qualitative social science research it is generally considered inappropriate to 

assess validity through quantitative measures such as reliability and statistical 

generalisability (Creswell and Poth, 2018). Thus, this project uses the term validity in 

the qualitative sense of being trustworthy, useful, and transferable (Polit and Beck, 

2021). Riessman (2008) considers coherence, credibility, and transparency important 

to evaluating trustworthiness in narrative research. To enhance validity and preserve 

quality it was important to select procedures that reflect the study’s methodological 
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approaches. Riessman (2008) suggests two aspects of validity are important within 

narrative research: ‘the story told by the research participant’ and ‘the story told by the 

researcher’ (Riessman, 2008 p.184). To demonstrate narrative validity, I add a third 

aspect – the ‘reader’s lens’ as described within Creswell and Poth’s (2018) validity 

framework. They suggest researchers apply a variety of ‘validation strategies’ to 

document the accuracy of the study. These strategies are organised into three groups: 

participant’s lens, researcher’s lens, and reader’s lens (Creswell and Poth, 2018 

p.259).  

3.6.1 Researcher’s lens 

Researchers’ validation strategies can include corroborating evidence through 

triangulation, and engaging in reflexivity. Triangulation within qualitative research can 

be regarded as a method of enriching understanding of a phenomenon by viewing it 

from different perspectives (Vogl et al., 2019). This differs from a quantitative approach 

aimed at the convergence on a single account of the phenomenon. This approach to 

triangulation addresses Riessman’s validity of ‘the story told by the research 

participant’ (Riessman, 2008 p.184). Enriching validity through trangulation can be 

achieved by gathering data from different groups of people, dyadic interviewing, or by 

gathering data at different times from the same person.  

Reflexivity is also considered an important strategy for validity (Riessman, 2008). 

Reflexivity can be described as having a greater social awareness around the subject 

of the research and the social spaces within which the research knowledge is produced 

(Holloway and Freshwater, 2007a). They suggest a need to create a greater sense of 

the personal, cultural, academic, intellectual, and historical influences of the researcher 

in building the research knowledge (Holloway and Freshwater, 2007b). Positional 

reflexivity refers to critical self apprasial regarding biases, values, and preferences 

about the phenomenon under investigation (Creswell and Poth, 2018). These include 
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a researcher’s background, discipline, and privileges. Being a nurse has some 

advantages when interviewing people with Lewy body dementia, as the condition can 

fluctuate not just day by day, but minute by minute. People may suddenly fall asleep, 

wake up in a dream state, and sometimes hallucinate people or animals. It is therefore 

important that the interviewer knows how to respond in these situations. The context 

and relevance from my perspective as a researcher has been described in Chapter 1 

(section 1.4). As the narrative interview is considered a more interactive, relational 

process it is also important for the researcher to pay close attention to interpersonal 

reflexivity. Recognised methods to enhance reflective work such as completion of field 

observations, engagement in the field, and using a reflective journal were included in 

this project (Creswell and Poth, 2018). 

The second part of reflexivity included making the researcher ‘visible’ throughout the 

research process. This visibility occurred from the decision made in choosing the 

research topic, questions and design, to the selection of participants, and the 

interpretation of data (Bryman, 2021). Reflexivity of decisions and procedures can 

provide evidence of a verifiable audit trail and aid transparancy, particularly around the 

analysis process. The conceptual perspectives and traditions also formed the 

framework for the analysis process and provided the foundation to assess the validity 

of narrative research (Riessman, 2008). There is an increasing body of literature 

debating the variety of analytical approaches for analysing narrative data, however, 

narrative research is an emerging and evolving field with no single, clearly defined 

approach to data analysis (Meraz et al., 2019). The approach taken is said to depend 

on researcher perspective, other literature in the field, and the underlying theory used 

to guide the choice of research topic and questions (Woolf and Silver, 2017). Therefore, 

the foundation for the analysis process for this study was based on the social 

constructionist perspective. This acknowledges that whilst self and it’s expression can 

be changed by dementia ‘much of this change is attributed to how we interact with the 
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person at interpersonal, societal and political levels’ (Small et al., 2007 p.115). The 

analytical framework will be disccused in more detail in Chapter 4, with Chapter 5 

providing a more detailed explanation of the analytical and interprative processes by 

drawing data from one couple as an exemplar. 

3.6.2 Participant’s lens 

Participants can play an important role in a variety of validity strategies. Creswell (2018) 

suggests building rapport with participants and gatekeepers to learn their background 

culture and context. I had time in the field working on a variety of projects focused on 

people with Lewy body dementia prior to beginning data collection for this study. This 

included collaborating with patients, participants, and family carers within the context 

of patient and public involvement. Patient and public involvement is considered 

important for ethical, political, and methodological reasons, as well as contributing 

toward validity (Hoddinott et al., 2018). Active patient and public involvement ensures 

meaningful co-production of the research project (Burton et al., 2019). At the outset the 

group felt that experiences would vary and change due to numerous factors and a more 

longitudinal approach would likely give a range of experiences for individuals. It is 

recognised that the stories derived from memories, expectations, or projections are not 

‘set’ but embedded in a dynamic, shifting, and fluid narrative (Elliot, 2005). They 

therefore felt it was important to offer personal choice and flexibility within the 

interviews. Membership included four family carers and one person living with Lewy 

body dementia. They participated in the design of the project, the information sheets, 

interview schedule, and recruitment strategies. One family member in the group 

contributed to the selection of abstracts for the literature review process as described 

in Chapter 2. Towards the end of the study, the group provided constructive feedback 

on the findings and assisted in writing plain English summaries for dissemination. 

Sharing the findings with the public and patient group also allowed for wider 
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understanding of the persuasiveness and dependability of the ‘story told by the 

researcher’ (Riessman, 2008 p.184). Consultation with the group is summarised in 

Appendix 17. 

3.6.3 Reader’s lens 

Creswell and Poth (2018) suggest strategies for validating from the reader’s 

perspective, including generating rich, thick description with relevant excerpts and 

quotes, enabling external audits, and having a peer review or debriefing of the data 

and research process. Clandinin (2016) and Riessman (2008) consider coherence an 

important aspect of quality in narrative studies. Coherence of a study can be related to 

the extent to which it makes sense as a consistent whole. This relates to clarity of fit 

between the theory, research questions, methods, and interpretation. This provides 

evidence that the findings reflect the perspectives and traditions that frame the project, 

considered to be situated truths (Riessman, 2008). In addition, within narrative 

research demonstrating a logical sequence of the analytical process is important to 

guide the reader along to uncover the trail of evidence.  

Consensual validation seeks the opinions of competent others, to ensure agreement 

of the descriptive, interpretive, and evaluative processes (Aspers and Corte, 2019). 

Peer validation in the form of academic feedback was sought for this project. It was 

provided by a professional with experience of psychology, academic study, and patient 

and public engagement. They also facilitated public user feedback on the findings from 

a different geographical area. Their comments on this can be found in Appendix 19.  
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3.7 Conclusion 

In this chapter I discussed the interpretivist and social constructionist epistemological 

positions, and the situation of narrative and storytelling to address the research 

questions. The ontological understanding was that multiple realities are co-constructed 

through storying the lived experience and interactions with others. Theoretical 

perspectives were drawn from symbolic interactionism, narrative theory, and 

phenomenology. These perspectives were considered as interrelated to the 

methodological approach of living with Lewy body dementia from an experience- 

centred, narrative-based inquiry. Finally, I considered the importance of examining 

narrative validity from the researcher, participant, and reader’s lens.  
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Chapter 4: Research methods 

4.1 Introduction 

Within this chapter I discuss further the methods selected to answer the research 

questions in exploring the experiences of living with Lewy body dementia. The study 

aimed to explore the experience of people living with Lewy body dementia and a family 

carer via qualitative narrative interviews. I explain the rationale for a dyadic, longitudinal 

approach to narrative interviewing in allowing for a deeper understanding of changes 

in experiences over time. I describe the processes used for sample selection, ethical 

considerations, and methods used to generate and analyse narrative data. This 

discussion will take into consideration influences from my theoretical and professional 

underpinnings and the role of the patient and public involvement group.  

4.2 Population: inclusion and exclusion criteria 

Inclusion and exclusion criteria is dependent on the research aims, questions, and 

methods (Creswell and Poth, 2018). For this study inclusion and exclusion criteria were 

applied as per Box 4.1. 

Box 4.1: Inclusion and exclusion criteria 

 

Inclusion criteria 

Person with Lewy body dementia: 

• Diagnosis of either dementia with Lewy bodies (Fourth Consensus report of 
the DLB Consortium; McKeith et al., 2017) or Parkinson’s disease dementia 
(Aarsland et al., 2003) as determined by clinician or participants. 

• Capacity to give informed consent within the context of an interview.  

• Verbal skills sufficient to engage in an interview in English, or able to take 
part in an assisted interview using storyboarding techniques.  

• Close family member/informal carer willing to be involved. 

• Living in the community (home or care home).  

• Aged 18 years or over. 

Family member/informal carer: 

• Living with, or close involvement with, family/friend with Lewy body 
dementia.  

• Aged 18 years or over. 

• Have the capacity to consent on their own behalf.  
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• English language skills sufficient to engage in an interview (or able to be 
involved in an assisted interview using storyboarding techniques). 
 

Exclusion criteria 

Person with Lewy body dementia: 

• Diagnosis not confirmed, as assessed by clinician, researcher, or 
participant.  

• Lack capacity to consent to participate in the research, as assessed by 
clinician or researcher.  
 

Family member/informal carer: 

• Unable to participate in a qualitative interview using English, as assessed 
by clinician or researcher. 

• Unable to give informed consent within the context of the research, as 
assessed by researcher. 

 

The setting for the research was eastern England in the United Kingdom and involved 

people living in the community (own homes or care homes). The advantage of meeting 

in a place that is familiar to a person who has memory problems is that this may reduce 

anxiety, and questions can be individualised and restructured to elicit more concrete 

thoughts, whilst maintaining the integrity of the research (Samsi and Manthorpe, 2020). 

The geographical location was chosen as a convenience method to balance the 

challenges of achieving recruitment within a relatively small target group when 

resources for travelling were limited. 

4.3 The sample 

People with a diagnosis of Lewy body dementia and a close family member were 

recruited to the study using a convenience sampling strategy. The sample size of 

people with Lewy body dementia (n= 5–10) and their family carer (n= 5–10) was 

chosen to address the aims of the study, sample specificity, and analysis strategy, and 

allow for attrition rates. This size was deemed sufficient in part because the numbers 

of participants required can be considered smaller in narrative inquiry (Patton, 2015). 

Narrative research may be a single person or a small number of participants, and does 

not aim for ‘saturation’, as required for other qualitative research designs. (Bradbury-
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Jones et al., 2017). Malterud et al., (2016) explains sample size in all qualitative studies 

should be guided by ‘information power’ in that the more information the sample holds 

relevant for the study, the lower the participants needed. The information power for this 

narrative research is based on the need to identify interesting stories to answer the 

research questions. It is further strengthened by dyadic, longitudinal data methods, and 

the layered analytical process. This involved collecting longitudinal data whilst keeping 

the stories intact. 

4.4 Recruitment 

Participants were identified, approached, and recruited via a two-pronged approach. 

They were identified via voluntary and statutory service sectors, as Lewy body 

dementia is a relatively rare diagnosis, and many patients are not followed up routinely 

in clinical services. A flowchart for identification and recruitment is provided in Appendix 

7. In the voluntary sector, relevant charities (Parkinson’s UK, Lewy Body Society, 

Alzheimer’s Society, and local hospices), were approached to place a poster on their 

websites, and display at local support groups. The ‘Join Dementia Research’ database 

agreed to add the study to their portfolio (Appendix 8: Research poster). Potential 

interested participants were able to contact the researcher by phone or email to request 

more information. They were then posted or emailed the participant information sheet 

(Appendix 9: Participant Information Sheet) and ‘opt in’ slip (Appendix 10: Letter and 

‘opt in’ slip). Statutory health and social care services included memory clinics, 

community teams (combined mental health & primary care multidisciplinary teams), 

and the psychiatry liaison service within the local NHS trust. Within the NHS trusts staff, 

initial contact was via the team managers to request clinical staff assistance in 

providing an introductory letter and participant information sheet to eligible participants. 

This included an ‘opt in’ reply form with stamped, addressed envelope, and the option 

to telephone or email.  
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Potential participants who responded positively to a recruitment letter were contacted 

to answer their questions and to set up a meeting in a place of their choosing, be it 

home, clinic, nursing home or a neutral place. Because they were offered a choice, 

participants may have felt more relaxed in a familiar setting for the interview. At that 

meeting the patient and family member were able to ask any further questions. 

Following reading the information and agreeing to participate, potential participants 

were asked to sign a consent form.  

4.5 Consent and capacity 

Dementia is characterised by a progressive diminishment of memory, reasoning and 

language that can have an impact on decision-making capacity (Thorogood et al., 

2018). Decision-making capacity can be affected because weighing up options can be 

challenging and communication can be difficult (Samsi and Manthorpe, 2020). The 

Mental Capacity Act (2005) states that adults have the right to make their own 

decisions unless proved otherwise incapable , and this includes taking part in research. 

Specific training in assessing capacity and receiving informed consent from people with 

dementia was undertaken. To support the decision-making process the project was 

explained verbally, and information was made available in written form. Written 

information in plain English was suggested by the patient and public advice group. 

People with Lewy body dementia experience fluctuations in cognition, so the best time 

of day and place to make contact was taken into consideration. Capacity was assessed 

by the participant’s ability to indicate that they understand the research project and 

could retain, weigh up, and feedback this information. If the person with dementia and 

carer are willing, arrangements were made to visit them at home to seek consent. It 

was hoped that being in the home environment (or other place of their choice) would 

help people feel more relaxed and in control of the situation. People with Lewy body 
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dementia often have more subtle and individual language problems, so it was important 

to speak in a quiet environment, use clear simple phrases, and give time for responses.  

Written consent was obtained prior to the commencement of the study. The written 

consent form covered the different aspects of consent (Appendix 11: Consent form) 

and gave guidance to the purpose and nature of the study and the person's right to 

decline participation. It is acknowledged that due to Parkinsonian symptoms, some 

participants may have difficulty initialling in small boxes. The ethics committee advised 

it was acceptable for participants to place a tick or initials in the boxes or have support 

from a relative who can sign in the ‘witness’ section. Consent was gained for the 

interviews to be audio-recorded to ensure accuracy in transcribing the interview and 

allow the language of interactions to be explored (Riessman, 2008). Process-ongoing 

consent was in place, including checking at the start of each interview if the participants 

were able and willing to continue (McKeown et al 2010). If it was identified that the 

potential participant was unable to give informed consent the person would not be 

eligible for an interview. It was explained that participants could withdraw from the study 

at any time, without giving a reason.  

4.6 Data collection of narrative interviews 

For narrative research, data collection involves gathering information through 

interviews, direct observation, and the analysis of recorded speech or documents 

(Pope and Mays, 2020). Whilst narrative research privileges stories as meaning 

making devices, a phenomenological perspective can accommodate a wider range of 

data collection methods into the analysis. Observations, field notes, artwork, life story 

work, and photo-storying are increasingly used as ways of engaging people with 

dementia (Bruce et al., 2016).  
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From my clinical experience I was aware of the potential difficulty for people with Lewy 

body dementia to express themselves due to brain changes. Amongst researchers it 

is acknowledged that structured or direct questioning can potentially lead to anxiety 

and confusion for people with dementia (Samsi and Manthorpe, 2020). I therefore 

concur with McKeown (2017) that time and encouragement to draw out perspectives 

may be better represented through narratives over time (McKeown, 2017). Therefore, 

a longitudinal narrative approach was deemed the most appropriate method for the 

study, with an open-ended form of narrative interviewing to help support people with 

memory problems tell their stories. An interview guide was developed with the user 

group with five to seven broad, open questions as suggested by Reissman (2008). The 

questions are presented in Box 4.2, overleaf. They provided guidance, so as not to 

overwhelm participants, and to allow experiences to be explored within the context of 

the topic. 

 

 

 

 

 

 

 

 

 

 

 

 



62 
 

Box 4.2: Interview topic guide 
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4.6.1 Dyadic data collection 

To allow for additional support for people with Lewy body dementia, and widening 

perspectives, this study gave the option of interviewing with a family member present. 

Dyadic interviews commonly involve two participants that share a pre-existing 

relationship, and multiple authors have discussed the potential advantages of dyadic 

interviews (Szulc and King, 2022). These include allowing participants to stimulate 

ideas in each other that might not have been recognised or remembered to provide 

rich data, including observations (Bjørnholt and Farstad, 2014; Orsulic‐Jeras et al., 

2020). An advantage is couples may probe each other in the context of their narratives 

and introduce new topics for discussion (Morgan, 2016). Dyadic interviews can elicit a 

rich understanding of experience in context and illuminate the co-construction of 

meaning for those with dementia (Molyneaux et al., 2012). This approach offers an 

interactive way of exploring the similarities and differences of experiences between 

people living with Lewy body dementia and family carers. It allowed more opportunity 

for the participants to influence the topic and data and to provide detailed narrative 

interactions. In collecting data for this study a dyadic approach to interviewing enabled 

exploration of interrelationships and nuances of experience to better understand 

individual situations between teller and listener, and broader societal and cultural 

contexts (Squire et al., 2014). This approach is useful when a phenomenon of interest 

has been poorly defined or conceptualised, such as palliative care in Lewy body 

dementia.  

Five couple interviews were conducted with people living with Lewy body dementia and 

their family carer. With each couple three interviews were offered flexibly over a six-

month period. The interviews were offered to take place together (as dyads) or 

separately. If the person with Lewy body dementia deteriorated it was acknowledged 

that interviews may be with a family carer only. This flexibility was built into the research 
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protocol and ethics application to allow for the fluctuations and unpredictability of the 

condition and allow for one interview to be conducted separately for the person with 

Lewy body dementia where possible. This was to mitigate the disadvantages of dyadic 

interviewing, such as the effect of one participant silencing another (Polak and Green, 

2016). For the person with Lewy body dementia this included life story work. The use 

of life story work in dementia care is widely acknowledged to support person-centred 

care (Cooney and O’Shea, 2019). For the purposes of research interviewing, it can 

assist as a communication method for participants with dementia to express 

themselves (Samsi and Manthorpe, 2020). It can also reveal a richer understanding of 

context as the pattern and structure of stories are shaped by conscious and 

unconscious social and psychological forces (Murray, 2015). A dyadic approach with 

one separate interview provided a rich, more in-depth understanding, and raising the 

profile of voices that have often been neglected within health and research structures 

(Sools, 2013). 

All five couples were interviewed together initially at the first interview. Although for 

Kath and Ken, the initial interview then separated as he went to the kitchen to start 

cooking and Kath naturally flowed into showing me photographs of a recent holiday 

and what that meant to her. For Patrick and Jack, the second interview started 

separately with life story work, and then their spouses were interviewed separately in 

another room. Peter and Gayle were present during Joan and Doug’s life story work 

as they required more assistance with verbal cues and for me as the interviewer to 

hear the responses (the family members were more in tune with the quiet, slow voices 

of their partners). Kath and Ken were interviewed separately for the second interview. 

The final interviews were a mixture as spouses moved in and out of the room whilst 

also carrying out their day to day lives. The decision as to how to proceed for the 

interviews was based on giving participants the options and listening and observing for 

non-verbal ques relating to tiredness, fatigue, and anxiety. 
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4.6.2 Longitudinal data collection 

The research design also involved interviewing people with Lewy body dementia and 

their family member, at different time periods. The flexibility was recommended by the 

patient and public group and ethics committee, as it allows for potential changes in 

cognition, periods of illness, and better participation for busy families. In addition, 

stories of experiences may change and fluctuate. The stories may have differing, 

multifaceted layers due to cognition, dreams, hallucinations, and the use of metaphors. 

Mishler (1996) suggests longer narratives that are built up over the course of several 

interviews may provide the ability ‘to transverse temporal and geographical space’ 

(Mishler, 1986). In addition, it is highlighted that ‘working ethnographically with 

participants in their setting over time’ offers the best conditions for storytelling 

(Riessman, 2008 p 26). I therefore concur with McKeown (2017) that time and 

encouragement to draw out perspectives may be better represented through narrative 

form (McKeown, 2017). People do not necessarily narrate long histories in one 

interview but can focus on particular issues (Murray and Sools, 2015). It is said that 

these issues or experiences can develop, change, or fade over time (Sheilds et al., 

2015).  

For each participant, three interviews were conducted flexibly over a six-month period, 

with the second interview offering the person with dementia an option of using 

photographs or objects to story their experiences. This approach also allowed the 

participants and researcher to co-construct powerful insights. This created possibilities 

that could address not only their health concerns but offered new perspectives on the 

influences of physical, psychological, social, and spiritual constructs. Conducting three 

interviews with the same participants over time also allowed for building depth to stories 

and personal interpretation (Caldwell, 2014). The aim was to seek maximum 
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opportunity to engage actively with the participants over time, both in dyadic interviews 

and in life story work. 

All participants were interviewed in their own home. A risk assessment was undertaken 

whilst working alone, and the Lancaster University and local NHS trust lone working 

policies were adhered to. Narrative interviews lasting between 20 to 105 minutes 

duration were conducted. Interviews were transcribed verbatim by a professional 

transcriber following signing of a confidentiality agreement. The interviews were then 

checked against the audio, anonymised, and uploaded to ATLAS software for data 

analysis. 

4.7 Data Analysis 

The memory changes associated with dementia and theoretical underpinnings steers 

the analysis towards an experienced-centred form of analysis. Other forms of narrative 

analysis often focus on the recounting of past events, which entails matching a verbal 

sequence of clauses to the sequence of events (Labov, 1972). Riessman (2008) also 

considers the storyteller as connecting events into a sequence that may have 

consequences for action, (Riessman, 2008). However, as Ricoeur emphasised - the 

capacity to ‘emplot’ is not always easy (Ricœur and McLaughlin, 2009). This is 

particularly true of people living with dementia. Fluctuation is a key feature of Lewy 

body dementia, where visual hallucinations, dreams and altered perceptions merge 

with the past, present, and future. This highlights a tension where the central concern 

of narrative theory is time and identity formation, as defined by a socially dynamic 

process (Murray, 2002). As a consequence of the brain changes associated with Lewy 

body dementia storytelling that focus on structural and sequential features would seem 

to exclude people living with dementia (Milnes, 2006). I consider, as Sarbin points out, 

that ‘we do much more than catalogue a series of events. Rather we render the events 

into a story’ (Sarbin, 1986 p.23). For this reason, I draw from experience-centred 
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narratives to be inclusive of a wider range of stories of personal experience, by 

involving the past, present, future, or imaginary experiences (Ricoeur, 1992). 

Murray’s (2000) levels of narrative analysis was applied to the narrative data I 

collected. This was chosen as it provides a multi- dimensional approach to health and 

illness narratives whilst acknowledging that individual experience is centralised within 

the interconnected social and cultural context (Murray, 2002, 2000). It takes into 

consideration the social constructionist perspective which acknowledges the 

importance of how we interact with a person diagnosed with dementia at interpersonal, 

societal and political levels (Small et al., 2007). It also provided a structure to 

encapsulate ‘dialogic performance analysis’ which ‘requires more close reading of 

context, including influence of investigator, setting and social circumstances on the 

production and interpretation of narrative’ (Riessman, 2008 p.105). The application of 

Murray’s (2000) levels of narrarive analysis is provided in more detail in Chapter 5, by 

drawing data from one couple as an exemplar. 

4.8 Ethical considerations 

Ethical approval was obtained from an NHS Research Ethics Committee (REC 

reference 18/IEC08/0035; Appendix 12). The process of gaining Research Ethics 

Committee approval enabled academic approval from Lancaster University 

(FHMREC). This process is considered essential to address research governance 

standards to ensure the dignity, rights, safety, and well-being of actual or potential 

research participants (NHS 2017), particularly for groups seen as vulnerable. Plummer 

(2001) suggests that the key ethical issues to consider within narrative research are 

the issues of ownership, confidentiality, honesty (deception, exploitation), informed 

consent, benefit versus harm, and the importance of reflexivity.  
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4.8.1 Risk, benefit, and harm 

It was recognised that participants might find that recalling and talking about their life 

story evokes difficult memories, or that thinking about the future is upsetting. The 

interview topic guide (Appendix 13), and supporting information, and guidance was 

developed with the patient and public engagement group to ensure appropriate 

language was used. It was important to ensure support was available following the 

interviews, particularly if there was a change of circumstance (e.g., if participant moved 

to a care home or recently died). Approaches were made sensitively to assess the 

situation and ask the participants if they wish to continue with the study. If they wished 

to continue, details of local support organisations were made available to the 

participants.  

The study was designed to minimise the burden on participants in terms of time, but 

nevertheless they may feel repeated interviews onerous. To reduce this possibility the 

aim was for participants to be able to tell their stories in a way that left them feeling 

listened to and satisfied rather than instruments of research. This was addressed 

through an open-ended approach to interviewing, the option of using photographs, and 

a flexible approach to timing. The participant information sheet explained that study 

participants would not gain any direct benefits from taking part, but it was hoped they 

may find some therapeutic benefit in being able to take part in the interview and 

contribute to Lewy body dementia research. 

4.8.2 Confidentiality and anonymity 

The handling of sensitive material with confidentiality is particularly important given that 

people with memory problems may divulge sensitive or inappropriate personal details 

to researchers. The only occasions in which confidentiality should be broken is if the 

researcher has a serious concern about participant safety. Thus, the consent form 
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included a section to cover the divulging of information which may present a risk to 

themselves or others, and that this would be discussed with a relevant healthcare 

professional. All data was held confidentially within the university system and was seen 

only by the researcher and supervisors. 

As the study involves gathering and storing qualitative interview data, participants were 

allocated a study identity number and pseudonym, which was used in all 

documentation by the researcher. Participants were not identified in any reports 

beyond their pseudonym and role. This includes interviews and papers presented to 

the patient and public involvement advisory group for discussion. The study was 

conducted within one geographical area (Eastern England), and the pool of potential 

participants and carers was small, so it was necessary to omit some details to protect 

the identity of the participants, whilst being mindful to keep the stories intact where 

possible.  

All participant information and data were stored as per the requirements of the General 

Data Protection Regulation (GDPR), May 2018. An encrypted device was used to 

record interviews, and the recordings were uploaded to the Lancaster University BOX 

system with password protected files. Once interviews were transcribed and cross-

checked with the audio recording, they were then deleted from the Dictaphone. 

Microsoft Teams software was used to share anonymised transcripts with supervisors. 

The data will be kept for ten years before it is destroyed. Personal data used to identify 

and contact potential participants were stored securely at Lancaster University; 

password protected on an excel spreadsheet. At the end of the study participants were 

asked if they would like to be kept informed of the progress and results of the study 

and how they would like to be contacted. One couple requested a copy of the transcript, 

and one family carer asked to be kept informed of study findings via email. This 

information was only accessible by the researcher and supervisors. Paper data will be 
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stored in a secure archive facility at Lancaster University following study completion. 

Electronic data was archived in Lancaster using the data archive PURE for ten years. 

4.8.3 Reflexivity  

Narrative research requires a high level of reflexivity, particularly within the process of 

interviewing, analysis, interpretation, and subsequent reporting (Elliott, 2005). 

Challenges to the integrity of the research can be addressed by considering how my 

own perspective – and background in community nursing, palliative care and dementia 

research – might influence the data, and how the subsequent interpretation was 

influenced by personal, historical and cultural experiences (Creswell and Creswell, 

2018). These clinical roles can affect the way questions are asked and interpreted 

(Hunt et al., 2011), and may affect participants’ responses. Conducting a clinical 

interview is very different from a research interview, requiring a mental shift from being 

someone whose expertise is being sought to someone who is an inquirer seeking out 

the expert experiences of others (Durkin et al., 2020; Hunt et al., 2011). I piloted and 

practised the questions with one of the patient and public group members to help 

maintain a balance of listening, space and observing the emotional experience being 

narrated.  

During the interviews I remained conscious to maintain my research identity rather than 

as a nurse. This may have impacted on the earlier interviews as my previous clinical 

and research knowledge  may have resulted in assumptions being made, where more 

probing may have elicited deeper understanding. However, my role and approach 

changed as I became more aware of the challenges in moving from clinical to research 

interviewing and dual roles as clinician and researcher. The transition from initial 

clinical style of thinking and collecting information toward qualitative research 

interviewing occurred over time and with practice. Whilst acknowledging that my 

experiences were intricately bound in the way I conduct myself and the interviews. The 
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final interviews were more relaxed as my behaviours and mannerisms changed over 

the course of the interviews. They become less tense, less hypervigilant about 

communication styles with the participants. Interview flowed more naturally  as time 

went on creating an atmosphere where participants seemed to feel more at ease and 

so talk more freely. Once the initial interviews were collected it became less about 

collecting data and more about being and listening. This links with Mishler’s (1986) and 

Riessman’s (2008) explanation as ‘letting go’, which I felt allowed for a different level 

of engagement. This allowed a form of listening  to people’s lives and recording their 

experiences using all the senses.  

From my reflective diary I reflected that participant’s also changed over time. I noted 

that by the third interview there was more evidence of family day to day living, such as 

may be noted in ethnography. One couple had their daughter and granddaughter 

visiting and they were cooking and popping in and out of the front room, and two of the 

carers were dealing with daily chores. The final interview for Kath was more poignant. 

She was always well dressed in make up and ready to receive me as a visitor. She 

usually maintained a positive, outward appearance, but by the final interview she had 

been in hospital again and was no longer dressed up as she admitted being ‘tired’ now. 

4.9 Conclusion 

In this chapter I outlined the methods used to ensure a balanced sample, recruit 

participants, and collect data from them. I described how ethical aspects were 

addressed, highlighting some of the challenges from a researcher perspective, such 

as conducting narrative interviews following years of experience using a more clinical 

style of questioning. The importance of reflexivity and transparency was considered, 

particularly within the analytical process. Within the next chapter I develop in more 

detail the data analytical framework, by drawing data from one couple as an exemplar. 
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Chapter 5: Demonstrating narrative analysis 

5.1 Introduction 

The aim of this chapter is to provide a more detailed explanation of the analytical 

process which led to the findings for the empirical research. Using examples from one 

couple I will describe the application of Murray’s (2000) four levels of narrative analysis. 

A published version (Bentley et al., 2021b) is included in Appendix 14. The focus is to 

provide transparency of interpretation and demonstrate a logical sequence of the 

analytical process, to guide the reader along to uncover the trail of evidence 

(Riessman, 2008). Finally, I explore how this application relates to validity in the context 

of the story told by the participants and researcher.  

5.2 Developing an overarching descriptive analysis 

Murray’s (2000) four levels of narrative analysis seeks to illuminate the complexity of 

health and illness narratives. This is by exploring the personal, interpersonal, 

positional, and societal levels at work in stories (Murray, 2000). The final stage involves 

identifying narrative threads and connecting the levels. To demonstrate this multi-

layered approach to analysis one couple’s excerpts were chosen for this chapter. This 

was to enable a clearer, more detailed view of the text from different perspectives, and 

the processes involved in connecting the levels. For the purposes of this research 

study, during speech quotes the pseudonyms of people with Lewy body dementia will 

be highlighted in bold to help differentiate between them and family carers. Where 

couples are mentioned together the person living with the diagnosis will be identified 

first. 

Initial listening and reading of transcripts resulted in the study data being organised 

into an overarching narrative in the form of a short descriptive profile for each couple. 

This aids in the identification of the small and big stories, and enables familiarity with 
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the key characters, features, and content of the longitudinal interviews (Murray and 

Sools, 2015). A single coherent narrative also helps ‘to preserve the flow of the story 

as a whole’ (Bazeley 2013, p.115). This is considered important when the raw data 

may be disjointed as it helps to get a sense of the whole before going into more detail 

on the main chapters and stories. This chapter provides excerpts from Joan and Peter, 

a retired professional couple in their early seventies who have been married for over 

forty years. Joan had first noticed changes to her mobility about five years previously 

and was given a diagnosis of Parkinson’s which she found ‘depressing’. A few years 

later Joan had some problems with her memory, and ‘started to see children and other 

people in the garden’, which she found ‘unsettling’. She was eventually diagnosed with 

Lewy body dementia. Overarching descriptive narratives for each couple are included 

in Appendix 15. 

5.3 Analytical questioning of the data 

Once the overarching narrative had been identified, repeated listening to the audio 

recordings and re-reading of transcripts allowed for familiarisation of both structure and 

content of the narrative accounts (Davidsen, 2013). Simultanously, the data was 

analysed in line with Murray’s (2000) four levels of narrative analysis, examples of 

which are presented in Table 5.1.  

Table 5.1: Murray’s four levels and related analytical questions (adapted from 

Murray, 2000; Murray and Sools, 2015)  

Level Health & illness 
narratives 

Narratives portrayed 
as: 

Analytical 
considerations/questions 

1 Personal  
 

Expressions of the 
lived experience of 
the narrator. 
 

What stories are being 
told?  
Which events are noted? 
Who are the main 
characters and sub-
characters in the story? 
Where/what is the setting 
(physical or psychosocial) 
for the story?  
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Are there divergent 
perspectives in dyads’ 
experience of same story? 
Which stories reoccur and 
change over time? 
 
What is the under-lying 
narrative thread of the 
stories? 

2 Interpersonal 
 

A dialogue which is 
‘co-created’ and 
structured between 
participants and 
interviewer. 
 

In what context does the 
interview take place? 
How do couples’ 
interactions/relationships 
influence the storytelling?  
How is it determined which 
stories fade, and which 
dominate and get told? 
Is there an indication that 
the stories are told with an 
intention to be read or 
heard? 
How do the participants 
articulate which are 
important stories? Are there 
messages to be conveyed? 
 

3 Positional 
 

The differences in 
social position 
between the narrators 
and 
researcher/listener. 
 

Within the interview 
interaction what roles and 
social characteristics are 
known or emerge? 
How may the 
characteristics (gender, 
age, health status, 
background, role, etc) of 
the researcher affect the 
storyline? 
How do the interviewers’ 
questions, responses, and 
behaviour influence the 
story? 
 

4 Societal/ideological 
level 
 

Shared stories that 
are shaped by the 
social context and 
ideological 
assumptions within 
which we live. 

How does the social, 
cultural, and historical 
context influence the 
stories? 
What broader societal (or 
community-based) 
assumptions (thoughts, 
practices, language) are 
evident? 
 

 Connecting the 
levels 

An integration of the 4 
different levels of 
narrative analysis 
 

What is the narrative thread 
evident at each level? 
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Is there a connecting, 
underlying narrative woven 
through each level?  
What new evidence does it 
offer? 
 

 

5.3.1 Level 1: personal stories  

Murray’s (2000) analysis, performed at the personal level, focuses on stories which are 

considered to have therapeutic functions, providing shape and order to people’s 

experiences (Davidsen, 2013). Most commonly this occurs in the reassessment of 

identity (Frank, 2013), and the making sense of the chaos caused by the disruption of 

illness (Bury, 1982). Initial analysis at the personal level identified the setting, plot, 

characters, and main event of each storyline. A title was then applied to capture the 

focus of the ‘small’ stories at the personal level (Murray and Sools, 2015). Within each 

story the narrative thread was then identified as a means of viewing underlying 

experiences (Puplampu et al., 2020). To observe if experiences changed over the three 

interviews, a time-ordered sequential matrix was developed (Table 5.2: Example 

personal stories: longitudinal analysis matrix. Grossoehme and Lipstein, 2016). 

Table 5.2: Example personal stories (Peter and Joan): longitudinal analysis 

matrix; Grossoehme and Lipstein, 2016). 

Story title Interview 1 Interview 2  Interview 3 

Narrative thread Narrative thread Narrative thread 

Healthcare 

interactions 

Advocacy Frustration Restrictive, rigid 

system 

Relationship 

changes 

Marital 

disconnection 

Loneliness Adjusting to being 

apart 

Becoming a carer Learning through 
experience 

Guilt Adapting & accepting 
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Interviewing couples together also added another dimension to the analytical process. 

Dyadic interviews at the personal level allowed for a deeper understanding of divergent 

and convergent views on a shared experience (Polak and Green, 2016). However, it is 

important to observe whose story gets told, and this became apparent when analysing 

at Murray’s (2000) interpersonal level. 

5.3.2 Level 2: co-created stories 

The interpersonal level of analysis is one that is ‘co-created in dialogue’ and as such 

is the result of a joint enterprise (Murray, 2000). This level is important in understanding 

the context, structure, and participant roles in shaping the character of the narrative 

account (Mishler, 1986). The couples were predominantly interviewed together; 

therefore, the stories are portrayed as shared expressions of their lived experience, to 

acknowledge the ‘interdependent relationship between individuals…as a source of 

information rather than attempting to control for it’ (Caldwell, 2014 p.488). Co-created 

stories can provide a common reflective space that produces rich data, both in terms 

of expanding and corroborating a story, and by highlighting differences and 

disagreements (Bjørnholt and Farstad, 2014). When analysing which stories fade or 

dominate it was found that spousal caregivers often influenced the direction of the 

stories: 

Peter: Tell [researchers name], you had a visit from an occupational therapist, 

can you tell her about that? That was last Wednesday wasn’t it. What did she 

come for, do you remember what she came for? (Story – Healthcare interactions: 

Interview 3). 

The question ‘do you remember’? occurs in everyday conversations but was 

particularly noted within the stories and became poignant for carers. It often became 

apparent to them during the conversational interviews that the person with Lewy body 
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dementia did not remember or understand what is being said. This had the dual effect 

of making a carer aware that their partner may be ‘worse’ than they initially thought – 

a sense of realisation over time – and that many of their ‘shared stories’ that defined 

them as a couple were receding.  

Due to the conversational nature of the interchanges, there were frequent interjections: 

Interviewer: Can you tell me a bit….  

Peter: Sorry, no I was going to say, once the diagnosis had come through, that 

gave you some access then to a Parkinson’s nurse didn’t it.  

Joan: That’s right. (Story – Healthcare interactions: Interview 1) 

Peter says he ‘find[s] it quite difficult to hear Joan at times,’ and Joan did have difficulty 

in getting her voice heard in the interview setting. By the final interview she did make 

the point that ‘the idea is to have a two way conversation’ when talking to Peter about 

her respite carer:  

Interviewer: Do you find those visits [from the respite carer] helpful?  

Joan: Yes, except Katie is so good at talking.Try to get a word in sometimes. 

Peter: I can imagine [laughter].  

Joan: But the idea is to have….[a] two-way conversation. 

The challenge to ‘get a word in sometimes’ may be due to the physical and cognitive 

changes associated with Lewy body dementia, differing personalities, or Joan being 

viewed in the role of ‘patient’ or ‘cared for’ person. It highlights the disadvantages of 

joint interviewing, when the interaction may have the effect of silencing an individual’s 

account (Polak and Green, 2016). An attempt to counterbalance this was including life 

story work in the study design, ideally at the second interview. However, the couple’s 

intimate knowledge of each other may serve as an advantage in expanding 
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conversations. Peter instigated the conversation around Joan’s loss of not being able 

to play with the grandchildren and sadness of being seen as ‘nanna in the bed’. 

 

Peter: Not so easy for you though with youngsters is it.  

Interviewer: I was going to say how is that when [the grandchildren] come?  

Joan: Well I enjoy having them but find I can’t, play with them so much because 

I can’t get down and get up, I need some help.  

Peter: Do you find you miss that?  

Joan: Yes. 

Analysing Murray’s interpersonal level within the context of dyadic interviews enabled 

greater understanding of how couple interactions and relationships influence the 

storytelling and whose story gets told. This can show differing perspectives of the same 

experiences adding to the quality, depth, and richness of the data. 

5.3.3 Level 3: positional influences 

Social characteristics and roles are relevant at the positional level of analysis; in 

particular the role of the researcher, where the issue of power relations is of principal 

concern in narrative enquiry (Clandinin and Connelly, 2000). Challenges to the integrity 

of the research can be addressed by considering how the researcher’s perspectives 

might be influenced by personal, historical, cultural, and academic experiences 

(Creswell and Creswell, 2018). Professional socialisation is considered unavoidable 

(Salisu et al., 2019). Within this analysis I aimed to remain ‘visible’ by retaining the 

interviewer dialogue within the stories. It was therefore important when analysing the 

stories to examine my natural orientation toward the clinical interview and ‘probing’ 

questions. For example, when Joan and Peter talked about the speech and language 

therapist visit: 
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Peter: [S]he was first brought in to look and see whether Joan was having 

swallowing difficulties.  

Interviewer: I was going to say do you find that’s a bit of a problem, swallowing? 

Peter: Not too bad is it… 

Analysing the positional level at different time points can highlight how the roles for 

researcher and participants may change and evolve as they become more acquainted. 

For some the interview provided a therapeutic avenue to open communication between 

the couple. ‘It’s been nice today, you’ve talked a lot about how you feel...we’ve really 

never talked about really have we Joan your condition as such...’ By the final interview 

Peter says ‘I’ve been impressed, Joan’s talked more this morning than I’ve heard you 

in ages…. So can you come again every day [laughter].’ When considering the balance 

of power it is important for the researcher to ensure people feel positive about the 

research interaction.  

5.3.4 Level 4: Societal and cultural influences 

The societal level of analysis is concerned with the socially shared stories that are 

characteristic of certain communities or societies (Murray, 2000). Community-based 

assumptions were considered within cultural, social, and linguistic dimensions as this 

allows for broader understanding of the narrative (Andrews et al., 2013). Words such 

as ‘medicines’ and ‘brain’ are frequently drawn on to frame and discuss dementia in 

the media, and can influence shared beliefs and influences surrounding health and 

illness (Bailey et al., 2019). Peter had been ‘looking things up’ and was particularly 

concerned about the effects and interactions of the medications Joan is on – 'my 

biggest worry is the interaction of medication which all seem to pinpoint the same part 

of the synaptic join if you like’. Exploring societal and cultural perspectives and can 

illuminate tensions between self, disability, and communities (Riessman, 2008). The 
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medicalisation of palliative care, and the western policy of framing service delivery 

around the ‘carer’ and ‘cared for’ was also noticed at this level. Peter had registered as 

a carer to access support and courses and had taken on the monitoring of Joan’s 

condition. In one interview he noted ‘I’ve got monitors and things, I can check her 

oxygen saturation, I can check blood pressure’. He had antibiotics and can decide to 

give them to Joan if she becomes unwell. 

5.3.5 Connecting the levels  

The final stage of analysis involved connecting and articulating the couple’s stories 

across the four levels (Murray, 2000). Evaluating how these levels work together can 

allow for a deeper understanding of human experience and enhance ‘coherence’ of the 

data (Riessman, 2008). Identifying connections can lead to a greater depth of analysis 

and contribute to the wider social narrative (Wong and Breheny, 2018). Finding the 

connections between these different levels is complex; however by doing so it becomes 

possible to challenge the dominant narrative and ‘develop a new story that enhances 

alternative knowledge’ (Murray, 2000 p.344). It is at this stage the data is analysed 

though a researcher’s lens with the purpose of gaining a deeper understanding of the 

participants’ experiences, aided by the theoretical underpinnings of the study (Creswell 

and Poth, 2018).  

Joan and Peter storied many aspects of living with Lewy body dementia. Drawing 

these small stories together across levels and over time identified the main connecting 

narrative (or ‘big’ story) as ‘communication’ for this couple. Stories at the personal level 

highlighted the relationship between communication style, competence, and message 

strategies. An example of this was provided when Peter was communicating with the 

therapy team – ‘they started treating me like an infant’. At the interpersonal level 

communication gaps were also observed within the couple’s relationship, as Peter 

expresses that ‘the other frustrations are um there’s nothing from Joan’. Yet Joan 
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articulated that ‘the idea is to have...[a] two-way conversation’. Analysis at the 

positional level reveals how the research interview acts as an avenue to open up 

communication between the couple: ‘it’s been nice today, you’ve talked a lot about how 

you feel…’. Exploring societal and cultural perspectives identified how communication 

between Peter and the community health and social care teams improved as they work 

together to care for Joan at home. 

5.4 Validity of the findings  

Applying Murray’s four levels of analysis enabled a transparent analysis process to 

reflect the multitude of influences which in turn can strengthen the validity of findings. 

From a narrative perspective this included the story told by the research participant, 

the story told by the researcher, and ultimately the reader’s perspective (Creswell and 

Poth, 2018). To enhance coherence of the stories told by the research participant the 

stories were kept intact rather than breaking into themes. The longitudinal nature of the 

couple interviews provided rich data, by illuminating different experiences of the same 

event, for example. How people relate their experiences to others is complex, and this 

approach attempted to integrate the content, structure, and composition of dyadic 

narrative interviews in a flexible way.  

From the researcher perspective the interviewer remained visible within the text which 

enables transparency of the analysis process to clarify and confirm the story told by 

the researcher (Riessman, 2008). Reflexivity is key within the analytical process. From 

a nursing perspective it is important to recognise that when you develop a research 

topic your many aspects of involvement, knowledge, and assumptions about the 

subject may lead to non-intentional biases. It is acknowledged that clinical roles – such 

as my background in community nursing, palliative care, and dementia research – can 

affect the way a researcher asks questions and how the answers are interpreted (Hunt 

et al., 2011). To address these issues two supervisors checked the initial interviews to 
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observe for overly clinical or leading questions. They had oversight of the data analysis 

process as a means of corroboration, and of establishing trustworthiness of the 

interpretation process (Loh, 2015). Reflexivity of decisions and procedures can provide 

evidence of a verifiable audit trail and aide transparency, particularly around the 

analysis process. A research diary was used to make notes as soon as possible 

following the interviews and a reflective journal maintained in ATLAS.ti ‘memo’ for 

eighteen months during the analytical process.  

5.5 Conclusion 

In this chapter I provided a structured, transparent example of how data collected for 

this research study was able to connect and integrate Murray’s levels of analysis. It 

explored one couple’s stories at the personal, interpersonal, positional, and societal 

and cultural levels. The final stage involved connecting the levels to provide more in-

depth and broader understanding of the experience of living with Lewy body dementia. 

Applying Murray’s four-level approach enabled a transparent analysis process to 

reflect the multitude of influences which in turn can strengthen the validity of findings. 

The interpretation of the stories, together with application of the research questions, 

provides the findings which will be presented in the next chapter. 
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Chapter 6: Findings 

6.1 Introduction 

Within this chapter I explore how the findings of my research, including how I identified 

certain experiences and their impact for couples living with Lewy body dementia over 

time. The profiles of the participants are initially presented. I then examine how the ‘big’ 

stories discussed in the previous chapter, being social, self-reliance, looking for 

answers, communication, and conflict, resulted in the identification of the overarching 

narrative of social connectedness. The narrative of social connectedness was strongly 

represented across stories, between couples, and over time. Seven steps of social 

connectedness were identified. Finally, I explore how the narrative of loss affected the 

ability to remain socially connected. This is presented as the shared experiences of 

physical, psychosocial, and social loss, with a focus on loss of voice, energy and 

motivation, and continence.  

6.2 Participants 

Five couples were interviewed between July 2019 and February 2020. The interview 

times ranged between 20 and 102 minutes. The mean time for an interview was 61 

minutes. Table 6.1 contains brief demographic information, with the pseudonyms used 

to protect anonymity, and names in bold representing the person living with Lewy body 

dementia. For reporting the findings, the term ‘spousal caregiver’ will be used when 

discussing the spouse who does not have Lewy body dementia. All participants were 

of white British ethnicity.  

Table 6.1: Participant demographics 

Participants Patrick Kath Joan Jack  Doug 

Gender M F F M M 

Age range 70-75 70-75 70-75 65-69 70-75 

Diagnosis DLB DLB PDD/DLB DLB DLB 

Years diagnosed 2 years 8 years 2 years 3 years 6 years 
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Caregiver Sue - 
Wife 

Ken - 
Husband 

Peter- 
Husband 

Linda -
Wife 

Gayle – 
Wife 

Age range 70-75 76-80 65-69 65-69 70-75 

Married – years 35+ 35+ 45+ 35+ 45+ 

Adult children 3 2 2 3 3 

Dementia with Lewy bodies (DLB), Parkinson’s disease dementia (PDD) 

 

Participants consisted of people with Lewy body dementia (n= 3 males, 2 females) with 

an average age for people with Lewy body dementia 72.2 years, and family carer 70.4 

years. The couples had been married for an average of 42.3 years. Jack and Patrick 

had been recently diagnosed with Lewy body dementia, Kath had been living with the 

condition for several years, and Doug and Joan were in the advanced stages of Lewy 

body dementia. They both subsequently died a few months after the interviews.  

The five couples told a variety of stories which included their experiences of diagnosis, 

positive and negative interactions with health professionals, activities they could no 

longer do, and adjustments made to address the challenges they face in daily living. 

The ‘big’ stories were identified for each couple using  the same analysis process which 

identified Joan and Peter’s story of communication in Chapter 5. The ‘big’ stories were 

being social, self-reliance, looking for answers, conflict, and communication. For Kath 

and Ken conflict was evident conversationally as she made frequent references to 

‘fighting’ the condition. It was apparent that as her physical changes threated her self-

perception this resulted in adopting coping mechanisms such as fighting strategies, for 

example not speaking to her daughter when she purchased a wheeled walker. At the 

interpersonal level her exchanges with Ken were sometimes fractous. Kath explains 

she goes out into the garden when things get tense. For Jack and Linda the importance 

of self-reliance and being independent dominated their story. From being part of a ‘self-

sufficiency’ smallholding group to moving house so they would be closer to services, 

they speak of the importance of relying on each other. Difficulty finding out about 

disease specific information and around accessing healthcare services was particularly 
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challenging for Sue and she spent time  ‘looking for answers’, where she could. This 

included joining dementia groups, looking things up, revisiting the GP, and asking the 

researcher for advice and tips.  Although some stories were unique to each couple, the 

final phase of the analysis examined the commonalities of their lived experience. The 

importance of ‘social connectedness’ was a shared experience that dominated for all 

couples across time. 

6.3 Social connectedness 

Through exploration of the shared stories between and across couples it was identified 

that all participants found it more difficult to maintain social connectedness with each 

other, and the wider world, over time. The term ‘social connectedness’ is widely used, 

however, here, within the study findings, applies ‘when a person is actively involved 

with another person, object, group, or environment, and that involvement promotes a 

sense of comfort and well-being’ (Hagerty et al., 1993 p.293). Conversely, ‘social 

disconnectedness’ can result in isolation, loneliness, loss of self-esteem, and 

symptoms of depression and anxiety (Santini et al., 2020). For the participants this 

resulted in multiple stories of losses, many of which occurred early in the disease 

progression for the person with Lewy body dementia. 

The analysed stories highlighted sudden changes or a ‘shifting’ as the couples lost 

some connections and made efforts to develop others. These shifts occurred when 

people were less able to remain self-reliant, and there was an increased need for 

information and support, particularly around requiring answers about how to manage 

the condition. These shifts, or changes, are depicted as a stepwise representation in 

Figure 6.1. The use of a stepwise approach is partly a reflection on how the participants 

remembered and constructed their stories around health and illness. These were often 

around sudden events such as not being able to drive, or a fall resulting in prolonged 
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hospital admissions. Although the couples made some new connections, the overall 

trend was a deterioration in ability to remain socially active.  

Within Figure 6.1 the ‘big’ stories of self-reliance, looking for answers, and conflict are 

represented as phases the couples experienced. Although some stories were more 

dominant for each couple, they all shared similarities around trying to gain knowledge 

of the condition, struggling to maintain independent lives, difficulty communicating with 

each other and health professionals and giving up parts of their lives whilst trying to 

make new connections. These phases often overlap, resulting in internal and external 

conflict, with problems communicating and difficulty maintaining social connectedness 

occurring over time. The couples are placed on the diagram in the area most 

representative of their situation, based on the longitudinal findings. The colour blue 

represents where self-reliance most actively occurs, red where most conflict was 

experienced, with green representing times of information searching. 

Figure 6.1: Stepwise representation of social connectedness 
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6.3.1 Maintaining social connections 

The findings highlight the importance of maintaining social connections with people 

such as friends and family and groups. Couples mentioned connections with pets, 

objects, hobbies, music, the environment, and being involved with the wider 

community. The importance of socialising, being active, and the need for fun and 

companionship were frequently storied. Jack still likes to walk with long term friends. 

As Linda mentions ‘he’s got three friends and they go and walk once a month quite 

long walks, ‘cos you’ve always done that haven’t you’? For Doug and Gayle walking 

the dogs was a big part of engaging with friends and keeping in contact with the wider 

community.  

Gayle: You see a lot of people in the afternoon walking dogs, it’s quite social… 

Doug: you also got a chance to [meet people] the dogs were a necessity. 

Somebody to come and chat to… .  

Linda talked of the need to get out and ‘do things’ and keep busy, but Jack 

acknowledged it’s getting more difficult to do things together: 

Linda: I think doing things is good, to get out and do things... .  

Jack: And we do get out and do a lot of things. But it’s incredibly difficult to come 

up with what you do and what do I do. 

The importance of retaining a sense of purposeful activity was particularly strong for 

Kath, Gayle, Linda, Sue, and Peter. For Gayle and Linda this related to a sense of 

personal value and contribution, as Gayle described herself as ‘community spirited’, 

and Linda and Sue were also involved with volunteer work. The importance of being 

self-sufficient and self-reliant featured in many of the stories. Kath described a past 

holiday and the joy of discovering some independence: 
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Kath: [W]ell I never go out on my own, that’s the first time I’ve ventured out on 

but um I wanted to look round… .Oh I tell you what I thoroughly enjoyed myself, 

in and out the different shops, I thoroughly enjoyed it,…that was an experiment 

for me… . I thought I can do what I want to do, and um, it was [a] confined 

environment, do you know what I mean? …I’d got my stick but there was also 

things for me to hold onto, [with] the rails. 

References to self-sufficiency highlighted the importance of being able to draw on each 

other and their marital resources built up over many years. As the Lewy body dementia 

progressed there was a need to balance maintaining independence with acceptance 

for support, which gave rise to tension and conflict between the couples.  

6.3.2 Developing new connections together 

Although some friendships became strengthened around this time, others 

‘disappeared’, resulting in the need to re-evaluate and adjust. The findings highlight 

the need to adjust to seek out new connections and friendships with people in a similar 

situation via local memory groups, or where they felt comfortable with their diagnosis. 

For example, Jack and Linda enjoy going to a self-sufficiency group:  

Linda: [W]e meet in people’s houses once a month don’t we and talk about 

various things. We get on really well with people there.  

Jack: Yeah and I mean that’s great fun ‘cos we sort of have um a meeting and 

the women will make something to eat, you know and ….. [it’s the] 

companionship, that sounds a bit weak…. sounds more about like wearing 

slippers a bit but er well it’s important to me. I mean I think we, Linda more than 

me, are pretty good at socialising, considering that I haven’t got a car, I can’t 

drive. 
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Ken says they have developed new friendships through the Alzheimer’s Society: 

Ken: Once a month we go out for lunch with a group that used to be Alzheimer’s 

and when Alzheimer’s packed up doing lunches we decided that we would still 

go for the lunch after the meeting and then they packed all the meetings up in 

favour of dementia cafes,….unfortunately er one of the chap’s wives died, um so 

we’re down to four of us now.   

6.3.3 Social disconnection 

For the person with Lewy body dementia social disconnection became evident early 

on in their condition due to psychological and physical changes. Stopping driving, early 

continence issues, mobility problems, and falls were common stories. Kath and Joan 

found it difficult to reconcile their loss of independence throughout the course of the 

interviews. Kath said she will ‘fight’ the changes: ‘I do fight it, very much so, ‘cos I won’t 

let it get hold of me’. This resulted in tensions and conflict between couples – 

particularly around the use of assistance and mobility equipment. Peter wanted to use 

the electric armchair and stair lift for safety reasons, but Joan was still trying to remain 

active: 

Peter: [W]e’ve got this armchair...it’s not Joan’s favourite chair it’s funny, all the 

various things that we’ve looked to buy that might make the house a bit more 

comfortable you’re not that keen on are you [laughter]. You don’t really feel you 

need it really do you, which is good, it’s there... 

Joan: I’m sat in here all the time, I want to be exercising.  

Peter: Good point…we [also] bought a chair for the stairs, but I don’t think you 

[are keen to use it]. Which is good you’re determined to go up and down stairs 

but of course the worry is having a slip on the stairs would be awful. 

Joan: I’ve got a railing haven’t I? 
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By the final interview Joan was unable to get out of bed at all and expressed this 

situation with the use of metaphors, in particular being a prisoner, of being kept captive 

in her hospital bed:  

Joan: I was capable of being able to walk, whereas now I’m mostly being prisoner 

here. 

 Interviewer: Prisoner here, you mean in bed?  

Joan: Mmm. I have all my um meals… It’s frustrating…Unfortunately she [the 

occupational therapist] concluded that I wasn’t ready to be released. 

Kath’s falls and subsequent hospital admissions led to a step down in her mental and 

physical function. When her mobility became notably worse, she became frustrated, 

and her daughter purchased her a walking aid: 

Kath: Um mobility at the moment is quite frustrating for me now. I do have a 

walker, and [my carer] said I think it’s getting time near the time when you need 

to get it out and start to use it, ‘cos it’s put away. My daughter got it for me and I 

was a bit upset, you know, and I wouldn’t even think about it. But now I know 

myself mobility is getting worse, so you know…I cried… .And I just I couldn’t talk 

to her until the next day. 

Kath differed for the other participants with Lewy body dementia in that it was she who 

pushed to do more, whilst Ken tried to advise her to pace. 

Ken: Kathleen is quite determined that it won’t have too much of an effect on her 

and that is her biggest problem is that she just won’t give in to anything… . And 

then next day you know she’s tired and wants to spend the day in bed so she’s 

her own worst enemy in that respect but she won’t try and pace herself. 



91 
 

For the other participants tension occurred as the spousal caregiver tried to maintain 

activities as a couple and keep busy, whilst the person with Lewy body struggled with 

tiredness, fatigue, and eventually a lack of motivation. Linda storied the importance of 

maintaining an active lifestyle and keeping busy. However, Jack admits he’s ‘not 

always motivated’ and has to pace himself.  

Jack: I do feel that.…it’s good for me to take things you know not too enthusiastically. 

Linda: But we do things, it’s better if you’re doing you know.  

Jack has started to accept that he can’t do as much saying ‘there are limits and I think 

I’ve accepted that’; but Linda has struggled to adapt. Gayle has started to accept her 

circumstances, expressing at times that ‘I just can’t do all the things I like to do’ and 

‘I’ve always been quite a public spirited [person] and like being involved in the 

village….I like to contribute [but] I can’t you know as much… so I don’t get the social 

contact that I used to’.  

Psychological and physical changes such as tiredness, hallucinations, delusions, loss 

of memory, word finding difficulty, and incontinence resulted in the person living with 

Lewy body dementia reducing their social activities and interactions. As a result, the 

spousal caregiver started to have to go out alone. As the social, physical, and 

emotional disconnections progress a further stepwise deterioration occurred. The 

couples sought support from outside, in the first instance from friends and family.  

6.3.4 Support from adult children 

Data highlighted the importance of adult children in providing opportunities for respite, 

supporting the person with Lewy body dementia to maintain hobbies and provide a 

family ‘plan’. They provided practical resolutions for equipment and gave emotional 

support. They maintained the ethos of ‘self-reliance’ within the family to provide care: 
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Jack: Well we’ve had to rely on each other to a considerable extent.  

Linda: Well I think it is just it’s yourselves isn’t it and it’s having [the] children, 

they’re straight in there. They sorted out this weekend themselves, and just 

announced it, ‘Mum and Dad I’m here this weekend.’ Fran does the second 

weekend, Jack’s sister does the third, Colin does the fourth… . 

Jack: It’s part of the treatment of me, family have very kindly set it all up so that 

I can stay at home and do as much as possible, and it’s a considerable sacrifice 

looking after someone else, so we’re impressed by that. 

Patrick and Sue’s adult children also have a rota to help share the driving. Patrick 

says he has ‘organised a few drivers. My wife I call “driver one.” His brother comes 

once a week so Sue can go out. Patrick enjoys his company as ‘he’s got a different 

line of talk’. Together with a ‘bank of friends in the village’ Doug and Gayle’s adult 

children provide support, ‘back-up cover’, and advice. As Gayle explains, ‘Heather 

comes and sits, keeps Doug company while I go to choir which is very generous of 

her, and she’s still taking Doug to his music therapy project’. The adult children also 

provided financial support for equipment and adaptations. Kath explains she needs a 

shower fitted, as she cannot get in the bath. Kath said ‘it’s been on the cards for a long 

time but it came to a head yesterday talking to my daughter’. Adult children in this study 

assisted the person with Lewy body dementia to maintain their hobbies and interests 

to sustain a positive personal identity and support independence. 

6.3.5 Marital disconnection 

As the condition progressed the spouses spent more time supporting their partners in 

managing activities of daily living, until the partners with Lewy body dementia required 

full time care when they could no longer be left alone. This resulted in a gradual social, 

physical, and psychological disconnection within the couple relationship. Dominant 
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stories for Peter involve his changing relationship from husband to carer. Peter talked 

a lot about the loss of his relationship, eventually saying ‘I suppose the other things I 

miss most is just the companionship really’. He feels it ‘gets harder when you know 

friends who are off here, there, and everywhere’ and realises they won’t be able to go 

out as a couple again.  

Peter: [T]he thing I miss most is it’s difficult to do things together as we would 

have done before, to get out would be lovely, I mean I can but obviously Joan 

can’t but um I think that’s what we miss most isn’t it, just to go places and do 

things together?  

Peter talks about his relationship in terms of being ‘divorced’ and missing their shared 

interactions:  

Peter: [I]t’s again adjusting to our relationship because I said to some people 

when they’d asked me, it feels like we’ve in a way been divorced, but not, but still 

living together, because it’s a different feeling between us isn’t it, which is not 

your fault at all… . I miss what we had, a lot [laughter]. I don’t think it necessarily 

has quite the same impact in Joan.  

Peter started to build his new life post ‘divorce’. It is possible Joan senses that breaking 

of their connection. This also coincides with Joan being suspicious of Peter having 

affairs – ‘she was implying I’d had affairs. I haven’t but for some reason she thinks I 

have. It might be all the ladies that are coming and going’. For the couples the 

delusions, hallucinations, and personality changes were particularly difficult for the 

couple’s relationship. This may have been due to the resulting loss of a shared sense 

of reality. As Peter explains: 

Peter: Probably sadly the most I ever talk to Joan about are some of those things 

which aren’t real anyway, you know the discussions we have are about this boy 
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called Johnny, who we don’t know, but in Joan’s mind Johnny comes up every 

now and again. 

Sue also found the loss of shared reality dificult for their relationship. She found it 

particularly distressing when Patrick mistakes her identity: 

Sue: [Sometimes] I’m a Cook. I was the gardener yesterday.… At the beginning 

it was really quite distressing, um but er you know I will sit and he’ll suddenly say 

where’s the nice lady that made the tea [laughter].  

Patrick: I can’t explain that. 

Sue talked of the loss of the person she knew. As she expained; ‘Patrick’s personality 

is there but it um you know it’s I want to say it’s changed’. Around this time conflict 

occurred for the couples as they adjusted to the series of psychosocial and physical 

losses. Memory issues also caused some tension between the couples: 

Ken: She didn’t even remember the wedding anniversary this year.  

Kath: No I didn’t. and he didn’t remember my birthday.  

Ken: I looked after you all year, you don’t need to have anything special on your 

birthday. 

Kath said when things get tense she takes herself to the garden: ‘I find that when things 

get difficult between Ken and me...I go out into the garden and that has become my 

retreat if you like going out there’. 

In addition to continuing their everyday tasks the spousal carer also had to take on 

additional roles that their partner traditionally completed, such as cooking, driving, 

finances, and maintenance. As the condition advanced it became more difficult to 

reconcile the shared identity of the couple relationship and the spousal caregiver 



95 
 

started to go out alone. This came at a time when they were increasingly reliant on 

support from community health and social care services. 

6.3.6 Connecting to health and social community care 

The couples were in contact with a wide range of community services including 

occupational therapy, physiotherapy, speech and language therapy, continence 

services, Parkinson’s services, community mental health, general practitioners (GPs), 

social care, day care, crossroads care, hospice services, and NHS funded continuing 

health care. They talked about their experiences both positive and negative. However, 

findings highlighted how balancing medication and management of incontinence were 

particularly challenging for all couples. These significantly affected their quality of life, 

and their ability to remain socially connected. 

For Joan, Patrick, and Jack the lack of connection to a specialist who understood the 

condition and complex medication regimes was particularly challenging. Peter said he 

has been ‘looking things up’ and is particularly concerned about the effects and 

interactions of the medications. Sue explained Patrick ‘had an awful psychotic attack’ 

when his Madopar medication was stopped around the time of his diagnosis. The 

episode resulted in Patrick being ‘very wary’ around medications and realising the 

need to ‘balance’ carefully. By the second interview the couple had requested a referral 

to a neurologist, which Patrick considered to be a bit of a fight: 

Sue: [T]he idea is that we actually get somebody who will look at Patrick from 

both aspects of the condition because I think his medication needs tweaking, er 

from the Parkinson’s point of view and possibly the um Lewy Body — 

Patrick: I won’t be fighting with swords but er we need to consult with um the 

consultant. 
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Patrick says the services ‘are under pressure’, but by the final interview five months 

later they are still waiting for a referral. Sue’s frustrations trying to find medication 

advice had left her angry: 

Sue:They give out these quite heavy doses of medication and nobody monitors 

it, and I cannot get my head around it. Now do I go to the GP? This is what I don’t 

know, do I go and hassle the GP, or do we wait for a consultant? And er I think 

I’m going to —  

Patrick: Do as your told.  

Sue: Well it’s not do as you’re told... . It’s like banging your head against a brick 

wall. But you’re very calm. [looking at Patrick] He deals with the anger don’t you. 

I don’t get angry very often, only when I’m very tired… .  

Jack and Linda were reliant on the local mental health services for symptom and 

medication advice and felt ‘the big thing is about the medication really’:  

Linda: [Jack’s] also struggled ‘cos they’ve changed his medication, he’s on 

medication for depression, anxiety, which gave him diarrhoea, he couldn’t go out 

anywhere...one nurse talked about something alongside the rivastigmine but that 

doesn’t seem to be going to happen, but Jack’s got a consultant which we saw 

named on this paperwork and I said well he’s never met Jack, so I was insistent 

that he would meet this consultant ‘cos I thought that’s not ok… .He’s never put 

eyes on you know. 

The team eventually increased the medication to help with hallucinations but had to 

decrease again as ‘the higher dose or rivastigmine made Jack violently sick on a 

regular basis, and you know he couldn’t go on being like that’. In addition to balancing 

symptom management, and side effects of medications, remembering how to take the 

tablets was also a problem. Jack reported ‘I got it wrong the amount so I’m in trouble 

for over dosing’. Patrick was trying to use a diary to remember his medication, but the 
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past and present merged when he became stressed during the interviews. His 

language and analogies mixed his current medication schedule with his past work as 

a chemist: 

Patrick: I just tick that so I woke up in the morning and I had to add some 

chemicals together, at er nominally eight in the morning. I put a tick in the box to 

say I’ve done this reaction…I I actually in fact found this difficult to start with, but 

anyway we’ve come to a sort of working reaction now, as people tell me I was 

missing some of these [tablets] out. 

Sue had recently started to connect to the continence services and Gayle reflected on 

the difficulty acessing contience support over the years until she eventually realised 

access was via their GP. When participants were able to connect to the right services 

at the right time participants were able to continue their social activities independently 

for longer. Kath reported having good support from health and social care. Her support 

worker provided by social services enabled her to maintain her interests. 

Kath: I go out with Jane my carer, yesterday was a good day, we went down to 

the river and we had two hours, so we sat out and we had coffee… once a month 

I go to the bank... Um and we might go to Sainsbury’s or the supermarkets to see 

what’s going on there, or we go out to the garden centre. 

Gayle said she ‘was very impressed and remain impressed with the lateral thinking’ of 

the occupational therapist who came up with creative solutions to enable Doug to 

continue to dog walk. They went to dog training classes and and set up a GPS system: 

Gayle: [H]e did have a pendant alarm with GPS on it which was good…., it gave 

him a bit of independence…. it worked and it did save him a couple of times. One 

time he had fallen over and he wasn’t where he said he was going to take the 



98 
 

dogs. He was somewhere else entirely but it came up on the tracker and I couldn’t 

get across the fields to help him but friends did and you know it worked. 

Peter had managed to gain access to a variety of services, but as Doug’s condition 

progressed Gayle was having difficulty trying to work out how to connect to services 

that could support herself as a carer. 

6.3.7 Emotionally separated but living together 

Doug and Joan’s deterioration resulted in loneliness and emotional disconnection for 

Peter and Gayle. Eventually Doug and Joan were confined to the house, resulting in 

a further stepwise deterioration for the couples. For Gayle, Doug’s incontinence had a 

significant affect on her ability to find sitters and go out. Gayle noted, ‘it’s more a 

limitation for me about arranging cover…. I’ve got friends in the village who very kindly 

offer to help, but because of the loo business, not everybody you can ask to do that’. 

As Joan becomes confined to bed, this becomes part of the couple’s physical, as well 

as emotional ‘divorce’. This period was also the start of a physical separation, as both 

partners were sleeping downstairs.  

Peter and Gayle both faced uncertainty around prognosis. Gayle: ‘I don’t know where 

we’re at in the progression of the Lewy body, you know it fluctuates but you’re going 

down this - I think they say graph - but it’s only going down one direction’. Peter said 

he ‘didn’t anticipate the deterioration’ but, in contrast to Doug, Peter’s spouse Joan 

has carers provided by NHS Continuing Healthcare four times a day. Initially Peter ‘felt 

quite redundant’ from his caring role when the NHS care team came. He found ‘not 

really doing anything with any particular purpose…except to keep the day going’ very 

difficult, but ‘I know I’ve got to look after medication’ and ‘learn the best way to help 

Joan eat’. Eventually he started to take up his previous hobbies and Peter said the 

carers had become ‘more friends than carers now’. They are expecting a review at 
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anytime because ‘we’re not paying for that care at all you know’. Peter feels they are 

both well supported from the hospice. Joan used to attend day therapy when she was 

able, and Peter accessed some counselling sessions – ‘they’ve supported me as well’.  

Peter felt the discussions around resuscitation both at the hospital and with their GP 

‘surprisingly frank’ but feels ultimately the decision was his alone: 

Peter: Quite surprisingly frank sort of discussion, [in the hospital] I was taken 

aside about ‘would you like your wife to be resuscitated or not’? And it was 

basically advised that it would leave her in a terrible state, both in pain and quality 

of life wouldn’t be there at all so I sort of made that decision…it had to be declared 

for being at home as well, so if any paramedic came in and found her in that 

state, they wouldn’t do it, so we got over that and I’m still hopeful that that won’t 

be the case. 

Peter says they have ‘had one or two scares about er pneumonia coming back’ but he 

monitors Joan’s condition – ‘I’ve got monitors and things, I can check her oxygen 

saturation, I can check blood pressure’. He has an arrangement with the surgery 

whereby they’ve given him antibiotics to give if Joan becomes unwell. The paramedics 

and GP try to keep Joan out of hospital: ‘I think all in all they would like Joan to stay 

here, and I would like Joan to stay here’. Gayle felt ‘there’s not the services there, 

that’s what I find so hard’, and is ‘getting more and more exasperated, feeling towards 

the end of my tether’. She has managed to find a local home help for three days a 

week, ‘largely funded by the attendance allowance, she helps [Doug] with his shower 

on the day she comes in’, but Gayle was finding it difficult to cope. At the end of the 

final interview, whilst Doug slept Gayle says ‘we’re beginning to look at care homes’. 

They have identified two potential care homes. 
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Gayle: ‘[T]he other thing that’s nice to see is in both [care homes] there’s a lot of 

integration with the local community… they go across to the school’s art class 

sometimes and the children come into the home, you know they go to Church, 

the men go for a pie and a pint in the [pub]’.  

The family felt it was important that the decision to move to a care home was made 

‘while Doug’s able, to get around and look at places, so we feel he’s had a say in it’. 

They emphasised the importance of the home being integrated and linked to the local 

community. 

6.4 Narrative of loss 

The personal stories highlighted that for the person with Lewy body dementia losses 

started early around the time of diagnosis, with symptoms often occurring whilst still 

working. The bounded nature of dementia for the couples highlighted that some losses 

were shared by the partner without the diagnosis, but these occurred at different times 

for the participants in this study. The associated losses for the person with Lewy body 

dementia and the spouse are depicted in Figure 6.2. Stories highlighted strong feelings 

were associated with the losses. The participants living with Lewy body dementia 

commonly experienced feelings of confusion, worry, anxiety, and sadness. Spousal 

caregivers experienced additional feelings of fear, frustration, guilt, anger, and difficulty 

coming to terms with their changing role of becoming an advocate and carer. The 

strongest feelings were stories involving losses associated with communication, roles, 

being a couple, independence, continence, and energy. Appendix 16 provides relevant 

quotes representative of the language of loss. 



101 
 

 

Figure 6.2 Social connectedness and associated losses – person with Lewy 

body dementia (represented in upper-right section) and spouce (lower-left 

section) 

6.4.1 Losses associated with communication  

Loss of voice, and communication issues, played a significant part in participants’ 

difficulties in maintaining social connections. Cognitive and language changes started 

early in the disease process for the person with Lewy body dementia, resulting in 

communication difficulties that were evident throughout the interviews. This started 

with a slowness in retrieving words, loss of words, word linking, and poor memory. 

Jack described his experience of retrieval difficulties:  

Jack: There was one other thing I was going to say to you, which I can’t 

remember, I really do suffer from a lousy memory… . I’m sure that if I could just 
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bridge my mind it would come up with all interesting things. But I can’t bridge my 

mind I’m afraid. 

Kath often hesitated, for instancing saying, ‘I’ve lost my train of thought now’, with word 

finding difficulties evident during her interviews. Patrick was very aware of his 

communication difficulties and when more relaxed during life story work he said ‘I’m 

getting nice little phrases in now’. He described his experience of voice changes: 

Patrick: I mean my vocabulary is mixed; it’s gone from being quite high level to 

um mumble. I lost my voice early on, then it came back. I mean thinking about it, 

it is down, definitely up and down. 

Parkinson’s-associated voice changes were particularly evident for Doug and Joan, 

whereby the voice becomes quieter and trails away. Peter said he found ‘it quite difficult 

to hear Joan at times, you’ve got quieter and quieter haven’t you’? To which Joan 

responds quietly ‘Yes’. Despite their communication difficulties all participants were 

able to express their experiences of living with Lewy body dementia, even for Joan 

and Doug who were at the advanced stage of Lewy body dementia. 

6.4.2 Loss of roles, adjusting to new roles 

Findings highlighted that cognitive and linguistic losses, fear of performance, and 

physical body changes for people with Lewy body dementia gives rise to difficulty in 

carrying out roles and hobbies. Many of these roles had previously given the person 

with Lewy body dementia a sense of self-worth and social standing. Looking back even 

before diagnosis the person with Lewy body dementia described how they struggled 

completing everyday problem solving tasks. This resulted in experiences of feeling 

unsettling, depressed and at times frightened. The difficulties started whilst three of the 

participants were still working. Jack and Linda talked about Jack’s successful career 
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and how, before his diagnosis, neither understood why he was struggling at work. As 

a result he decided to retire early:  

Linda: I think he was struggling with that because he changed his role, normally 

it wouldn’t bother him but he just struggled and I thought this is really funny, you 

know he can’t get a grip on this new [role] but he really seemed to be struggling 

and I thought why don’t you retire…. I couldn’t understand it you know what I 

mean. 

Doug was also working when Gayle noticed early changes:  

Gayle: He set up on his own doing contracting work, but he had one particular 

person he did a lot of sub-contracting for who dropped him one summer season 

without any explanation, and um that hurt a lot, I think he’d got some depression. 

The spousal caregivers found adjusting to their caring role difficult, particularly around 

advocating, and communicating with healthcare professionals. Peter describes his 

experience of Joan’s hospital admission which is essentially the start of his caring role: 

Peter: [S]o many different people turning up, different doctors, you couldn’t tell 

necessarily who would be the best person to talk with. And er I think it’s always 

difficult if you start to challenge the service [but] I felt it was important to alert 

them to what Joan’s needs were. I don’t think I made myself very popular but 

er...If you don’t shout, no one listens.  

For Peter interactions with health and social care professionals initially left him feeling 

frustrated, sometimes leading to anger and guilt:  
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Peter: Anyway I got angry, then they started treating me like an infant, why do all 

these people speak so loudly, this is my question, I didn’t say that to them, and 

then they speak to you as if ‘are you alright, do you need to sit down… . 

Sue also became angry when trying to find support for medication: ‘He deals with the 

anger don’t you. I don’t get angry very often, only when I’m very tired’. Sue felt it was 

partly her fault when communication between them wasn’t going well. Sue: ‘I suppose 

it is down to me, I was cross and I was frustrated and of course I suppose that reflects 

[on me]’. A feeling similarly expressed by Peter, when he reflects ‘it might be my fault 

I don’t know, but there’s not much conversation going on at all, it’s me that ends up 

doing the talking’. Peter says he has been ‘looking things up’ and ‘I'm learning as I go’ 

to educate himself about the disease and learn new skills to manage symptoms. 

Searching out information is particularly important to Peter, Sue, and Gayle. Gayle has 

been reading ‘something on the Lewy body website about um dementia and delirium, 

and how they are related’. Sue says that with the ‘continence ladies coming, I’ve got to 

learn to do all sorts of things’.  

Spousal caregiver experienced having to be an advocate, navigating services, and also 

learning the language of medicine and the skills of nursing. These experiences were 

reflected in the ‘big’ story of looking for answers where conflict and frustration often 

emerged as described previously and depicted in Figure 6.1 page 79. Through reading, 

looking things up, learning through experience – even taking part in research – spousal 

caregivers searched for a greater understanding of Lewy body dementia and how they 

could help their partners.  
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6.4.3 Loss of being a couple 

The couples, who were used to talking and making shared decisions, didn’t want to 

dwell on the diagnosis of Lewy body dementia. For Jack and Linda it was because 

they didn’t want to be reminded: 

Linda: We don’t talk about it.  

Jack: We don’t talk.  

Linda: I mean it’s good that people are talking about dementia and it’s good that 

it’s in the papers and on the TV, ‘cos people are more aware of it...it’s good but 

not when you’re in the middle of it.  

Jack: Talking about it is the worst thing going. 

Jack preferred not to think or talk about Lewy body dementia as part of his identity, 

saying, ‘You don’t want to define yourself by your ailments do you’. Kath and Ken 

similarly didn’t tend to talk about the condition itself. Ken: ‘It’s part of everyday life now 

isn’t it so um we tend to just get on with our lives and I mean Kathleen is quite um, 

quite determined that it won’t have too much of an effect on her… .’ Peter felt it was 

unkind to talk to his wife, Joan, about her diagnosis. He felt the difficulty in 

communicating was to do with the physical changes of the brain: 

Peter: The way our minds work and when they go wrong you can’t talk like that 

and we’ve really never talked about really have we Joan your condition as such, 

it’s very difficult to say if I start trying to explain what I think is happening, that’s 

not really very kind and um… . 

Communication changes were particularly frustrating for Gayle. As Gayle says ‘I can’t 

understand what Doug’s saying at all and it gets frustrating for both of us. And 

sometimes he’s quite clear’. By the final interview Doug is almost aphasic and Gayle 
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says it is ‘lonely’. Loss of companionship also came about when cognitive changes 

occurred for the person with Lewy body dementia, and the resulting loss of a shared 

sense of reality. For Sue ‘at the beginning it was really quite distressing’, when Patrick 

mistook her identity, and she reflected on the loss of person:  

Sue:… I don’t know what’s happening from one day to the next, I mean it’s the 

most horrendous um I was going to say medical condition. My mother had 

cancer, Patrick’s mum had dementia and we both decided that having cancer 

was better than having dementia. Although my mother knew she was very ill, she 

knew what was happening, whereas sometimes he doesn’t. 

Ken talked about when Kath experienced disturbing hallucinations which resulted in 

her being admitted to hospital, where she was diagnosed with Lewy body dementia:  

Ken: [S]he kept shouting out I was trying to murder her and what not and there 

was people in the house who would walk from one room to another.  

Kath: I’ve got no recollection honestly of any of it. 

Loss of companionship occurred when spousal caregivers felt physically closer but 

emotionally further away from their partner with Lewy body dementia. All participants 

expressed feeling emotional pain, for instance helplessness, sorrow, grief, and 

distress. 

6.4.4 Loss of independence 

People living with Lewy body dementia in this study expressed their experiences most 

strongly around loss of freedom and independence, and the need to be self-sufficient 

where possible. The findings from the current study suggest living in rural communities 

created an immediate physical distancing from social relationships or usual hobbies 
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when participants were no longer able to drive. Male participants acknowledged that 

driving was an integral part of themselves, which resulted in a reduced sense of agency 

and feeling of being ‘constricted’ as described by Patrick. ‘I’m not locked up but there 

is a certain constrictment, getting around’. Giving up driving was a particularly difficult 

decision for Patrick as he had owned a classic car for many years. He described why 

he had decided to give up driving: 

 Patrick: The bottom line about that is that er it’s not necessarily your vision being 

changed, the thing that’s more dangerous is you might have a black out. You 

can’t predict it. So that’s what stops you [from driving], and I really couldn’t go out 

and kill a few people. But it’s the vision you know, it’s a serious thing. 

Doug also expressed sadness when talking about giving up driving. ‘Sadly I can’t do it 

anymore’. For Jack the loss of home, job, hobbies, and driving came in quick 

succession with his diagnosis. He describes living with Lewy body dementia as ‘very 

off putting, it’s worrying and you wish it would go away but it ain’t going to. So you 

know, I’m distressed today’. 

Kath had a socially funded carer which enabled her to maintain some independence 

from Ken, be socially active, and retain her interests. The couple’s shared loss of 

independence, freedom, and spontaneity was particularly difficult and they talked about 

the sadness of their situation: 

Peter: [W]e used to enjoy [going to galleries] didn’t we Joan? ...but we’re not 

going to be able to do that anymore sadly...I think the things I miss most with 

Joan apart from being able to go to other places with her [is] having a change of 

view. 
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Findings from the study suggest loss of independence and personal freedom caused 

sadness, frustration, and distress for couples living with Lewy body dementia. 

6.4.5 Loss of continence 

Distress came also as a direct result of internal bodily changes, made worse by lack of 

access to health and social care, equipment, support, and information. Stories around 

bowel and bladder problems highlighted the impact this had on their physical and 

psychological aspects of daily living, social activities, and quality of life. Patrick had 

urinary and faecal incontience and Sue described how the loss of continence was 

affecting Patrick’s quality of life.  

Sue: I find it frustrating, I just said to him I want his quality of life what’s best for 

him, I don’t mind clearing up, I really don’t mind, but it doesn’t make him happy 

and very comfortable. This morning the same thing, do you want to come 

shopping, ‘cos we usually go together, and it’s to do with if he makes a mess and 

I don’t want that to happen do you know what I mean? I want him to be able to 

go out and he has incontinence pads which he wears at night but he doesn’t like 

wearing them during the day, which is understandable. So it’s not been one of 

the better weeks because I was cross and I was frustrated… . 

Participants expressed how loss of continence seriously affected their ability to remain 

socially connected. Patrick, Jack, and Kath wanted to retain a degree of 

independence and privacy with their continence issues, but difficulties with accessing 

professional advice, equipment, and accessible toilet facilities resulted limited their 

trips outside the home. Sue, Gayle, and Linda described how both bladder and bowel 

issues affected their ability to go out together with their husbands. As Gayle recalled ‘I 

might sound cowardly but I’m frightened, I’d be worried that we’d have an incident like 

we had on the motorway last Summer’. She finds dealing with incontinence difficult, at 
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one point saying ‘it’s not very nice’. Gayle had been pursuing help advice from 

continence services for few years: 

Gayle: We had the continence advisor came out about a year ago with a range 

of techniques and gadgets but none of them suited... [even the] pads that you 

stick on the pants you’ve got to be able to manage getting them off and putting 

new ones on if you’re going to have any independence and self-respect, so [the 

best thing] is pull-up pants. 

By our final interview Gayle said she was severely restricted by Doug’s continence 

issues, as very few sitters would be able to cope if she went out. Gayle said she would 

be ‘lost without your washing machine, floor mop, and the tumble dryer. Yes we get 

through a lot of washing’.  

For Jack and Linda, it was medication changes that caused restrictions. Linda said 

Jack ‘struggled ‘cos they’ve changed his medication, he’s on medication for 

depression, anxiety, which gave him diarrhoea, he couldn’t go out anywhere’. Three of 

the carers were getting up frequently during the night, changing wet beds, and 

struggling to find the correct equipment and support, giving rise to feelings of tiredness, 

loneliness, and isolation. 

6.4.6 Loss of energy 

People with Lewy body dementia in this study also attributed their reduced social 

interaction to excessive tiredness and mental slowing down: 

Patrick: Tired. I was tired this morning and I’m definitely tired now, but I’ve felt 

tired for — 
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Sue: We have actually just been down to see a friend of Patrick’s… we haven’t 

said this, but I realised you were, you know he was tired. Both sort of physically 

and mentally so um we came we came back.  

Patrick: It does take energy out of me, but I think I, I could do two hard days. 

They acknowledged the need to pace, and even for Kath who was determined to ‘fight’ 

her condition, eventually tiredness and fatigue become a major difficulty. Ken: ‘Kath 

just won’t give in to anything, and then next day you know she’s tired and and wants to 

spend the day in bed so she’s her own worst enemy in that respect’, Kath later on in 

the interview admits ‘I am tired. That’s how I feel, um at the moment’. Gayle reports 

Doug is sleeping more and more and due to night-time behaviours and ‘can sleep on 

a military lined alley’ during the day. Recently he had slept ‘a huge amount but then we 

had been out quite late the evening before so he was really tired, but there’s no real 

pattern to it, he just nods off’. 

Analysis of the interviews suggests that the process of social disconnection became 

evident early on in their condition due to tiredness, fatigue, and lack of motivation. 

Tiredness was also common for the spouses and contributed to the overall loss of 

companionship and having the energy to do things together. 

6.5 Methodological reflections on the findings 

The narrative approach of this study enabled the participants to tell stories which were 

important to them. The challenge of narrative interviewing is finding a balance between 

letting participants tell their stories and ultimately addressing the study aims and 

research questions (Squire et al., 2014). The ‘small’ and ‘big’ approach to capturing 

stories ensured participant’s voices and stories were kept in their entirety during 

analysis.  
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Couples were given the opportunity to be interviewed together or separately, and life 

story work was conducted on the second visit with the person with Lewy body 

dementia. Life story work was chosen as a method to allow space for communication, 

to draw deeper into experiences from, and beyond, autobiographical, and episodic 

memory. Autobiographical memory is a complex mental system that allows people to 

recollect information, events, and experiences from the past. The same 

autobiographical event has the ability to be recalled as either a conceptualised or 

perceptual episodic memory (Sheldon et al., 2019).  

Longitudinal narrative interviewing may have enabled the components of self which 

‘relate’ to autobiographical memory to be revealed and explored in more depth. Prebble 

et al (2013) sense of self framework identifies four components of self which ‘relate’ to 

autobiographical memory. Firstly, Prebble distinguished between the conscious, 

phenomenological experience of selfhood (subjective sense of I-self), the area where 

self-awareness occurs. Secondly, they consider the mental representation of self, 

compromising all the things that we perceive and know about ourselves (content of Me-

self) where reflective thought exists. This distinction is important in research examining 

memory ‘as there may be cases when the capacity for self-reflection dissociates from 

the content of these reflections’ (Prebble et al., 2013 p 817). Narrative research with 

life story work may provide opportunity to re-associate content and reflections for 

people with advancing Lewy body dementia. Thirdly, the framework distinguishes 

between aspects of self that relate to the present (present self), and those over time 

(temporally extended self). This often occurs in discussions relating to autobiographical 

memory, which is inherently related to the past. Prebble et al (2013) suggest that these 

four processes act together to create a ‘unity’ that becomes the experience of ‘sense 

of self’.  
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Freeman (2021) postulates that identity persists in near absence of an autobiographical 

self, due to the collective, supra personal dimension whereby ‘narrative unconscious 

remains operative’ (Freeman, 2021 p.89). This aspect of identity is more culturally 

rooted and fashioned, and often goes unrecognised as we become naturalised. 

Conversations with Joan and Doug towards the end of life revealed their personal 

qualities, the individuality that is maintained through time particularly around 

independence and having fun. This preservation can be seen as linking to the self-2 

person (Sabat and Harré, 1992) and what Freeman refers to as the ‘felt core self’. This 

mode of memory surfaces most in context of exchanges with intimate people and 

highlights the importance of the relational dimension of memory and identity. The 

couple’s intimate knowledge of each other provided a common reflective space that 

produced rich data, both in terms of expanding and corroborating a story:  

Peter: Not so easy for you though with youngsters is it?  

Joan: Well I enjoy having them but find I can’t, play with them so much because 

I can’t get down and get up, I need some help.  

Peter: Do you find you miss that? 

Stories at the interpersonal level highlighted differences and disagreements such as 

when Jack was talking about his hallucinations: 

Jack: [The hallucinations] were so realistic… I assumed it was real. But Linda 

said no they’re not, who has the right of it, I don’t know.  

Linda: Me [Laughter].  

Jack: Well that’s inevitable, I’ve lost already…. Yeah I mean you know you could 

get two very different answers depending in whether it’s me or Linda that’s being 

interviewed. 
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Findings also highlighted those spousal caregivers took on a variety of roles within the 

research interview. These included research participant, questioner, and advocate for 

the person with Lewy body dementia. The couples discussed how they found it difficult 

talking about their situation or the condition. Peter admits that he ‘sometimes takes 

over, and that isn’t sort of right’. Due to Joan’s and Doug’s advanced stages Gayle 

and Peter were the key narrators and influenced the direction of their stories as a 

couple: 

Peter: Tell [the researcher], you had a visit from an occupational therapist, can 

you tell her about that? That was last Wednesday wasn’t it. Do you remember 

what she came for?  

Joan: Oh she came to see if whether I could sit in a chair, and do various  

other —— 

Peter: What conclusion did she come to?  

Joan: Unfortunately she concluded that I wasn’t ready to be released. 

Due to the physical and cognitive changes associated with Lewy body dementia, or 

differing personalities the challenge to ‘get a word in sometimes’ was evident within the 

joint interviews. There were examples when the interaction had the effect of silencing 

an individual’s account such as when one partner finished the other’s sentences. For 

example when Patrick says ‘so I, I was helping with the with the quiz game and there 

were, Sue: Can I interject? Just Patrick…, you were tolling up the scores weren’t you’. 

Joan did have difficulty in getting her voice heard but by the final interview she found 

her voice and made the point that ‘the idea is to have a two way conversation’ when 

talking to Peter about her respite carer.  
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6.6 Conclusion 

The findings in this chapter presented deeper insights into the experiences of living 

and dying with Lewy body dementia and demonstrate that although communication 

could be problematic, for some people with Lewy body dementia emotions and losses 

were expressed up until the end-of-life stage. The narrative approach built on the five 

‘big’ stories identified for each couple; social connections, communication, conflict, 

looking for answers, and self-sufficiency. Similarities across the ‘big’ stories identifed 

the overarching narrative of social connectedness. The longitudinal narrative data 

highlights that connectedness can be viewed as a stepwise decline, with associated 

losses. Participant stories show that whilst new connections could be made, there was 

an overwhelming sense of individual, and shared loss. The implications of these 

findings will be discussed in Chapter 7 withn the context of the existing literature, loss, 

and palliative care. 
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Chapter 7: Discussion 

7.1 Introduction 

In this chapter I discuss how a longitudinal narrative approach exploring the everyday 

experiences of people living with Lewy body dementia, and their spousal caregiver, 

offers rare insights into the experiences from the perspective of the person living with 

Lewy body dementia over time. In the first part of the chapter, I review how the findings 

on social connectedness presented in the previous chapter relate to wider literature. I 

then discuss the findings from the perspective of persons with Lewy body dementia. 

When the experiences of people with Lewy body dementia are viewed through the lens 

of loss, grief and liminality, the value of palliative care approaches is highlighted. 

7.2 Social connectedness and the wider literature 

Participants within this study described the impact Lewy body dementia had on their 

personal ability to remain socially connected to friends and family, with each other as 

a couple, and their interactions within wider society. The need to maintain an active 

social life and acknowledgement of emotional needs for people living with Lewy body 

dementia and their carers was one of the themes identified within the study literature 

review (Bentley et al., 2021a). The theme ‘maintaining a social and emotional life’ is 

represented at the centre of figure 7.2, with the big stories forming the next circle and 

feeding into the overarching narrative of social connectedness. This links to Figure 6.1 

and the stepwise representation of social connectedness.  
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Within the literature review it was highlighted that most people living with Lewy 

dementia were relying on informal support, which was often provided by adult children, 

other family members and friends to maintain social and supporting relationships 

(Larsson et al., 2019; Londos, 2018; Stuart and Kenny, 2010). The literature review 

also described how people with Lewy body dementia felt a burden in the wider social 

context, and they reduced the number of social events they attended due to their 

increasing physical needs (Larsson et al., 2019). This was also highlighted within the  

empirical data, where spousal caregivers were creative at building social care networks 

but as disease progresses, they often had reduced opportunities to develop new social 

relationships or maintain social interactions.  
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Social connectedness is said to occur ‘when a person is actively involved with another 

person, object, group, or environment, and that involvement promotes a sense of 

comfort and well-being’ (Hagerty et al., 1993 p.293). When people with Lewy body 

dementia were able to socially interact, they talked of the importance of 

companionship, family, and having fun. These findings are consistent with the wider 

literature wherein retaining positive, caring, and respectful social connections with 

family, friends and the wider community has been identified as a key factor to living 

well and sustaining quality of life for people with dementia (Birt et al., 2020; Górska et 

al., 2017). Conversely as Santini et al (2020) reports – a decline in social relationships 

can result in loneliness and loss of self-esteem and give rise to symptoms of 

depression and anxiety. This can result in increased isolation (Sun et al., 2021). For 

people with Lewy body dementia early decrease in social interactions occurred due to 

both physical, and psychosocial influences.  

From a theoretical perspective the effects of these physical and psychosocial 

influences can be seen to relate to Sabat and Harré's (1992) models of self, as 

discussed in Chapter 4. Factors such as societal expectations, lack of health and social 

care resources, and relational difficulties further contributed to their social 

disconnectedness. These findings highlighted the external factors where the self-3 can 

become vulnerable. Difficulty carrying out roles that had previously given a sense of 

self-worth and social standing, and the actions of others, unintentionally resulted in ‘a 

stifling of agency’ for the person with dementia (Birt et al., 2020 p.36). As found in this 

study, evidence indicates that people’s ability to have a sense of agency may be 

constrained by both the neuropathology, symptoms of dementia and by the external 

actions of others (Birt et al., 2017). Findings from the present study raised the 

possibility that people with Lewy body dementia may become socially disconnected 

earlier than people with Parkinson’s disease, and other forms of dementia. The 
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combination of physical and psychosocial changes were commonly expressed 

experiences amongst the participants.  

7.2.1 Physical influences on social connectedness 

Physical, disease-related changes resulted in the person living with Lewy body 

dementia reducing interactions with others. These changes also impacted on the 

spousal caregiver. As their partners required increasing support and eventually 

constant monitoring, they too had to reduce their social activities. Communication 

changes, tiredness, incontinence, and reduced mobility due to falls were key influences 

in reducing social interactions. 

7.2.1.1 Communication  

Changes in communication and ability to interact played a significant part in the loss of 

connections for people with Lewy body dementia in this study. Larsson et al (2019) 

noted loss of identity, skills, traits, and physical and communication difficulties all were 

associated with a decreased desire to be active outside the home. Findings from this 

study and Larsson et al (2019) supports the findings from a meta-synthesis of 

experiences of living with all types of dementia, where people frequently reported 

‘difficulty engaging and sustaining meaningful, coherent conversations with others’, 

which resulted in a gradual withdrawal of social interactions (Górska et al., 2017 p.189). 

However, the findings from this study highlighted that given the right environment (time, 

space, and familiarity), verbal and expressive communication, as well as insight, may 

be well preserved in some people with advancing stages of Lewy body dementia. For 

two participants, the ability to verbally interact, and to express insight and emotions 

was evident up until the end-of-life stage.  
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Recently it has been considered that people with Lewy body dementia had limited 

capacity for self-reporting and insight into their condition and day to day experiences 

when completing quantitative questionnaires (Killen et al., 2021; Mueller et al., 2017). 

Zweig and Galvin (2014) acknowledged people with Lewy body dementia retain insight 

into their condition for longer than people with Alzheimer’s dementia and Larsson et al 

(2019) found that despite altered verbal fluency, people with dementia with Lewy 

bodies demonstrated insight into the complexities of their own cognition, emotions and 

symptoms (Larsson et al., 2019). The ability for emotional expression was also 

reported in the psychosocial intervention to support people with dementia with Lewy 

bodies and family care partners (Killen et al., 2021). However, there is limited research 

specifically on communication with Lewy body dementia as a sub-form of dementia, 

and there is mixed reporting around insight. 

7.2.1.2 Tiredness  

Tiredness and lack of motivation was highlighted as an issue within the current study, 

and people with Lewy body dementia gave a good account of understanding the need 

to pace. The longitudinal findings of this study raised highlighted insights into how the 

tiredness and lack of motivation were experienced by participants, and how this can 

lead to feelings of frustration and potential conflict within couples. Findings around 

tiredness are consistent with that of Londos, (2018 p.16)  – whereby the most disturbing 

symptom was ‘the immense tiredness’. For some excessive tiredness was considered 

‘profound’ and ‘debilitating’ (Larsson et al., 2019 p.4). Tiredness and fatigue may also 

be attributed to changes in the autonomic (involuntary) nervous system, which can be 

particularly impaired in Lewy body dementia. This is due to the presence of alpha-

synuclein within the peripheral autonomic nervous system, which is associated with a 

chronic, progressive generalised form of autonomic failure (Benarroch, 2014). This 

slows down involuntary functions resulting in symptoms such as orthostatic 
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hypotension, syncope, fatigue, gastrointestinal changes, urinary, and bowel problems 

(Taylor et al., 2020). People with Lewy dementia in this study experienced excessive 

tiredness and mental slowing down which they acknowledged reduced their social 

activities.  

Wider dementia literature also highlights the exhausting nature of the work required in 

maintaining roles, social relationships, and managing an impression the person with 

dementia wanted to present (Birt et al., 2020). Tiredness may precede a feeling of lack 

of motivation and apathy (Breitve et al., 2018; Drijgers et al., 2010; Eglit et al., 2021; 

Liu et al., 2019). Apathy is a commonly reported neuropsychiatric symptom of Lewy 

body dementia. It can result in of loss of motivation, reduced social interests, emotional 

blunting, and decline in self-starting behaviour (Robert et al., 2009). It is said to be 

associated with low mood and depression, faster cognitive decline, and early nursing 

home admission (Breitve et al., 2018). The effects of tiredness and lack of motivation 

were experienced by both the person with Lewy body dementia and their spousal 

caregiver.  

Data from systematic reviews and individual studies demonstrated that managing 

behavioural and psychological symptoms, particularly apathy is burdensome and 

stressful for Lewy body dementia caregivers. The presence of apathy adds to caregiver 

burden, as it leads to a decrease in engaging in social activities (Zweig and Galvin, 

2014). This can lead to a reduction in quality of life (Terum et al., 2019; van de Beek et 

al., 2019). The spousal caregivers expressed extreme tiredness due to their additional 

caring roles, lack of sleep, and respite care. Similar experiences were also reported by 

other family caregivers of people with Lewy body dementia. It was found dealing with 

mood swings, sleep issues and apathy concerning, and gave rise to disturbed sleep 

for the caregivers (Stacy et al., 2021). Tension occurred when the spousal caregiver 

saw the need to keep the family member with Lewy body dementia busy with social 
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interactions, therapies, and other activities. However, tiredness, the need to pace, and 

difficulties with communication and motivation often prevented this. 

7.2.1.3 Continence and falls  

The findings demonstrated that people with Lewy body dementia suffered with 

debilitating constipation, faecal and urinary incontinence. This occurred early in the 

condition whilst still trying to maintain independence and was a dominant concern over 

time for all couples. Continence issues exacerbated feelings of tiredness, loneliness, 

and isolation for the couples. Both general dementia literature and Lewy body dementia 

studies highlight continence issues for the person with dementia had profound effects 

on quality of life, with the main challenges being the availability of support, financial 

cost, as well as social, relational and emotional issues (Allan et al., 2006; Gove et al., 

2017b; Lee et al., 2018). This can also result in Lewy body dementia caregivers ‘feeling 

isolated because of incontinence’ (Stacy et al., 2021 p.8).  

Incontinence is also associated with increased risk of falling in both the general and 

older populations (Moon et al., 2021). For Kath and Joan, the loss of independence 

and reduced ability for social participation was further exacerbated by hospital 

admissions due to falls. Falls are common in patients with Lewy body dementia, and 

form part of dementia with Lewy body diagnostic criteria (McKeith et al., 2017). A 

retrospective study of causes and outcomes of hospitalisations in Lewy body dementia 

found 24% of admission reason was as a result of falls (Spears et al., 2019). A recent 

qualitative study found fear of falling and being injured also resulted in increased 

isolation and reduced quality of life (Larsson et al., 2019).  

These physical experiences highlighted some of the influencing factors contributing to 

the person with Lewy body dementia’s changes of the self, and in particular Sabat and 

Harré's (1992) three constructs of self. Incontinence negatively affected participants 
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physical sense of self- 2, their self-1 personal roles and identity, and the influences of 

others on the self-3. Loss of self-3 was influenced by a lack of information about 

treatments and products, and access to specialist advice. Findings also highlighted 

that fear of falling was also a concern of the spousal caregivers and healthcare 

professionals, ultimately requiring a careful balance between risk of harm, 

independence, and dependence. This exacerbated the problem of maintaining 

connections and independence for both person with dementia and spousal caregivers. 

7.2.2 Psychosocial influences on social connectedness 

Findings from the empirical study suggested that people with Lewy body dementia 

were still active and wanted to retain their independence and dignity. When participants 

were agentic in making and managing their social connections, they were more able to 

maintain their ‘experiential self’ which is the self which closely affects the feelings of 

wellbeing and relatedness. Distancing from social relations and known activities can 

be understood as either wanting to disconnect from others, or others disconnecting 

from them (Eriksen et al., 2016). However, factors such as difficulty remaining 

independent, changes in relationships and lack of health and social care information 

and resources contributed to social disconnectedness.  

7.2.2.1 Remaining independent  

People living with Lewy body dementia in this study experienced loss of independence 

whilst at the same time struggling to remain self-sufficient. Freeman (2021) speaks of 

the strong cultural narrative of ‘the vital, self-sufficient individual who vigorously resists 

the feelings of fragility, vulnerability and dependency’ (Freeman, 2021 p.48). Self-

sufficiency, he suggests is a deeply rooted cultural narrative embedded within identity, 

which is highly resistant to modification. It is said people with Lewy body dementia may 

lose independence earlier than other forms of dementia (Galvin et al., 2010a), and that 
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giving up driving and reduced mobility in particular diminished independence and self-

sufficiency (Larsson et al., 2019). Similar to current findings, independence, 

importance of socialisation, and quality of life was found to be a high priority in a recent 

published research priority exercise for people living with Lewy body dementia 

(Armstrong et al., 2020).  

Findings identified spouses were unsure as to when to promote independence and 

self-management and when to assist with or take over certain tasks. This is an 

experience also highlighted by other carers of people with Lewy body dementia (Stacy 

et al., 2021). Freeman (2021) suggests the dilemma is one of how to support the 

narrative of self-sufficiency and maintaining independence, whilst recognising that this 

support, this affirmation of autonomy may, unintentionally add to frustration and anger. 

For the participants these feelings of frustration and anger often occurred due to 

tensions between dependence and independence, inactivity, and activity. The need for 

independence, autonomy, and a sense of agency for people living with Lewy body 

dementia was sometimes at odds with the spousal caregiver, as their roles and 

relationships changed. 

7.2.2.2 Changing relationships  

All participants in this study referred to the importance of family and friends 

relationships in maintaining socially connected and acknowledged how their changing 

relationships affected this. People are situated within their relationships and their 

social, cultural, and physical world, which in turn informs part of the relational character 

of personhood (Hydén et al., 2014). Findings in the current study suggested there is a 

reduction and range of social connections a person can maintain or develop, whilst 

managing societal and family expectations of remaining ‘busy’. Western culture places 

a high value on the productive autonomous self, and on being busy (Gilmour and 

Brannelly, 2010), paradoxically devaluing adaptation and compromise. Socially 
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legitimated, full personhood is ‘earned by achieving and maintaining social roles and 

ideals’ (Luborsky, 1994 p.240). A recent multi perspective view of personhood in 

dementia found some of the core elements of personhood to include family, place, and 

social interaction (Hennelly and O’Shea, 2021). A tension existed between the core 

elements of personhood which at times caused dilemmas and conflict for family 

relationships in this study. 

Spousal caregivers and adult children in the current study played a crucial part in 

supporting important social connections for persons with Lewy body dementia. Also 

highlighted was the significant influence adult children played in helping both parents 

to ‘maintain a social and emotional life’, a main theme identified in the literature review 

(Bentley et al., 2021a). Whilst Stacy et al (2021) found 40% of carers expressed they 

did not want to burden their adult children, couples in the current study acknowledged 

the important role their adult children played but were aware of the financial, emotional, 

and time related impact. For this reason, relationships with others such as family, 

friends and healthcare personnel become increasingly important in the lives of couples 

living with Lewy body dementia. 

Spousal caregivers in this current study expressed at times their frustration about 

managing symptoms, anger about accessing services, and feelings of guilt, 

helplessness, and isolation around life changes. Studies have reported the negative 

impact on caring for someone with Lewy body dementia and the effects on long term 

relationships. Relationship satisfaction decreased because of progression in their 

partners condition. This was closely linked with partners reduced ability to 

communicate and the transition to caring role for the life partners. Alongside reduced 

relationship satisfaction, emotional, social, recreational, intellectual, and physical 

closeness had altered (Armstrong et al., 2019b; Stacy et al., 2021; Vatter et al., 2020, 
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2018b). This resulted in them feeling emotionally distanced from their partner despite 

spending more time together, a factor also identified in this study. 

The notion of being physically closer but feeling emotionally further away from their 

partner was articulated most by Gayle and Peter in the current study. This ‘emotional 

disconnection’ has been described in the field of dementia (Evans and Lee, 2014), and 

likewise the term ‘married widowhood’ (Pozzebon et al., 2016). Peter described a 

feeling of being ‘divorced but living together.’ This detachment can result in pre-loss, 

pre-death grief, commonly reported in the general dementia literature (Blandin and 

Pepin, 2017; Lindauer and Harvath, 2014; Singer et al., 2021). Within the Lewy body 

dementia literature, a large cross-sectional online survey with caregivers found social 

support may protect against the effects of caregiver grief (Park and Galvin, 2021). This 

highlights the importance of identifying the important aspects and timings of social 

support for people living with Lewy body dementia and their families. 

7.2.2.3 Support and knowledge  

Participants in this study were looking for answers about medication and how to 

manage symptoms such as hallucinations, Capgras (mistaken identity), diarrhoea, 

constipation, and incontinence. Similar to findings in the general dementia literature, 

they also sought advice on how to promote independence, and access services. A 

recent meta-analysis identified a range of support needs. These were around 

education of symptom management, problem solving approaches to deal with 

challenges, knowledge of services and technology to help allow for increased self-

awareness, and coping mechanisms (Curnow et al., 2021). To date literature for Lewy 

body dementia support and information has mainly focused on needs regarding 

diagnosis (Killen et al., 2016) and end-of-life care (Armstrong et al., 2019b, 2019a). 

These studies mainly used an online survey format, and by requiring retrospective 

information from family caregivers. However, they provide consistent information on 
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the support needs of carers around managing behavioural and psychological 

symptoms, particularly around hallucinations (Killen et al., 2016). In addition, living with 

behavioural and psychiatric symptoms was also identified as a key theme in the 

literature reviewed for Chapter 2 (Bentley et al., 2021a). This highlights that the 

information and support needs for people with Lewy body dementia may be more 

specific, in terms of symptoms and timings, than other forms of dementia. 

Deeper insight was gained from the participants around the complexities of managing 

medications, specifically from the perspective of people living with Lewy body 

dementia, as well as caregivers. Patrick and Jack were aware they had missed 

medication, became anxious and described the struggle with the side effects such as 

constipation and diarrhoea. This resulted in them unable, or reluctant to leave the 

home. Medications had to be taken frequently, often multiple times during the day, and 

usually at or before mealtimes. This resulted in lengthy and tiring morning routines. The 

unmet need around medication knowledge and support is frequently reported by Lewy 

body dementia caregivers (Armstrong et al., 2019b; Killen et al., 2016; Stacy et al., 

2021). For many caregivers ‘Knowledge is power’ (Stacy et al., 2021 p.8), and can 

increase a sense of agency and reduce psychological strain and potential burden 

(Galvin et al., 2010a; Leggett et al., 2011; Zweig and Galvin, 2014). Having awareness 

and a level of knowledge about the condition is also considered an important 

contributing factor in reducing social isolation (Sun et al., 2021). Having differing 

support and information needs for the participants, and the spousal caregivers is 

important to recognise, as this was an addition cause of stress between couples. 

7.2.2.4 Connecting to services – end of life care 

This study captured the ‘in the time’ experiences of the last year of life for people with 

Lewy body dementia. Joan died at home nine months following our final interview, and 

Doug died in a nursing home facility eight months following his. For both the time 
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between diagnosis of Lewy body dementia and death was around six years. The 

findings of this study highlighted differing pathways for end-of-life care. Joan had 

hospital admissions for falls and pneumonia, both common causes of hospital 

admissions and mortality for people with Lewy body dementia (Armstrong et al., 

2019a). Her admissions enabled access to NHS continuing care funding and a variety 

of additional services, in addition to the sitting service her spouse Peter had already 

set up through carer support. Peter had advanced care and admission avoidance plans 

in place and had discussed do not resuscitate orders. He had some understanding of 

disease trajectory, hospice involvement, and psychological support. In contrast Gayle 

and Doug, although they experienced almost similar complex and full-time care needs, 

were struggling to find services and support. By the time the final interview took place 

Gayle admitted to not coping, and they were looking at self-funding a care home 

placement for Doug. It is reported that caregiver stress and burden is considered to be 

a contributing factor to care home admission (Mueller et al., 2017). In addition pre-loss, 

or anticipatory grief can result in increased burden, anxiety and depression amongst 

Lewy body dementia care givers (Park and Galvin, 2021; Rigby et al., 2019). This is 

exacerbated due to the often protracted and unpredictable end stages of the disease, 

and poor understanding of the natural history of the condition (Mueller et al., 2017).  

7.3 Loss and grief  

Multiple losses, with physical and psychosocial contributors were identified in the 

findings. Loss of companionship, personal freedom, and control found in the current 

study are consistent with the literature on pre loss grief for carers (Chan et al., 2013). 

In addition, the presence of neuropsychiatric symptoms, a lack of services, or quality 

care, can result in increased carer anxiety, burden, and stress. This is thought to 

exacerbate pre-loss grief (Park et al., 2021; Bartlett et al., 2017). For spousal 

caregivers in this study compounded serial losses built in number and magnitude as 
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their partner’s condition progressed. Due to the severity of neuropsychiatric symptoms, 

early compromised functional abilities, and shorter duration of disease suggests there 

is less time for carers to adjust compared to other forms of dementia, such as 

Alzheimer’s (Rigby et al., 2021). Family members of people with dementia are said to 

experience greater pre loss grief than those with cancer (Singer et al., 2021). However, 

for those in this study, apart from Peter, there was little access for individual support or 

opportunity to acknowledge their own grieving process.  

In addition to spousal caregivers experiences of loss and grief, the findings offer deeper 

insight into the losses identified from the perspective of the person with Lewy body 

dementia. People with dementia in this study talked of many physical and psychological 

losses including social roles, mobility, memory, independence and living 

arrangements. Loss of roles and hobbies occurred in part due to cognitive and linguistic 

losses, fear of performance, and physical body changes for people with Lewy body 

dementia. Many of which may have previously given the person with Lewy body 

dementia a sense of self-worth and social standing. Chapter 6, figure 6.2 highlighted 

the differences in losses and timings between the person with Lewy body dementia 

and their family carer. Like people with young onset dementia, people with Lewy body 

dementia suffered from loss of self-identity, income, and socialisation associated with 

leaving employment early, and the psychological burden of an unexpected diagnosis 

and role changes associated with becoming a dependent family member (Thorsen et 

al., 2020). For the person with Lewy body dementia these compounded serial losses 

clustering early in their disease process, may be considered ‘traumatic’ and 

‘ambiguous’ (Boss, 2010). In the context of loss experienced by dementia carers, 

ambiguous loss can be described as when a person is physically present, but 

psychologically absent (Boss, 2010). Ambiguous loss is considered to be ‘a unique 

kind of loss that complicates grief, confuses relationships, and prevents closure’ (Boss, 

2010 p.137). As a result, the ability to cope and adapt may be blocked. 
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Blandin and Pepin's (2017) theory of dementia grief describes characteristics of grief 

within the context of compounded loss, ambiguous loss, and receding of the self. The 

grief model suggests grief cycles occurs in three states for dementia caregivers: 

separation, liminality, and re-emergence. A person is considered to be in a state of 

separation when they suffer significant loss. Although this model is based around 

dementia caregivers, findings identified from this study suggested that for the person 

with dementia this state of separation can be particularly difficult as they face significant 

losses over a short period of time. Blandin and Pepin's (2017) theory also considers 

the changes to sense of self, with complex loss and fluctuating uncertainty further 

contributing to the feeling of ambiguous loss. This gives rise to difficulty adjusting or 

accepting those losses many of which are irresolvable, and often leads to an 

overwhelming sense of anxiety. For the person with Lewy body dementia each loss 

was experienced as a separation from the known ‘self’ and separation from others, 

contributing to social disconnection.  

7.4 Liminality 

Unacknowledged loss and grief can result in a form of liminality which can result in 

existential threat (Blandin and Pepin, 2017). For people with dementia and caregivers 

there are no social processes in dealing with such losses so people may be 

‘suspended’ in a liminal state with none of the usual support for grieving (Blandin and 

Pepin, 2017). Liminality is a ‘state of transition, of being in-between a previous situation 

and an emerging situation’, which can result in experiences of uncertainty and 

ambiguity (Blandin and Pepin, 2017 p.73). Freeman (2021) refers to this liminal mode 

of existence as ‘dislocation’ in which people with dementia experience a profound 

sense of ‘being exiled from the world’ of being caught in the middle of broken narratives 

(Freeman, 2021 p.74).  



130 
 

It has been suggested that a physical, social and emotional liminal state may begin 

with ambiguity around diagnosis (Birt et al., 2017). Diagnosis is often a protracted and 

difficult process for people with Lewy body dementia (Surendranathan et al., 2020). 

People present with a wide range of complaints leading to different initial diagnosis 

such as Alzheimer’s, vascular dementia, depression, delusional disorders and 

Parkinson’s disease (Moylett et al., 2019; Surendranathan et al., 2020). Joan and 

Patrick both initially received a diagnosis of Parkinson’s disease for which they were 

‘relieved’ as they felt it was ‘treatable,’ but this soon followed with a Lewy body 

dementia diagnosis. Lewy body dementia is also a condition characterised by 

fluctuating cognition, with notable ‘good and bad days’ which can result in confusion 

and ambiguity (Chin et al., 2019). It is said that when losses are complicated by 

ambiguity the person may become immobilised and isolated (Boss, 2010). There has 

been a societal and political shift to move beyond loss in dementia, to a focus on 

abilities and agency (Hydén et al., 2014). However, to move beyond loss requires a 

cultural self-consciousness – an awareness that cultural narratives have become 

constitutive of identity (Freeman, 2021). The challenge is how to live with the 

irresolvable issue of ambiguous loss, with its lack of resolution (Boss, 2010). Findings 

suggest that traumatic and complicated loss for the person with Lewy body dementia 

was often not acknowledged or discussed. This may result, physically and 

psychosocially, in an extended liminal state (Birt et al.,2017).  

Descriptions of liminality within health literature and with dementia carers often focus 

on transitions and temporary experiences that people work to move beyond and 

resolve. Freeman describes how his mother with Alzheimer’s lived through four 

phases: protest, presence, dislocation, and release (Freeman, 2021 p.5). In the protest 

phase her liminal state occurred because of the ‘clinging’ to her autobiographical self. 

He explains there exists a need to move beyond the autobiographical narrative, a need 

to ‘let go,’ and ‘be let go’ which can be a distressing time for both the person with 
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dementia and their family. Freeman (2021) notes that relief from the protest phase can 

occur intermittently, within a ‘presence’ phase. Here it is possible to move beyond 

‘narrative self’ to experience the ‘core self,’ to reveal what remains amidst devastation 

and loss. The dislocation phase he reports was when his mother was at her most 

existentially distressed, where she had no sense of who she was, or of her own life 

story, and did not recognise her relatives. He highlights that life without narrative is 

chaos, caused because of a lack of anchorage, or some sense of ‘locatedness’. For 

him this is confirmation that narrative is part of the fabric of life because it was when 

that fabric started to unravel that his mother was at her most existentially dislocated 

(Freeman, 2021 p.67). Participants’ stories also highlighted elements of dislocation and 

narrative chaos. These were situated within feelings of fear, and lack of control, and 

were particularly difficult experiences for the couples. Just as with ambiguous loss, it 

is important to acknowledge the chaos narrative, as ‘chaos is never transcended but 

must be accepted’ (Frank, 2013 p.110).  

Within the study personal identity was particularly affected by dislocation within the 

narrative thought-line, where ‘experience of one’s continuity in time, relies on 

preservation of the past’ (Freeman, 2021 p.71). For Kitwood (1992) and Sabat and 

Harré, (1992) maintaining this connection to the past requires a supportive 

environment, or person to provide that anchorage or link. Within the social environment 

actions of others can result in reduced agency for person with dementia (Birt et al., 

2020). It is said that when we are denied the opportunity to express our agency, we 

experience suffering (Ricoeur, 1992). This could give rise to a liminal state for the 

participants in which external factors can decrease a sense of agency for people with 

Lewy body dementia. This may lead to a physical, social, psychological, or spiritual 

form of suffering. Accounts of suffering reveal ‘restraint on our free agency’ (Murray, 

2015 p.88). This was most notable for Joan, who came home from hospital to die, but 

then stabilised. In this liminal state between life and death, her physical restrictions 
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from being in bed resulted in a state of physical and social stasis. There followed a 

narrative of deficit and loss, a sense of living with a condition which she had very little 

control over. As Jack says, ‘you want to be able to control it, but you can’t.’ There was 

a general sense of life being ‘out of control’ and ‘restricted’ by others. ‘Liminality’ as a 

state or process to be moved through may not be possible for some people with Lewy 

body dementia. They may not enter the final, calmer ‘release’ phase that Freeman 

(2021) describes. Similar to the experiences of people living with AIDS dementia, there 

needs to be a ‘social and emotional space in which people live not with loss, but ‘in’ 

loss,’ (Kelly, 2008 p.335). 

Understanding how to support the complexities and paradoxical nature of living with 

Lewy body dementia is therefore complex. Medical and social discourses around 

dementia have more recently focused on early diagnosis, with a shift in the UK policy 

to the living well agenda (Birt et al., 2017, DoH 2009, WHO 2012). While this has been 

an important shift for people living with dementia, this may have resulted in a polarised 

stance between stigma and negativity on the one side (Low and Purwaningrum, 2020), 

and the positivity and ‘living well’ agenda on the other (McParland et al., 2017). This 

then reduces the possibilities for learning to live with liminality or move beyond it. At its 

worst it may result in people living within a state of ‘liminal suffering’. 

7.5 Palliative care 

One way to redress the dichotomy of this polarisation is to re-examine the application 

of a palliative and person-centred approach in dementia. When considered in relation 

to studies of the self, person-centredness can be seen as an ‘ethical stance which 

gives prominence to both suffering and capability of the individual as a person’ (Öhlén 

et al., 2017 p.1). Palliative care is an approach aimed at the ‘prevention and relief of 

suffering’ (WHO 2010). For Freeman (2021) the essence of understanding suffering 

and noticing capability rests in accepting the person in their ‘otherness’, that they have 
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a different perception of the world. It is therefore important to incorporate cultural and 

societal perspectives within holistic person-centred palliative care. This in turn may 

lead to improved quality of life for those living in extended liminality, and the possibility 

to live as an active citizen with agentic interdependence (Birt et al., 2017 p.27). To ‘live 

with loss’ or ‘move beyond loss’ requires an acceptance of liminality. This would 

address the overly individualistic perspective on capabilities and help address the 

suffering and ‘uncertainty’ that living and dying with Lewy body dementia brings.  

Findings highlighted how there is a need for regular assessment and follow up with a 

multidisciplinary team knowledgeable about this complex condition. Managing physical 

autonomic and motor symptoms, counselling around neuropsychiatric behaviours, and 

addressing social disconnectedness are all important in supporting well-being and 

alleviating potential distress. Given the short survival time, accelerated decline and 

complex symptoms associated with dementia with Lewy bodies (Price et al., 2017) a 

palliative care approach would seem appropriate. Applying a palliative and supportive 

care approach may ultimately open space to optimising opportunities for improving and 

preserving physical, psychological, and social well-being. Managing physical 

autonomic and motor symptoms, counselling around neuropsychiatric behaviours, and 

addressing social disconnectedness are all important in supporting well-being and 

alleviating potential distress. 

7.6 Conclusion 

There is a need to consider ways of conceptualising experiences of loss and 

disconnection, to support people with Lewy body dementia to live in a balanced liminal 

state. It is important to acknowledge that internalising losses, and external influences 

may contribute to a form of liminal distress and suffering. Both the biomedical discourse 

of loss of function, decline and death, or the living well narratives can give rise to a 

feeling of social isolation and potential liminal suffering. There is a need to understand 
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how to support people with Lewy body dementia to live in a balanced liminal state. It is 

therefore important from a sociological, clinical and research perspective to 

acknowledge that the ‘in-between’ liminal space where most people may live.  
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Chapter 8: Conclusion and recommendations  

8.1 Introduction 

The aim of this thesis was to explore the experiences of people living with Lewy body 

dementia and their family caregivers, and the relevance of these experiences to 

palliative care. In this chapter I consider the main points from this thesis and draw 

overall conclusions, clarifying the potential contribution of this research to the 

understanding and care of persons with Lewy body dementia. I reflect on how my 

experiences as researcher, and the involvement of the patient and public engagement 

group, contributed to the value of this research. Strengths and limitations of the 

research are discussed, and I conclude with recommendations for clinical practice and 

future research. 

8.2 Contributions of the thesis 

On completing this thesis, I argue that the social connectedness experienced over time 

by people with Lewy body and dementia, and their spousal caregivers would be better 

addressed by a clinical approach that is holistic and palliative. This is to address the 

overriding experiences of loss, grief and stress identified in the empirical research and 

the literature review. The literature review demonstrated that carer experiences of 

stress, burden, and grief have widely been explored from a cross-sectional quantitative 

perspective. It highlighted that qualitative research focusing on couples living with Lewy 

body dementia is limited.  

Within the empirical research I applied an analytical process using Murray’s (2000) 

interpretive framework to demonstrate how a narrative-based methodology can 

discover the shared and differing experiences of people living with the condition, and 

their spousal caregiver, and thus challenge the current assumptions such as the ‘living 

well with dementia’ agenda. Specifically, the findings from this longitudinal study 
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enabled a deeper understanding of how people tried to maintain positive social 

connections. Within social connectedness, the ‘big’ stories of being social, self-

reliance, looking for answers, communication and conflict highlighted potential phases 

the couples experienced. Although represented diagrammatically as a stepwise 

deterioration, these experiences often overlapped, resulting in internal and external 

conflict, with problems communicating and difficulty being social occurring throughout. 

The stories also highlights where connections most frequently break down, such as 

when people with Lewy body dementia find communication difficult. This often 

coincides with multiple losses and a lack of voice, both physically and metaphorically.  

Living with multiples losses can result in feelings of extended liminality, raising 

questions of how palliative care might be used to support people with Lewy body 

dementia and their families. The narratives tell of levels of distress and suffering at 

times, which further adds to a physical, social, psychological, or spiritual disconnection. 

A refocus on a holistic, palliative care approach could redress the balance between 

acknowledging grief and suffering and living well with a life-limiting condition. 

This thesis, therefore, contributes to our understanding of what it is like to live with 

Lewy body dementia by bringing to the fore the voices of people living with the 

condition, infrequently heard within academic literature. This is important, as it is only 

through carrying out research with people experiencing the condition that their 

experiences be fully understood, allowing improvements in care. In addition, having 

support from people living with Lewy body dementia beyond the role of ‘participant’ 

enabled a more flexible, responsive, and adaptive approach to study design. This had 

the advantage of producing deeper, wider insights. One example is that of participants 

who articulated insight into their situation, which was preserved until last year of life. 

This is uncommon in other forms of dementia such as Alzheimer’s.  
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This thesis also contributes to methodological knowledge by exemplifying a strategy to 

connect the personal, interpersonal, positional, and societal levels of analysis. This 

approach integrates the content, structure, and composition of dyadic narrative 

interviews in a flexible way and thus contributes to the growing body of analytic 

methods for interpreting stories. The dyadic longitudinal narrative approach can 

provide a richer understanding of lived experience, allowing for deeper social, clinical, 

and academic insight. This study highlighted the many facets of social connectedness 

for people with Lewy body dementia and their spousal caregiver, which was presented 

diagrammatically as a stepwise process. Previous studies reported on only one side of 

a social connection, such as the person with dementia, or family caregivers. However, 

the co-construction method of this study has offered a more nuanced understanding 

by exploring the impressions and actions of individuals and couples, as well as the 

external influences on various social interactions, including healthcare. This advances 

our understanding as to how healthcare professionals, family, and researchers may 

influence, and support, people with Lewy body dementia’s self-expression and 

independence. This study’s findings raise questions about how we ensure people with 

people remain connected to their social world rather than having their opportunities for 

social connections inappropriately narrowed.  

8.3 Strengths of the study 

A strength of the longitudinal, dyadic approach was that it elicited narratives which 

made differing and convergent aspects of social connectedness more visible. The 

specific approach of collecting narrative, longitudinal data for this study made it 

possible to capture the intensity of feelings of loss, grief, and liminality in a way that 

other studies may have not. By adopting a narrative methodology that engages with 

elements of talk through small stories and life story work this study has been able to 

engage with the perspectives of people considered to have significant cognitive 
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impairment, some of whom had been described by others as ‘confused’ or unable to 

‘get anything back’. The narrative longitudinal approach has established that even 

when experiencing a level of communication changes that affects the convention of 

‘social accepted’ conversation, people with Lewy body dementia engaged in rich 

meaning-making. They communicated important messages about how they wish to 

continue to live and die with a life-limiting illness, the importance of agency, and the 

support required to maintain some control and independence over their own lives. 

Taking a dyadic narrative approach also enabled an appreciation of different and 

similar perspectives on the same experiences, such as adapting to changes in quality 

of life and having to balance risks.  

Longitudinal data from the cohort of people with Lewy body dementia and their 

caregivers has previously been limited, with interview-based studies often involving 

cross-sectional designs or focused on specific pre and post intervention evaluations. 

By utilising a longitudinal approach in the current project, it was possible to 

demonstrate the evolution of a narrative across successive interviews and between 

participants. This revealed how various core and noteworthy features of the condition 

escalate and gain new meaning over time. Although the six months’ timeframe used in 

this research is a relatively short period in terms of the general dementia disease 

trajectory, recent analysis of a Lewy body dementia dataset found clinically significant 

rates of change in the main clinical features could be detected and quantified over a 

similar six-month period (Matar et al., 2021). The narratives within this study reflected 

participants physical and psychosocial changes occurring over a six-month period, 

whilst also capturing what remains consistent.  

The integration of patient and carer involvement throughout the research process can 

be considered a strength of the project. In recent decades psychosocial research has 

made progress in developing our understanding of how people living with dementia, 
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carers, and the public can guide research projects (Gove et al., 2018). For this thesis 

people living with Lewy body dementia and carers were approached through the local 

NHS trust service user and involvement group. This ensured that I as a researcher, 

and the patients and carers, were trained and supported by an experienced manager 

in this field. In line with recommendations, patient and public involvement was planned, 

incorporated into the study protocol, budgeted, and monitored, with regular 

communication and feedback processes in place (Gove et al., 2018). The groups’ 

unique and valuable experiential knowledge of living with Lewy body dementia, in 

addition to their work and life experience, contributed and shaped the direction, 

approach, and outputs for this project. Their advice such as repeat interviews, life story 

work, and photography was incorporated in the study design to ensure that all voices 

participants and carers were heard and acknowledged.  

The patient and public involvement group work further contributed to the transparency, 

validity, and legitimacy of the research project by providing different views and 

perspectives on the topic and methods. Two of the original group members were 

involved throughout the five years of this project. This enabled us to build trust and 

openness and provided a platform for me to challenge my own biases. The local group 

gave feedback on the findings (Appendix 17) and assisted with plain English 

summaries (Appendix 18). The summary was then circulated to an independent patient 

and public involvement group from a different geographical location, in a process that 

was facilitated by a colleague to reduce the potential for bias. The group consisted of 

three former spouse carers, one current spouse carer and one daughter. Anonymised 

summaries of the discussions held by this group can be found at Appendix 19. A further 

strength may be considered by the use of external feedback from a fellow academic 

researcher which provided additional information about this study’s potential strengths 

and limitations, and this can be found at Appendix 20. 
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8.4 Limitations of the study 

The study was limited by the geographical area in which participants could be recruited 

from, which was predominantly rural. This effectively excluded potential participants 

from more urban areas where experiences of maintaining social connections may have 

differed. The transferability of findings is affected by the relatively narrow demographic 

of participants. Only the perspectives of white British people and couples were included 

in this study, therefore there is no representation of people living alone, or from 

ethnically diverse backgrounds. A greater representation of participants with dementia 

who live alone or from a wider diverse cultural background may lead to a presentation 

of different experiences. However, the anonymised findings were shared with family 

caregivers from a different, urban geographical location, who found similar experiences 

(Appendix 20). 

It is important to acknowledge that this study represents my personal interpretation of 

the participants’ stories, and that the stories themselves are co-constructed. Therefore, 

the findings may differ if approached by researchers from other backgrounds and 

specialities. In addition, only two sides of social connectedness: the person with Lewy 

body dementia, and their spousal caregiver, were considered. However, in co-

constructing experiences a more nuanced understanding may be gained by 

interviewing other key people involved in the participants’ stories. These might include 

health professionals or adult children as they featured in many of the social interactions 

described in this study. This might give further insight into how other people or 

institutions support, or hinder, the ability of people with Lewy body dementia to maintain 

positive social interactions. 
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8.5 Recommendations for clinical practice 

The importance of social connectedness is highlighted and the study identifies where 

people with Lewy body dementia may require more focused intervention from health 

and social care professionals. Increasingly evidence points to social health factors 

playing a role in maintaining brain structure and cognitive reserve, and social 

interactions and improved communication are associated with better functioning of 

activity of daily living (Budgett et al., 2019). Some of the common reasons for people 

with Lewy body dementia to reduce their social connections are potentially modifiable. 

Opportunities for improved care include regular assessment from a team 

knowledgeable about the condition, with support from interdisciplinary teams. The 

couples were in contact with a wide range of community services; however, these 

referrals were inconsistent, and limited by service availability.  

The first recommendation for clinical practice is the need for tailored communication 

skills training for health and social care professionals, and support for the person with 

Lewy body dementia and family members in adapting to changes in communication. 

As this study shows, noting how the changes in language and memory experienced by 

those with Lewy body dementia may differ from that of other dementia diagnosis may 

improve the quality of the interaction with healthcare professionals. Where connections 

between healthcare professionals were positive people felt supported and less worried. 

When communication broke down this resulted in frustration and conflict, and less 

effective interactions. For families, having more knowledge around communication 

may help to reduce the feelings of confusion, anger, and guilt couples experienced 

when communication between them wasn’t going well. 

The second recommendation is to ensure countrywide access for family support. This 

could be via the Admiral nurse model (Brown et al., 2022), or by extending programmes 

that are currently in the research phase which provide strategies adapted specifically 
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for families affected by Lewy body dementia (Foley et al., 2020; Killen et al., 2021). 

This is because offering tailored psychosocial and education interventions is key to 

providing better support for people. Consideration should also be given to the relational 

aspects of living with Lewy body dementia, maintaining quality of life, and improving 

psychological well-being. It is important to support couples and family relationships, 

taking into consideration that spouses and adult children may be the predominant 

caregivers.  

The third recommendation identifies the need to consider developing and ensuring a 

consistent, interdisciplinary care pathway for people with Lewy body dementia. The 

rationale for this is that a lack of a clear pathway can make it particularly difficult to 

instigate timely support, management, and care for people with Lewy body dementia 

and family carers. The result is that people are rarely prepared with the necessary 

information and resources to live well, which can increase stress and frustration, as 

identified in the findings relating to ‘looking for answers’. This is particularly relevant for 

those with a dementia with Lewy body dementia diagnosis because current practice 

varies across the UK, even where specialist research clinics exist. Depending on local 

service configuration and available resources, an interdisciplinary approach to the 

review and management of symptoms experienced by people with Lewy body 

dementia should be considered. Such an approach might make use of a joint clinic with 

psychiatric services, due to high incidence of neuropsychiatric symptoms (Bentley et 

al., 2021a), as well as Parkinson’s input due to the impact of motor and non-motor 

symptoms on quality of life. Targeted psychosocial interventions and referral for 

psychological support should be embedded in the care pathway, together with 

specialist neurological pharmacist or pharmacy technician input. This study highlighted 

the complexity of managing complex medication regimes. The spousal caregivers were 

particularly concerned about the effects and interactions of the medications, as well as 

how and when their partners should take tablets. In addition, it is important for clinical 



143 
 

practice to ensure that early on in disease trajectory patients access therapy advice 

regarding exercise, pacing, and rest, and that this input is embed into the care pathway.  

The fourth recommendation is to consider expanding the use of existing management 

guidelines, such as the Lewy body dementia assessment and management toolkit 

(O’Brien et al., 2021; Thomas et al., 2018). These guidelines are designed to provide 

clinical staff in secondary care with a concise aid for diagnosing and managing the 

condition. Specifically, the toolkit offers treatment and medication options for core 

features and symptoms of the condition. This study highlighted the complexity of 

managing symptoms such as memory loss, falls, bowel and bladder issues, and 

neuropsychiatric symptoms, many of which negatively influenced participants’ daily 

living, social activities, and quality of life.  

8.6 Future research 

This empirical research highlights the need to further examine whether people with 

Lewy body dementia lose abilities sooner than people with other forms of dementia. It 

is important to consider if they experience the losses at similar or different times, if 

indeed these are the same losses, and if people with Lewy body dementia these losses 

with greater awareness and therefore more intense feelings of grief and loss.  

There is also a need to consider research which can bridge ‘the divide between 

biomedical and psychosocial’ within dementia research (Vernooij-Dassen et al., 2021 

p.206). Lewy body dementia, as with all types of dementia, is recognised as a 

multifactorial condition which requires understanding from different research 

paradigms and approaches. The continuation of neurobiological research is necessary; 

however, this research is disconnected from the lived experience of people with Lewy 

body dementia. Unfortunately, within dementia research there has been a lack of 

investment on the role of social factors important in maintaining social health (Vernooij-
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Dassen et al., 2021). Therefore, future research should consider, from interdisciplinary 

perspectives and with a focus on concepts of social health, how people, their social 

networks, and wider society interact with the condition.  

A multidisciplinary approach to future research could help inform societal and clinical 

direction on supporting capabilities for people with Lewy body dementia and offer 

deeper insight than the current needs-based model of deficits. People with Lewy body 

dementia depend on others for practical and emotional support, and for help in finding 

the balance between limitations and capabilities, dependency, and independence. 

Given reduced quality of life and poor prognosis, future research should focus on the 

whole disease spectrum from diagnosis to palliative care, and how memory, physical 

health, pain, and co-morbidities affect quality of life and well-being. In addition, findings 

from this research highlight a need to further examine the notion of ‘living well’; how 

this is enacted within our western societal structures influences the individual and 

family with dementia. 

The inclusion of public and patient engagement in dementia studies is still in its infancy 

compared to other research disciplines. This thesis explored novel ways to engage 

people with Lewy body dementia, however its main engagement was with family 

caregivers, with only one person with the condition forming part of the group for this 

project. There is a need to evaluate current practices and benefits of meaningful 

engagement. Future research should explore and expand the notion of true co-

production. The patient and public engagement model employed in this study used 

focus groups, sharing reading materials via email; as well as technology such as 

Covidence to select articles for literature review. To truly explore the co-production of 

meaning in the lived experiences of people with Lewy body dementia, new models and 

approaches may be needed that includes greater input from people living with the 

condition. 



145 
 

8.7 Reflections as a clinical academic researcher 

Conducting narrative research draws to the fore the continuous need to reflect, debate, 

and reconsider. This process of reflection takes on a higher significance as I the 

researcher, too, was a participant in the research process, co-constructing the 

narratives with the couples and, in turn, interpreting meanings within their stories. 

Listening to stories as a researcher, and not the person’s clinician, highlighted my own 

lack of power and agency. I could listen and record with the hope of sharing the stories 

with a wider audience but could only direct them to other avenues for clinical support. 

To see and hear stories where people could benefit from improved medical, nursing, 

and social input was at times frustrating. Then the pandemic arrived and the final 

interview for this project occurred in the days leading up to a full closing of the dementia 

projects my colleagues and I had been working on. As a clinical academic the drive 

and reason behind embarking on a PhD was the need to articulate new evidence and 

put findings into practice, to ensure dissemination, and lead clinical change. For me 

these changing perspectives and priorities occurring during the process have meant a 

return to clinical practice. The drive is to try to implement locally a pathway for people 

with Lewy body dementia and join a national drive to improve knowledge amongst 

allied healthcare professionals. 

8.8 Concluding remarks 

Maintaining a social life and support network was important for both people living with 

Lewy body dementia and the family carer. Social support was seen as an interactive 

process in which social, emotional, physical, or financial help was received from a 

social network. Maintaining a social network was considered important in maintaining 

the spousal caregiver role. However, physical changes, communication challenges, 

and personality and behavioural difficulties undermined the established social 

connections for the couples. Therefore, an advantage of identifying the ‘big’ stories of 
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being social, self-reliance, looking for answers, communication, and conflict is the 

potential to identify modifiable factors, to support and maintain social connections for 

longer.  

The participants were constantly seeking answers to the problems raised by day to day 

living with Lewy body dementia. Access to information, and to health and social care 

professionals who understand this complex condition, was difficult for all couples. As 

highlighted by this thesis the specific needs of people with Lewy body dementia may 

differ from those of people with other forms of dementia, and indeed from the needs of 

their carers, therefore support and information should be more tailored and responsive. 

Greater understanding of formal services and knowledge of the disease progression 

can reduce carers’ feelings of frustration and isolation, and result in people feeling 

better prepared (Bressan et al., 2020). However, to address the complex physical, 

cognitive, and psychological needs of people with Lewy body dementia, this support 

may be required lifelong.  

Help from adult children and friends, and a supportive environment, enabled social 

connections to continue and new ones to be established. This support contributed to 

the couple’s ability to remain self-sufficient. For carers of people with Lewy body 

dementia, increasing their confidence and self-efficacy, and optimising their social 

support networks, is key in reducing loneliness, anxiety, and depression. Being social, 

self-reliance, looking for answers, communication, and conflict were identified as 

underpinning the overall narrative of social connectedness. These findings can provide 

guidance for more targeted healthcare interventions and support for the management 

of Lewy body dementia, and guide future research priorities for people living with Lewy 

body dementia and their family caregivers.  
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10: Appendices 

 

Appendix 1: Exploring the experiences of Living with Lewy body dementia: An 

integrative review  
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Appendix 2: Gough’s weight of evidence score  

A framework for the appraisal of the quality and relevance of evidence. 

 

Gough’s Weight of 
evidence (2007) 

Domains of 
evidence 

Notes on the domains of evidence Evidence Ratings 

 
A framework for the 
appraisal of the quality 
and relevance of 
evidence 
 
 ‘Weight of evidence is a 
useful heuristic for 
considering how to make 
separate judgements on 
different generic and 
review specific criteria’ 
 
(Gough p.11) 
 
 
 
 

 
1.Relevance of 
research design. 
2.Study execution. 
3.Relevance of the 
focus/context of 
evidence. 

 
1. A review specific judgement about 
the appropriateness of that form of 
evidence for answering the review 
question. 
2. Generally accepted criteria for 
evaluating the quality of evidence 
3. A review specific judgement about 
the relevance of the focus of the 
evidence for the review question. 

 
Weight of evidence A: 
Coherence and integrity of the evidence in its own 
terms 
Weight of evidence B: 
Relates to the appropriateness of the study design 
to the review question. 
Weight of evidence C: 
Relevance of the evidence for answering review 
question. 
Weight of evidence D: 
The above three scores are combined to give the 
overall ‘weight of evidence’ as high/medium/low 
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Appendix 3: Quality appraisal of studies with MMAT criteria and Gough’s rating 

Author(s) 
year 
 

Category of 
study 
design 

Aims Sample 
size 
and 
charact
eristics 

Key 
findings 
relevant to 
review  
PwLBD 

Key findings 
relevant to review 
CARER  

Mixed Methods 
Appraisal Tool 
(MMAT) v 2018 
Methodological quality 
criteria. Key: 
Y=Yes 
N=No 
Can’t tell 
 
S1. Are there clear 
research questions? 
S2. Do the collected 
data allow to address 
the research 
questions? 

Gough’s (2007)  
Weight of evidence - ratings  
Weight of evidence A: 
Coherence and integrity of the 
evidence in its own terms 
Weight of evidence B: 
Appropriateness of the study 
design to the review question. 
Weight of evidence C: 
Relevance of the evidence for 
answering review question. 
Weight of evidence D: 
scores high/medium/low are 
combined to give the overall 
‘weight of evidence’  
 

Vatter et 
al. (2020) 

Quantitative 
inferential 

To 
explore 
and 
compare 
levels of 
mental 
health, 
care 
burden, 
and 
relations
hip 
satisfacti
on 

N =136 
LBD 
caregivi
ng 
spouse
s  
PD-
MCI 
(n=37)  
PDD 
(n=50)  
DLB 
(n=49) 
Same 
sample 
as 
Vatter 
2018 

Not 
assessed 
in the 
study. 

Spouses of people 
with PDD and DLB 
have high rates of 
burden, stress, 
relationship 
dissatisfaction and 
resentment. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:High 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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Armstron
g et al. 
(2019a) 

Quantitative 
descriptive 
 
Internet-
based 
survey via 
the Lewy 
Body 
Dementia 
Association. 

To 
investiga
te cause 
of death 
and 
experien
ces of 
individual
s with 
DLB and 
their 
families 
at end of 
life. 
 

N = 
658 
Caregiv
ers 
DLB 
(death 
occurre
d within 
previou
s 5 
years) 
54% 
child 
respon
dent, 
40% 
partner, 
6% 
other.  

Not 
assessed 
in the 
study. 

Discussion by 
physicians as to 
what to expect at 
end of life limited 
and not always 
helpful. Families 
didn’t feel prepared 
for what to expect. 
Deaths were 
attributed to failure 
to thrive (65%) 
pneumonia and 
swallowing 
difficulties (23%), 
co-existing medical 
conditions and falls 
(10%). 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 

 

Weight of evidence A: Medium 
Weight of evidence B: Medium 
Weight of evidence C: Medium 
Weight of evidence D: Medium 
 

Armstron
g et al. 
(2019b) 

Qualitative  To 
investiga
te 
caregiver
-reported 
End of 
Life 
(EOL) 
experien
ces of 
individual
s with 
DLB and 
their 
families. 

N = 30 
Caregiv
ers 
DLB 
(death 
occurre
d within 
previou
s 5 
years) 

Not 
assessed 
in the 
study. 

‘not knowing what 
to expect’ including 
aspects such as 
symptoms, 
deterioration after 
hospitalisation and 
falls, and 
unpredictable end 
of life trajectory 
particularly 
challenging 

Is the qualitative 
approach appropriate 
to answer the 
research question? Y 
Are the qualitative 
data collection 
methods adequate to 
address the research 
question? Y 
Are the findings 
adequately derived 
from the data? 
Is the interpretation of 
results sufficiently 
substantiated by 
data? Y 

Weight of evidence A: High  
Weight of evidence B: High 
Weight of evidence C:Medium 
Weight of evidence D: High 
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Is there coherence 
between qualitative 
data sources, 
collection, analysis 
and interpretation? Y 

Rigby et 
al. (2019) 

Quantitative 
inferential 
 
Internet-
based 
survey via 
the Lewy 
Body 
Dementia 
Association. 

To 
examine
differenc
es in the 
caregivin
g 
experien
ce 
between 
spouse 
and adult 
child 
caregiver
s of DLB 

N=415 
Spouse 
(n=255) 
87.4% 
female 
Adult 
child 
(n=160) 
91.1 % 
female 

Not 
assessed 

Adult child 
caregivers had 
more social 
support and 
reported lower QoL 
life than spouse 
caregivers of DLB. 
adult child 
caregivers’ QoL 
was predicted by 
burden, and that 
burden was 
significantly 
predicted by the 
frequency 
of neuropsychiatric 
symptoms in the 
care recipient. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A: Medium 
Weight of evidence B: Medium 
Weight of evidence C: Medium 
Weight of evidence D: Medium 
 

McCormi
ck et al. 
(2019) 
 

Mixed 
methods 
 

To 
evaluate 
the 
feasibility
acceptab
ility and 
tolerabilit
y of 
Cognitive 
Stimulati
on 

N = 76 
dyads 
(quantit
ative)  
11 
dyads 
(qualita
tive): 
PD MCI 
(n=6), 
PDD 
(n=4),D

5 themes: 
Themes 
supporting 
quat 
findings. 
Interest 
New 
opportuniti
es 
Mastery 
Lack of 
time 

 Is there an adequate 
rationale for using a 
mixed-methods 
design to address the 
research question? Y 
Are the different 
components of the 
study effectively 
integrated to answer 
the research 
question? Y 

Weight of evidence A: High  
Weight of evidence B: Medium 
Weight of evidence C: Low 
Weight of evidence D: Medium 
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Therapy 
– for PD 

LB(n=1
). 
MOcA 
median 
score 
17.5 
internv
ention 
arm. 
RCT 
mixed 
method
- 
Feasibil
ity 
Interve
ntion 
study 
Semi 
structur
ed 
intervie
ws. 

Theme 
refuting 
quant 
findings: 
Challenge
s in 
delivering 
CST. 
 

Are the outputs of the 
integration of 
qualitative and 
quantitative 
components 
adequately 
interpreted? Y 
Are divergences and 
inconsistencies 
between quantitative 
and qualitative results 
adequately 
addressed? Y 
Do the different 
components of the 
study adhere to the 
quality criteria of each 
tradition of the 
methods involved? Y 

Larsson 
et al. 
(2019) 
  

Qualitative  To 
explore 
the 
subjectiv
e 
experien
ce of 
living 
with 
dementia 
with 

5 

Males 

dement

ia with 

Lewy 

bodies 

Age 

range 

78-88 

Pw DLB 
described 
the 
experienc
e of 
symptoms
.  
Positive 
and 
negative 
Interaction
s with 

Not assessed in 
the study. 

Is the qualitative 
approach appropriate 
to answer the 
research question? Y 
Are the qualitative 
data collection 
methods adequate to 
address the research 
question? Y 
Are the findings 
adequately derived 
from the data? Y 

Weight of evidence A:High  
Weight of evidence B:High 
Weight of evidence C:Medium 
Weight of evidence D: High  
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Lewy 
bodies. 
To 
identify 
factors 
influenci
ng 
disease-
experien
ce and 
well-
being. 

MMSE 
18-29 
Mild to 
modera
te. 

healthcare 
profession
als can 
affect self-
perception 
and the 
disease 
experienc
e. 
 

Is the interpretation of 
results sufficiently 
substantiated by 
data? Y 
Is there coherence 
between qualitative 
data sources, 
collection, analysis 
and interpretation? Y 

Roland et 
al. (2019) 
 
 
 
 
 
 
 
 
 
 

Quantitative 
inferential 

To 
compare 
QoL 
experien
ces of 
AD, PD, 
and PDD 
spouse 
caregiver
s, and 
cluster 
outcome
s that 
contribut
e to QoL 
experien
ces. 
 

N =105 
caregiv
ers AD 
(n=41), 
PD 
(n=43), 
and 
PDD 
(n= 21). 
 
contact
ed by 
posters 
and 
flyers 

Not 
assessed 
in the 
study. 

PDD caregivers 
cared for more 
persons with 
cognitive 
impairment, 
Independent ADLs 
dysfunction, and 
behavioural 
problems. They 
faced greater 
stressors; were 
significantly more 
burdened and 
depressed, 
experienced 
decreased life 
satisfaction; and 
were in most need 
of assistance 
compared with AD 
and PD caregiver 
groups. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A: High 
Weight of evidence B: High 
Weight of evidence C: Medium 
Weight of evidence D: High 
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Londos. 

(2018)  

Non 
empirical 
study 
 

To 
describe 
the 
practical 
consider
ation 
in the 
clinical 
medical 
treatmen
t of 
dementia 
with 
Lewy 
body 
(DLB) 
patients. 

1 male 
82-
year-
old with 
DLB, & 
wife. 
 
 
Pw 

DLB & 

Carer 

Memor
y clinic 

Reports 
on a 
husband 
and wife 
attending 
regular 
reviews 
within a 
memory 
clinic. 
Describes 
the 
benefits of 
timely 
medicatio
n and 
treatment 
strategies 
on quality 
of Life. 

Family carer 
described difficult 
experiences 
around diagnosis. 
Described how 
regular reviews 
helped managing 
symptom and 
offered support. 
 

Non-empirical study. 
 

Weight of evidence A:Low 
Weight of evidence B:Low 
Weight of evidence C:Medium 
Weight of evidence D: Low 

 

Park et 
al. (2018)  
 

Quantitative 
inferential 

To 
examine 
the 
relations
hips 
among 
burnout, 
depressi
ve 
symptom
s, social 
support 
and 
psycholo
gical 

N =604 
family 
membe
rs DLB 
(n=453) 
AD 
(n=78) 
PDD 
(n=75). 
Wife 
274  
Daught
er 209  
Husban
d 84  

Not 
assessed 
in the 
study. 

Having care 
responsibilities for 
a person with 
memory, 
behavioural 
problems, own self-
efficacy, grief, and 
tangible, emotional 
and affectionate 
support are most 
likely to affect 
depressive 
symptoms. Having 
self-efficacy 
improves 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 

Weight of evidence A:Medium 
Weight of evidence B: Medium 
Weight of evidence C: Medium 
Weight of evidence D: Medium 
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well-
being in 
caregiver
s of 
persons 
with 
DLB, AD, 
and 
PDD. 

Son 18  
Other 
relative 
19  
 
DLB & 
PDD 
Carers 
Internet
-based 
survey  

psychological well-
being. 

to answer the 
research question? Y 
 

Vatter et 

al. 

(2018a)           

Quantitative 

Descriptive 

&Inferential 

To 
explore 
the factor 
structure 
of the 
Zarit 
Burden 
Interview 
in life 
partners 
of people 
with 
Parkinso
n’s 
Dementi
a. 
To 
examine 
relations
hips 
among 
the 
emerging 
factors 

N=136 

life 

partner

s PD-

MCI 

(n=37) 

PDD 

(n=50) 

DLB 

(n=49). 

Zarit, 

QoL, 

NPI 

Not 
assessed  

Carers experience 
of burden in living 
with partner who 
has PDD. An 
exploratory factor 
analysis revealed 5 
burden 
dimensions: 
Social and 
psychological 
constraints, 
personal strain, 
interference with 
personal life, 
concerns about 
future & Guilt. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:High 
Weight of evidence B:Low 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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and the 
demogra
phic and 
clinical 
features 

Vatter et 

al.(2018b) 

 

Qualitative To 
explore 
the 
changes 
in long-
term 
intimate 
relations
hips in 
Parkinso
n’s-
related 
dementia
, as 
perceive
d by 
spouses  

N = 12 
cohabiti
ng 
female 
partner
s. PD-
MCI 
(n=4) 
PDD 
(n=5) 
DLB 
(n=3). 
Averag
e age = 
69.3 
years. 

Not 
assessed 

The three key 
themes identified: 
Altered 
relationship: care 
partner challenges: 
acceptance and 
adjustment. 
Satisfaction with 
intimate 
relationships 
decreased more at 
the advanced 
cognitive 
impairment stage.  
 

Is the qualitative 
approach appropriate 
to answer the 
research question? 
Are the qualitative 
data collection 
methods adequate to 
address the research 
question? 
Are the findings 
adequately derived 
from the data? 
Is the interpretation of 
results sufficiently 
substantiated by 
data? 
Is there coherence 
between qualitative 
data sources, 
collection, analysis 
and interpretation? 

Weight of evidence A:High 
Weight of evidence B:High 
Weight of evidence C:Low 
Weight of evidence D: Medium 
 

Wu et al. 

(2018) 

 

Quantitative 

inferential 

To 
investiga
te the 
potential 
impact of 
dementia 
subtypes 
on the 
capability 

N = 
1283 
dyads. 
PDD 
(n= 43) 
LBD 
(n=43)  
AD 
(n=715) 

PDD & 
LBD had 
strongest 
impact on 
living well, 
compared 
to other 
sub-
groups. 

For carers, those 
caring for people 
with PDD and LBD 
reported lower 
scores on living 
well measures than 
carers of people 
with AD. 
 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 

Weight of evidence A:High 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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to live 
well for 
both 
people 
with 
dementia 
and their 
carers.  

Others 
(n=482) 
(Spous
e/partn
er 1039 
81% 
family/fr
iend 
244 
19%) 

After adjusting for 
demographic 
factors and 
comorbidity, PDD 
and LBD continued 
to have the 
strongest impact 
on both people with 
dementia and their 
carers. 

Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Jones et 
al. (2017) 
 
 
 
 

Quantitative 
inferential 

To 
examine 
whether 
coping 
strategie
s can 
explain 
variables 
in 
caregiver 
outcome
s 

N= 96 
caregiv
ers   
PDD 
(n=15)  
PD-
MCI 
(n=30) 
PD 
(n=51) 
Caregiv
ers of 
PDD 
group 
Averag
e age  
66.87 
yrs  
Conven
ience 
sample 
from 
existing 
longitud

Not 
assessed 

The use of coping 
strategies 
(problem-focused 
coping, emotion-
focused coping, 
and dysfunctional 
coping) increased 
as the patient’s 
cognition 
worsened. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Low 
Weight of evidence C:Low 
Weight of evidence D: Low 
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inal 
study 

Killen et 
al. (2016) 
 
 
 
 
 
 

Quantitative 
descriptive 

To 
explore 
the 
informati
on and 
support 
needs of 
people 
with DLB 
& 
Caregive
r around 
the time 
of 
diagnosi
s. 

N = 
125 
carers 
(n=122) 
people 
with 
DLB 
(n=3) 
female:
89% 

People 
with DLB  
and family 
members 
were 
inadequat
ely 
supported 
at 
diagnosis. 

The most highly 
rated area where 
respondents felt 
people should 
receive information 
and support was 
hallucinations 
(96%). Other 
issues which were 
rated highly related 
to fluctuations and 
sleep disorders 
which also have a 
major impact on 
carers’ ability to 
maintain their 
caring role. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
 

Kurisu et 
al. (2016) 
 
 
 

Quantitative 
inferential 

The 
study 
aims to 
explore 
the 
differenc
e in 
quality of 
life 
between 
sub-
groups 
AD,FTD, 
DLB 

279 
consec
utive 
outpati
ents 
with 
AD (n= 
231) 
DLB 
(n= 28) 
MMSE 
20+/-
4.4 
FTD 
(n= 20) 

DLB 
patients 
had 
significantl
y higher 
apathy 
scores. 
The 
apathy 
and 
depressio
n of DLB 
patients 
might 
affect the 

Not assessed Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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lower 
positive 
affect of 
DLB 
patients 
compared 
to AD 
patients. 

to answer the 
research question? Y 
 

Svendsb
oe et al. 
(2016) 
 
 
 
 
 

Quantitative 
inferential 

To 
character
ise the 
differenc
es in 
caregiver 
distress 
between 
carers of 
people 
diagnose
d with 
DLB with 
AD  

N = 
186 
caregiv
ers  
DLB 
(n= 86) 
MMSE 
23.4+/-
3.2  
AD 
(n=100)  
Part of 
2 large 
Norweg
ian 
studies 
(Demve
st) 
 
 

Not 
assessed 

Carers experience 
moderate-high 
burden which may 
translate to a 
higher level of 
mental health 
issues in the early 
stage of dementia. 
Neuropsychiatric 
symptoms and 
reduced ADL’s are 
key drivers for 
caregiver burden in 
caring for a person 
with DLB. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Low 
Weight of evidence D: Medium 
 

Oh et al. 
(2015) 
 
 

Quantitative 
inferential  

To 
investiga
te 
neuropsy
chiatric 
symptom
s that 

N = 48 
caregiv
ers 
 
48 PDD 
(28 
male, 

Both male 
and 
female 
people 
with PDD 
show  
frequent 

Carers experience 
of living with 
mental and 
behavioural 
problems of PDD 
The domains of 
delusion, 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? N 

Weight of evidence A:Medium 
Weight of evidence B:Low 
Weight of evidence C:Low 
Weight of evidence D: Low 
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may 
contribut
e to 
increase
d 
caregiver 
burden in 
PDD 
patients. 

20 
female) 
MMSE 
19.8+/-
4.0 
 
 
 
 

neuropsyc
hiatric 
symptoms 
of anxiety 
and 
apathy 
(70.8%), 
depressio
n (68.7%), 
night-time  
behaviour 
disorder 
(58.3%) 
appetite 
change 
(47.9%).  

hallucination, 
agitation and 
aggression, 
anxiety, irritability 
and lability, and 
aberrant motor 
behaviour were 
associated with 
caregiver stress. 
Total NPI score 
was significantly 
associated with 
caregiver burden. 

Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 

 

Thaipisut
tikul et al. 
(2013) 

Quantitative 
inferential 

To 
compare 
DLB 
patients 
with and 
without 
Capgras 
syndrom
e to 
assess 
 potential 
impact 
on DLB 
caregiver
s. 

N=55 
11 DLB 
with 
Capgra
s, 
MMSE
19.7 
44 
without.
MMSE 
19.3 
Informa
nts: 
spouse
s 
(69%), 
adult 
children 
(24%), 

DLB-
Capgras 
patients 
experienc
ed more 
visual 
hallucinati
ons and 
self-
reported 
anxiety, 
had higher 
NPI 
scores. 
 

DLB carers of 
those with Capgras 
had higher 
caregiver burden 
than those without. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Medium  
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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paid 
caregiv
ers 
(7%). 
Mild-
modera
te 
Dement
ia 
(MMSE
& CDR) 
 

Shin et 
al. (2012) 
 
 
 
 
 
 
 
 
 
 
 
 
 

Quantitative 
inferential  

To 
compare 
caregiver 
burden in 
PDD to 
that in 
AD and 
examine 
the 
predictin
g factors 
contributi
ng to 
carer 
burden in 
PDD. 

N = 
151 
Caregiv
ers & 
people 
with 
PDD 
(n=42)  
AD 
(n=109)  
Age 
60.0 
(13.8)  
Gender 
(M/F)  
16/26 
Time 
with 
patient 
(hour/d) 
15.3 
(8.6)  

Not 
assessed 

 

 

PDD Carers 
experience of living 
with PDD 
symptoms. 
 
Caregiver burden 
is higher in PDD 
than in AD, and 
factors predicting 
burden are 
different in AD and 
PDD. In patients 
with PDD, the 
neuropsychiatric 
problems are the 
major contributor to 
caregiver burden. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y  
Are the 
measurements 
appropriate? Y, but 
NPI also relevant 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Low 
Weight of evidence C:Low 
Weight of evidence D: Low 
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Cohabit
ation 
(%) 
80.9 
 
 

Lee et al. 
(2012) 

Quantitative 
inferential  

To 
investiga
te impact 
of 
neuropsy
chiatric 
symptom
s on 
carer 
stress 
between 
dementia 
subtypes 

N = 
121 
Caregiv
ers & 
people 
with 
PDD 
(n=32) 
DLB 
(n=29)  
AD 
(n=30) 
VaD 
(n=30)  
MMSE 
DLB 
15.8 
mean, 
PDD 
19.7 
mean. 
 
 

Not 
assessed 

 

 

DLB & PDD Carers 
have more stress 
than AD and VaD. 
Psychosis, mood 
factors from NPI 
and cognitive 
fluctuations were 
associated with 
carer stress.   
NPI, Carer distress 
scale, Dementia 
Cognitive 
Fluctuations Scale 
(DCFS). 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y  
Are the 
measurements 
appropriate? Y, but 
NPI also relevant 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A:Medium 
Weight of evidence B:Low 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
 

Leroi et 
al. (2012) 

Quantitative 
inferential 

To 
compare 
QoL, 
Disability 
and 

N= 96 
caregiv
ers   
PDD 
(n=25)  

Not 
assessed 

The presence of 
dementia 
significantly 
increases caregiver 
burden and 
decreases QoL. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 

Weight of evidence A:Medium 
Weight of evidence B:Low 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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caregiver 
burden 

PD-
MCI 
(n=43) 
PD 
(n=34) 
PDD 
MMSE 
averag
e score 
19.36  

Disability and 
dependency 
increased as 
cognitive 
impairment 
increased. 

Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Stuart & 

Kenny 

(2010)  

 

Non 

empirical 

study 

To 
highlight 
the 
difficultie
s of 
diagnosi
ng 
dementia 
with 
Lewy 
bodies 
and offer 
example
s of good 
practice. 

N=1 

female 

carer 

(spous

e) - 

PDD 

 

 

Not 
assessed 
in the 
study. 

 Carer experiences 
of neuropsychiatric 
symptoms, getting 
a diagnosis, setting 
up care packages 
and the importance 
of having support 
from a coordinator 
of care and the 
need for emotional 
support. 

Non-empirical study. 

 
Weight of evidence A:Low 
Weight of evidence B:Low 
Weight of evidence C:Low 
Weight of evidence D: Low 
 

Galvin et 

al. 

(2010a) 

 

Quantitative 
inferential 

To 
ascertain 
burden 
and  
unmet 

N = 
962 
Caregiv
ers 
mean 

Not 
assessed 
in the 
study. 

36% reported 
moderate burden 
and 38% reported 
feeling very to 
extremely 
burdened on 7 out 

Is the sampling 
strategy relevant to 
address the research 
question? Y 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
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needs of 
LBD 
caregiver
s and 
collect 
data to 
inform 
educatio
nal 
program
ming and 
enhance 
caregiver 
support. 

age 56 
years,  
88% 
female 
Spouse 
40.6% 
Child 
51.7% 
Former 
Caregiv
er 21% 
Cohabit

ing  

46.3% 

The 
Lewy 
Body 
Dement
ia 
Associa
tion 
web-
based 
survey 
of self-
reporte
d LBD 
caregiv
ers 
over a 
6-
month 
period. 
 

of 11 items 
measuring burden. 
The most frequent 
burden items 
reported by LBD 
caregivers were 
fear of the future 
for their loved ones 
(77%), stress 
between caring for 
their relative and 
personal 
responsibilities 
(53%), that 
caregiving has 
significantly 
interfered with the 
caregivers’ social 
life (52%),  
and uncertainty 
about what to do 
(50%). 
Most respondents 
were not currently 
receiving paid help 
to assist with care. 

Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
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Galvin et 
al. 
(2010b) 
 
 
 
 

Quantitative 
inferential 

The aim 
of the 
survey 
was to 
ascertain 
the 
experien
ces of 
LBD 
caregiver
s and 
collect 
data to 
improve 
diagnosi
s and 
manage
ment of 
LBD. 

N = 
962 
Caregiv
ers 
mean 
age 56 
years,  
88% 
female 
Spouse 
40.6% 
Child 
51.7% 
Former 
Caregiv
er 21% 
Cohabit

ing  

46.3% 

 

Not 
assessed 

Caregivers of 
patients with LBD 
are often frustrated 
by their 
experiences with 
physicians 
regarding disease 
course/prognosis, 
available resources 
and referrals. 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 

 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 

 

Leggett 
et al. 
(2010) 
 

Quantitative 
inferential 

To 
examine 
dimensio
ns of 
subjectiv
e burden 
of 
caregiver
s of 
patients 
with LBD  
 

N=611 
LBD 
caregiv
ers. 
Internet 
survey 
Wife 
35.8% 
Husban
d 6.2%, 
daught
er,43%, 
Son 
5.5% 

Not 
assessed 

Carers living with 
LBD experience 
significant 
perceptions of 
burden that is 
increased with 
behavioural and 
psychiatric 
symptoms, 
impaired activities 
of daily living, 
sense of isolation 
and challenges 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Can’t tell 

Weight of evidence A:Medium 
Weight of evidence B:Medium 
Weight of evidence C:Medium 
Weight of evidence D: Medium 
 



201 
 

other 
9.3% 

with the diagnostic 
experience. 

Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Bostrom 
et al. 
(2007) 
 
 
 
 
 
 
 
 
 
 
 

Quantitative 
inferential 

To 
compare 
quality of 
life in 
patients 
with 
Dementi
a with 
Lewy 
Bodies 
and 
patients 
with 
Alzheime
r 
disease. 
To 
investiga
te 
determin
ants of 
QoL in 
DLB. 

N = 68 
DLB 
n=34 
matche
d to AD 
(n=34) 
on 
Gender
, Age 
and 
MMSE.  
Primary 
caregiv
er to 
the 
DLB 
patients 
were: 
spouse 
(n=20)  
patient’
s child 
(n=11)  
sibling 
(n=3). 

Patients 
with DLB 
had 
significantl
y lower 
QoL than 
patients 
with AD 
regardless 
of 
instrument 
or whether 
patient or 
caregiver 
reported 
QoL was 
used. 

Found that 
caregiver-reported 
QoL was 
considerably lower 
than patient-
reported QoL for all 
measurements. 
 
 

Is the sampling 
strategy relevant to 
address the research 
question? Y 
Is the sample 
representative of the 
target population? Y 
but small numbers 
Are the 
measurements 
appropriate? Y 
Is the risk of 
nonresponse bias 
low? Y 
Is the statistical 
analysis appropriate 
to answer the 
research question? Y 
 

Weight of evidence A: Medium 
Weight of evidence B: Medium 
Weight of evidence C: Medium 
Weight of evidence D: Medium 
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Appendix 4: Summary of included articles 

Author, Date, Country, Title  
 

Study design, aim, sample 

Vatter et al. (2020), UK 
Care burden and mental health in spouses of 
people with PDD and LBD.  

Quantitative descriptive. 
To explore and compare levels of mental health, care burden, and relationship satisfaction. 
N =136 Lewy body dementia caregiving spouses PD-MCI (n=37) PDD (n=50) DLB (n=49) 

Armstrong et al. (2019a), USA 
Cause of death and end-of-life experiences in 
individuals with DLB.   

Quantitative descriptive survey. 
To investigate cause of death and DLB carer experiences at end of life. 
N = 658 Caregivers DLB (death occurred within previous 5 years) 

Armstrong et al. (2019b), USA 
End-of-life experiences in DLB: Qualitative 
interviews with former caregivers. 

Qualitative: semi structured interviews. 
To  investigate caregiver reported EOL experiences of individuals with DLB and their families. 
N = 30 Caregivers DLB (death occurred within previous 5 years) 

Rigby et al. (2019), USA 
Differences in the experiences of caregiving 
between spouse and adult child caregivers in 
DLB. 

Quantitative descriptive survey. 
To examine differences in DLB caregiving experience between spouse and adult children. 
N=415 Spouse (n=255) child (n=160) 

McCormick et al. (2019),UK  
Parkinson’s-adapted cognitive stimulation 
therapy: feasibility and acceptability in Lewy body 
spectrum disorders. 

RCT mixed methods. 
To evaluate the feasibility, acceptability, and tolerability of Cognitive Stimulation Therapy. 
N = 76 dyads (quantitative) 11 dyads (qualitative): PD MCI (n=6), PDD (n=4),DLB (n=1). 

Larsson et al. (2019),Sweden  
Living with dementia with Lewy bodies: an 
interpretative phenomenological analysis. 

Qualitative research & Interpretive phenomenological approach. 
To explore the subjective experience, and factors influencing well-being whilst living with DLB. 
N = 5 DLB  

Roland et al. (2019), Canada  
Caregiver Experiences Across Three 
Neurodegenerative Diseases: AD, PD, and PDD. 

Quantitative descriptive survey. 
To compare QoL experiences of AD, PD, and PDD spouse caregivers. 
N =105 caregivers AD (n=41), PD (n=43), and PDD (n= 21). 

Londos, E. (2018),Sweden  
Practical treatment of Lewy body disease in the 
clinic: Patient and Physician perspectives. 

Descriptive case report. 
To describe the clinical medical treatment and experience of DLB patient. 
N=2 DLB & Carer 

Park et al. (2018), USA 
Self-efficacy and social support for psychological 
well-being of family caregivers of care recipients 
with DLB, PDD, or AD. 

Quantitative descriptive survey. 
To examine the relationships between depressive symptoms, social support, and psychological 
well-being in caregivers of persons with DLB, AD, and PDD. 
N = 604 family members DLB (n=453) AD (n=78) PDD (n=75). 
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Vatter et al. (2018a),UK  
Multidimensional care burden in Parkinson-

Related Dementia.  

Quantitative descriptive. 
To explore the factor structure of the Zarit Burden Interview in life partners of people with PDD 
and examine relationships among the emerging factors and the demographic and clinical features. 
N=136 life partners PD-MCI (n=37) PDD (n=50) DLB (n=49). 

Vatter et al. (2018b),UK  
A qualitative study of female caregiving spouses’ 
experiences of intimate Relationships as cognition 
declines in Parkinson’s disease. 

Qualitative research: semi-structured interviews. 
To explore the changes in long-term intimate relationships in PDD, as perceived by spouses. 
N = 12 cohabiting partners. PD-MCI (n=4) PDD (n=5) DLB (n=3). 

Wu et al. (2018), UK  
Dementia subtypes and living well: results from 
IDEAL Study. 

Quantitative descriptive.  
To investigate the potential impact of dementia subtypes on the capability to live well for both 
people with dementia and their carers. 
N = 1283 dyads. PDD (n= 43) LBD (n=43) AD (n=715) Others (n=482) 

Jones et al. (2017), New Zealand  
Caregiver burden is increased in Parkinson's 
disease with mild cognitive impairment (PD-MCI). 

Quantitative descriptive. 
To examine whether coping strategies can explain variables in caregiver outcomes. 
N= 96 caregivers PDD (n=15) PD-MCI (n=30) PD (n=51) 

Killen et al. (2016), UK 
Support and information needs following 
diagnosis of dementia with Lewy bodies. 

Quantitative descriptive survey. 
To explore the information and support needs of people with DLB & Caregiver around diagnosis. 
N = 125 carers (n=122) people with DLB (n=3) 

Kurisu et al. (2016), Japan 
Comparison of QoL between patients with 
different degenerative dementias, focusing 
especially on positive and negative affect. 

Quantitative descriptive. 
To explore the difference in quality of life between dementia sub-groups 
N= 279 AD (n= 231) DLB (n= 28) FTD (n= 20) 

Svendsboe et al. (2016), Norway  
Caregiver burden in family carers of people with 
DLB and AD 

Quantitative descriptive. 
To characterise the differences in caregiver distress between DLB with AD carers. 
N = 186 caregivers DLB (n= 86) AD (n=100)  

Oh et al. (2015), Korea 
Neuropsychiatric symptoms in PDD are 
associated with increase caregiver burden. 

Quantitative descriptive. 
To investigate which neuropsychiatric symptoms contribute to increased PDD caregiver burden. 
N = 48 caregivers  

Thaipisuttikul et al. (2013), USA 
Capgras syndrome in dementia with Lewy bodies. 

Quantitative descriptive. 
To compare DLB patients with and without Capgras syndrome and assess the potential impact on 
DLB caregivers. 
N=55 DLB with Capgras (n=11), 44 without (n=44). 

Shin et al. (2012), Korea Quantitative descriptive. 
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Caregiver burden in PDD compared to AD in 
Korea. 

To compare caregiver burden in PDD and AD and examine the predicting factors contributing to 
carer burden. 
N = 151 Caregivers & people with PDD (n=42) AD (n=109)  

Lee et al. (2012), UK 
Examining carer stress in dementia: the role of 
subtype diagnosis and neuropsychiatric 
symptoms. 

Quantitative descriptive. 
To investigate impact of neuropsychiatric symptoms on carer stress between dementia subtypes. 
N = 121 Caregivers PDD (n=32) DLB (n=29) AD (n=30) VaD (n=30)  
 

Leroi et al. (2012), UK 
Cognitive impairment in PD: Impact on QoL, 
disability and caregiver burden. 

Quantitative descriptive. 
To compare QoL, Disability and caregiver burden in people with PD, PD-MCI, PDD. 
N= 96 caregivers PDD (n=25) PD-MCI (n=43) PD (n=34)  

Stuart & Kenny. (2010), UK 
Parkinson’s/Lewy body dementia: a carer’s 

perspective.  

Descriptive case report. 
To highlight the difficulties of diagnosing LBD and discuss examples of good practice. 
N = 1 PDD carer 

Galvin et al. (2010a), USA 
Lewy body dementia: Caregiver burden and 
unmet need. 

Quantitative descriptive survey. 
To ascertain the unmet needs of LBD caregivers to inform educational and caregiver support. 
N = 962 Caregivers  

Galvin et al. (2010b), USA 
Lewy body dementia: The caregivers experience 
of clinical care. 

Quantitative descriptive survey. 
The aim of the survey was to ascertain the experiences of LBD caregivers and collect data to 
improve diagnosis and management of LBD. 
N = 962 Caregivers  

Leggett et al. (2010), USA 
Stress and burden among caregivers of patients 
with Lewy body dementia. 

Quantitative descriptive survey. 
To examine dimensions of subjective burden of caregivers of patients with LBD. 
N = 611 Caregivers LBD 

Bostrom et al. (2007),Sweden  
Patients with dementia with Lewy bodies have 
more impaired quality of life than patients with 
AD. 

Quantitative cross-sectional study. 
To compare and investigate determinants of quality of life in patients with DLB and AD.  
N = 68 DLB n=34 matched to AD (n=34) on Gender, Age and MMSE.  
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Appendix 5: Qualitative extracts to support themes 

Theme  Paper  Quotes 

   

Theme 1: 

Living with an 

uncertain 

diagnosis and 

prognosis  

 

Armstrong et al. 
(2019b) 
 

When we first got the diagnosis of DLB, it was kind of like here’s your diagnosis. And at that 
point, we were kind of on our own to figure out what that meant. (#10, son) 
 
Where I figured out that she was gonna die is from reading all the material I could get. But the 
doctor, I don’t think, ever said she is gonna die. And I think that’s important for this person to 
know. . . I think the doctor needs to be very specific with the caretaker. Now, the patient may not 
wanna hear it. (#6, husband)  
 
 
We were told. . . three times within the year that she was probably coming to the last few weeks 
of her life. So, we were saying, estimating about a month. And then she rallied. (#20,daughter-in-
law). 
 
“She stopped eating and I guess over, um, a period of about six or seven days she held on. 
Didn’t eat, didn’t drink and slowly, you know, went down. And then did finally, it took a good two 
or three days where hospice kept saying, “It’s gonna be any minute, any,” you know. She held 
on.” (#13, daughter) 
 
And so it’s, it’s very difficult knowing is this the night, is this the day, and you keep asking hospice 
and they, they, you know, you know, there are certain signs, but no one knows. (#21, wife) 
 
Every night, I would think, “Maybe he’ll die tonight”. And the next night, “Maybe he’ll die tonight”. 
And then next night, maybe, so when it actually happened, you know, I didn’t really know when it 
was gonna happen. “ 
 
Participants reported distress relating to the duration and unpredictability of the dying process 
and lack of communication that this was to be expected. 

 Armstrong et al. 
(2019a) 
 

Physicians rarely discussed what to expect at the end of life (40% total, but only 22% to a helpful 
degree) and that the caregiver usually initiated such conversations. Death was usually expected, 
but fewer than half of respondents felt prepared for what to expect. 

 Galvin et al. (2010b)  
 

Caregivers of patients with LBD are often frustrated by their experiences with physicians. 
Obtaining a LBD diagnosis often required multiple visits to multiple physicians, causing 
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significant delay in initiation of therapy. Over 40% of caregivers reported that it took more than 18 
months to arrive at an LBD diagnosis from the time of the first visit to a physician, regardless of 
the initial symptom presentation. 

 Killen et al. (2016),  
 

This study highlights the lack of information and support provided to people with DLB and their 
caregivers around the point of diagnosis. Respondents identified the importance of tangible 
support and information around diagnosis, yet nearly 50% stated they were not offered this. 

 Londos. (2018) Carer: ‘‘I was worried and made an appointment with a doctor for him. The conclusion after the 
consultation was that he was stressed and ‘burned out.’ He became worse and worse. On 
several occasions I had to call 911 because I suspected he suffered a stroke! On his third time at 
the emergency unit, we met a doctor who took the symptoms seriously and conducted an 
investigation. After a week at the hospital my husband was discharged with the diagnosis 
Dementia NOS.” 

 Stuart & Kenny (2010) Looking back on the experience. “Early signs of disease progression were ignored 
(“hallucinations dismissed as side effects of the medication”). Symptoms were not picked up by 
any professionals he saw. Reassured by GP “He did not have Alzheimer’s. Eventually “I reached 
an overburdened social worker on the CMHT and asked for advice”……. “eventually we were 
very carefully and sensitively given the diagnosis …but it had taken five years”. 

Theme 2: Fear 
of the now, 
worry for the 
future 

Vatter et al.(2018b) 

 

By the time dementia had emerged, the role of spouses had transitioned into that of caregiver 
accompanied by feelings of frustration, anger, sadness, resentment, worry for the future as well 
as loss of own freedom and independence. 

 Galvin et al. (2010a) The most frequent burden items reported by LBD caregivers were fear of the future for 
their loved ones (77%), stress between caring for their relative and personal responsibilities 
(53%), that caregiving has significantly interfered with the caregivers’ social life (52%), 

 Armstrong et al. 
(2019b) 

Fear of dying process: When it got to that point, there was underlying fear that it wouldn’t be it 
yet, and it was a fear because she was really ready to die finally. (#2, daughter) 

 Londos. (2018) “But we know that we have to prepare and ‘pay’ by resting before and after undertaking more 
unusual activities. When the tiredness hits him, I no longer get scared. I let him rest and have 
confidence in the experience that he will get better again, and he does’’.(carer) 
“I used to have a lot of unpleasant dreams, nightmares, but they have disappeared. …..most 
disturbing symptom for me is the immense tiredness which makes me feel as if my brain is not 
catching up. But compared to where I could have been—I have gotten my life back!’’ (patient) 

 Larsson et al. (2019) 
 

Physical changes were highlighted, with accounts of unsteadiness, stiffness, and slowness, 
sometimes leading to frightening experiences. …..Frightening nightmares were also described, 
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as well as difficulties in separating dreams from reality, indicative of REM sleep behaviour 
disorder.  
Participants’ accounts would indicate subsequent fear of falling, which in turn led to risk 
behaviours… 
“I noticed a difficulty in remembering names… this is what I was most worried about… 
because it wasn’t… well… it was my memory… which is the part of my body that I have been 
working the most with”. (patient) 

 Leggett et al. (2010),  
 

Worry about performance as a carer: “we found worry about performance, a third factor not 
typically found in ZBI factor analyses, to be endorsed the most strongly by LBD caregivers”. 

 Stuart & Kenny (2010) “Patrick was hospitalised with another bout of urinary tract infection. He became delirious and 
violent”…came out of hospital with “fluctuating periods of lucidity, depression and at times 
incontinent. I began to employ night carers to allow myself some rest, but the expense was 
frightening”. “Nights were marked by vivid and violent dreams; he would wander around and 
sometimes act roughly”. 

Theme 3: 
Living with 
behavioural 
and psychiatric 
symptoms 

Leggett et al. (2010),  
 

Behaviour and emotional problems most frequently seen in LBD and distinct from other 
dementias, particularly until later stages of the disease (delusions, depression, sleep 
disturbances, irritability, and hallucinations), made a major contribution to personal strain, where 
general BEPs did not. 

 Galvin et al. (2010a),  
 

LBD caregivers indicated the LBD patients had high rates of cognitive and behavioral problems. 
LBD patients had significant difficulties with memory (96%) and judgment (91%); hallucinations 
(71%) and delusions (63%); depression (70%), anxiety (76%) and apathy (69%). 

 Armstrong et al. 
(2019b) 
 

“I think the biggest thing was, for us was the rapid decline…… he started having these 
hallucinations. He was seeing people. He was seeing like, animals and like stuff, but then it 
started getting a lot—a bit more severe to where he was actually recognizing the people he 
saw—like people that he didn’t really see and weren’t really here, you know what I mean?” (#19, 
daughter) 

 Killen et al. (2016),  
 

The most highly rated area where respondents felt people should receive information and support 
was hallucinations (96%). 

 Lee et al. (2012),  
 

Examining carers of the PDD and DLB (LBD) groups with the AD and VaD (other dementia) 
groups identified delusions and hallucinations as significantly more stressful for LBD carers than 
those caring for people with other dementias….. Consistent with caring for people with LBD being 
more stressful, it was found that psychosis and mood factors from the NPI and cognitive 
fluctuations were also significantly associated with carer stress total scores. 
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Oh et al. (2015) 
 

 

Neuropsychiatric symptoms are frequent and severe in patients with PDD and are associated 
with increased caregiver distress. The three most frequent neuropsychiatric symptoms were 
apathy (70.8%) and anxiety (70.8%), followed by depression (68.7%). More severe 
neuropsychiatric symptoms were significantly correlated with increased caregiver burden. The 
domains of delusion, hallucination, agitation and aggression, anxiety, irritability and lability, and 
aberrant motor behaviour were associated with caregiver stress. After controlling for age and 
other potential confounding variables, total NPI score was significantly associated with 
caregiver burden. 

 

 Park et al. (2018) 
 

The severity of the care recipient’s behavioural and memory problems predicted 
the caregiver’s depressive symptoms. Behavioural problems, for example, included waking the 
caregiver at night, engaging in behaviour that is potentially dangerous to self or others, and being 
verbally aggressive, all of which were associated with caregiver burden and other emotional 
distress and eventually associated with depressive symptoms. 

 Rigby et al. (2019) 
 

Adult child caregivers’ quality of life was significantly predicted by burden, and that burden was 
significantly predicted by the frequency of neuropsychiatric symptoms in the care recipient. 

 Roland et al. (2019) 
 

Caregivers managing the greatest symptoms had the greatest negative experiences (burden, 
depression), irrespective of diagnosis. The clusters Getting by with support (76% of PDD 
participants) and Struggling had the greatest symptom presentation, which necessitated greater 
care hours. Caregivers in the Getting by group cared for the greatest problem behaviours and 
IADL disability, yet the use of formal services and expressive support likely mitigated the negative 
impact on QoL in this group. 

 Londos. (2018) “I would never have been able to manage all this without my wife, who takes such good care of 
me. I used to have a lot of unpleasant dreams, nightmares, but they have disappeared. As have 
the figures I used to see during daytime. I never see them nowadays”. 

 Vatter et al.(2018b) 

 

Despite the fact that cognitive impairment and neuropsychiatric symptoms were difficult to 
manage, spouses did not renounce their marital vows and exhibited acceptance and resilience 
towards the situation they were in. 

 Kurisu et al. (2016) 
 

DLB patients had significantly higher apathy scores than those of patients with AD. The apathy 
and depression of DLB patients might affect the lower positive affect of DLB patients compared to 
AD patients. 

 Boström, et al (2007) DLB patients have significantly lower QoL than the AD patients regardless of whether patient or 
caregiver reported QoL was used. Apathy and delusions were the only NPI items that were 
individually significant determinants of QoL in DLB. 
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 Svendsboe et al. 
(2016) 
 

Carers experience moderate-high burden which may translate to a higher level of mental health 
issues. Neuropsychiatric symptoms and reduced ADL’s are key drivers for caregiver burden in 
caring for a person with DLB. 

 Thaipisuttikul et al. 
(2013) 

The presence of Capgras significantly increased caregiver burden and led to the caregiver 
(typically the object of the delusion) to express more depressive symptoms. Patients reported 
symptoms of anxiety, which was the single best predictor of Capgras in DLB with a tenfold 
increased risk. 

 Shin et al. (2012) Neuropsychiatric problems of patients with PDD were the main predictors of Carer Burden. 
Depressed and motor symptoms are also a predictor of Caregiver burden. 

Theme 4: 

maintaining a 

social and 

emotional life. 

 

Larsson et al. (2019) 
 

‘Excessive tiredness was profound for some, needing and sometimes debilitating to life with lack 
of improvement with pharmacological treatment….. For the participants of this study, the primary 
cognitive culprits were identified to be excessive tiredness, reduced mental speed and passivity, 
which was described as risk of falling asleep, not following conversations and reduced interest in 
the social situation. These cognitive barriers, limiting meaningful interactions, could 
ultimately result in withdrawal from social settings’. 
 
“…then people will help me up the stairs… and then the wheelchair is up there… but I want it 
less and less… I don’t want to go there… I think it… it causes such hell of a sensation… 
people needing two living supports to get somewhere…” (patient). 
 
“I am… unfortunately very lonely […] yes… I had this card playing gang… but I’ve let that go 
because I can’t hear what they say… I think I told you before… so I can’t give fun replies to 
jokes […] it passes by… it goes so quickly so that when I have finally come up with what reply I 
am going to give… then they have already moved on […] I don’t go there anymore […] It is 
sad… very sad” “It is tiresome for my spouse… as we are… my spouse is locked down as a 
result… if she need to drive… she doesn’t dare being gone for too long…” 
 
‘Social and psychological isolation was expressed and viewed as negative consequences of the 
illness, with less friends, family or former colleagues reaching out or wanting to remain in 
contact……. However: Other participants would find or develop new roles. This could involve 
joining clubs or societies to seek out new acquaintances and resist isolation, or even partake in 
dementia research, anything where a meaningful role could be found’. 

 Londos. (2018) Carer: … after several months, the solution seemed to be a nursing home. ‘‘But then we 
managed to get an appointment at the Memory Clinic with a doctor and a nurse. Step by step, the 
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medication was changed, and new drugs were added…. a decline does not necessarily mean a 
permanent deterioration, but that with rest he will return to his starting position”. 
Patient: “Nowadays I can travel alone by airplane and participate in the board meetings of my 
company, but I have to prepare myself by sleeping almost 2 days and nights before the meeting 
and at lunch-time during the meeting”.… The most disturbing symptom for me is the immense 
tiredness which makes me feel as if my brain is not catching up. But compared to where I could 
have been—I have gotten my life back!’’ 

 Galvin et al. (2010a) 
 

The most frequent burden items reported by LBD caregivers were fear of the future for their loved 
ones (77%), 
stress between caring for their relative and personal responsibilities (53%), that caregiving has 
significantly interfered with the caregivers’ social life (52%). 

 Jones et al. (2017)  
 

Increased use of all three coping strategies was related to higher burden scores across the whole 
PD sample. For dysfunctional coping (disengaging from the situation or emotions) these findings 
are in line with other studies on dementia, and for problem focused coping these findings add to a 
growing literature suggesting that responding with problem-focused strategies to situations that 
are beyond one’s control, such as when caring for an individual with a deteriorating illness, may 
not be effective. For emotion-focused coping, however, these findings are not in line with studies 
of dementia caregivers showing that emotion focused coping (managing one’s emotional 
response to stress) was associated with better caregiver outcomes (lower levels of anxiety and 
depression). 

 Park et al. (2018) 
 

Higher levels of emotional support (e.g., someone available to understand a problem and give 
good advice, receiving suggestions about how to deal with a personal problem) were associated 
with the likelihood of depressive symptoms. In contrast, affectionate support (e.g., showing love 
and affection) was associated with lower levels of depressive symptoms. 

 Rigby et al. (2019) 
 

Despite social support typically providing a buffer against caregiver burden and depression, 
resulting in higher quality of life and a greater sense of well-being, adult child caregivers in this 
study perceived receiving more social support and reported a lower quality of life than spouse 
caregivers of DLB. 

 Vatter et al. (2020) 
 

Over 75% of respondents reported good resilience highlighting that spouses could adapt well to 
stressful situations and 97.1% reported feeling satisfied with their caring role. Intrapersonal 
aspects (i.e. own anxiety, depression, quality of life, resilience) as well as interpersonal aspects 
(i.e. burden, stress, strain, resentment and anger related to care provision) resulted in lower 
spouses’ mental health. Over half of spouses displayed resentment and low relationship 
satisfaction, and these were associated with higher burden. Burden (ZBI) significantly correlated 
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with stress, strain depression and anxiety, mental health, quality of life, resilience, resentment, 
and anger. 

 Roland et al. (2019),  
 

Getting by with support: 
76% of all PDD caregivers clustered in Getting by, that is, cared for problematic behaviours for 
the longest duration and utilized lots of formal and expressive support.  

 Vatter et al.(2018a) 

 

An exploratory factor analysis revealed 5 burden dimensions: Social and psychological 
constraints, personal strain, interference with personal life, concerns about future & guilt. 

 Vatter et al.(2018b) 

 

Eight spouses reported sleeping in separate bedrooms to their husband due to motor and non-
motor symptoms of PD and noted that the level of physical closeness and intimacy with their 
partner, including hugs, holding hands, caresses, cuddles, and sex, had decreased……. 
Increased spousal care responsibilities resulted in partners spending more time together but 
feeling emotionally more distanced. The three themes identified were: altered relationships; care 
partner challenges; acceptance and adjustment. 

 Leroi et al. (2012) Cognitive impairment alone is not sufficient to impair quality of life, but rather that the impairment 
must be of sufficient magnitude to impact on the functional ability, which is the differentiating 
feature between the PD-MCI and the PDD. 

 McCormick et al. 

(2019)  

12 weeks of Cognitive stimulation therapy was seen to provide interest, increased motivation and 
a sense of achievement for people with PDD and DLB. The themes supporting the quantitative 
findings were: Interest/enjoyment; New opportunities; Mastery; Lack of time/availability. 
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Appendix 6: Initial patient and public involvement feedback 

 

Initial Advice from established Palliative Care PPI Group on setting up my own group 
Sept 2017 

  

• Ethics may have guidance how soon participants can be involved in research after 
bereavement. From a PPI perspective MJ says there is no right/wrong length of time 
– it’s individual and some people really value being able to speak of their experience. 

• Always acknowledge about recent loss 

• 2-3 people in a group on average works best. 

• Open and honest from the start – what it may involve – prompts to need more 
information 

• Don’t use the term ‘ground RULES’ but remind confidential. 

• No question or comment silly- always valid 

• Don’t use term distressing – use ‘up-setting’ – if upsetting come to talk to us 

• Handwritten envelopes more likely to get opened if sending out invitations for 
research. Blue and yellow best colour on leaflets 

• Always offer transport costs and time if possible 

• Ensure PPI have induction/ training, so they appreciate what is expected and 
understand difference between ‘support group’ and ‘advisory group’ 

• MJ would like to be kept in touch about how we get on. 
 
 
Dear Allison, 
 
Thank you for your email. 
 
Great to meet you and it was a pleasure to help – not sure I imparted anything you didn’t 
already know, but maybe I helped reinforce ideas. 
 
I feel quite guilty for forgetting the really important issue of funding. You really do need a 
budget to cover at least travel expenses and to think about payment for time, but also payment 
for training, which should include funding for attendance at relevant meetings which will serve 
to inform and train and allow important networking. I know many of us help anyway as we feel 
passionately about research but respecting a volunteer’s expertise and time commitment is 
important – INVOLVE have guidelines, though I am sure you are aware of the organisation. 
They have their conference at the end of November this year. It is important that a PPI rep 
understands the difference between being involved in research and attending a support group. 
I think I did say that. 
 
The expenses business does nurture respect and value and of course equality in the research 
process. I know budgets for PhDs may not be enough to cover PPI, but if well thought out and 
with the acceptance that research relevant to the patient is paramount, a PPI budget in grant 
applications should be a must. PPI involvement from the beginning, the thinking stage, would 
feature in grant applications anyway, so it follows that PPI should feature in the budgeting. 
 
Probably speaking to the converted! 
 
Every good wish in your work and I would love to be kept informed of what you do. 
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PPI Feedback (email) of initial ideas Palliative Care and Lewy Body Dementia 

09.10.2017 

 
Is Palliative Care something people with Lewy body and their families are aware of? 

Most of my clients don't see LBD as life-limiting, so initially I can’t think of any who would 

consider discussing palliative care. 

Would it be acceptable to interview people about what their understanding is – do 

they access palliative care services – what are their palliative care ‘needs’ – if any? 

If you have individuals and their families who are more enlightened before they are facing 

imminent end of life. They may well appreciate knowing what their options are when the time 

comes. 

If bereaved relatives wanted to take part, what additional support may they need, and 

could they be interviewed at any time after they have lost a loved one? 

Again, and only in my experience I believe that the most meaningful info from your point of 

view will be retrospectively from bereaved relative. 

I was ready to talk about dads passing after 3 months but that may be too early and too raw 

for others. I think most people are willing to offer info if they believe it may aid the suffering 

and sadness of other people going through a similar thing. 

In terms of support, it might be helpful to have a volunteer who has themselves been through 

the experience to offer empathy and support. Our experience of end of life was pretty awful 

in hospital. 

Inhalation pneumonia is the way most of those I knew have passed away including dad. The 

biggest frustration for us was that it was left to us to point out dads issues at the end, such 

as choking on saliva, whereupon the offer of a patch to dry up his secretions was 

made...same with pain.. all reactive rather than proactive which left us feeling guilty and 

questioning if we had indeed made the right decisions. 

Neither the hospital nor the nursing home was in our opinion fit for purpose in allowing dad a 

dignified and pain-free death. Since then, I have been on end-of-life training courses at the 

local Hospice. I had no idea what hospices can really offer in terms of support for the family 

and the individual with an end of life (18 months) prognosis. Respite, holistic therapies, peer 

support groups, counselling, community care as well as a well-managed death as an 

inpatient or at home. 

 I think there is a lot of misunderstanding around hospices especially that they are there for 

people solely with cancer.  

Any other issues you think I should be focusing on? 

 Honesty soon after diagnosis as to LBD being life-limiting so carer and loved one can come 

to terms with the reality and plan for the time that remains. Enjoying that time as well as 

putting affairs in order - registering lasting power of attorney for health and financial matter 

(and understanding that the attorney is empowered to act in their loved ones best interests if 



214 
 

get no longer have capacity, and not to be afraid to speak up if they feel the medical 

professionals may be missing something or are not listening to the family, making a will, 

getting an OT involved to make their own home as safe ( wet room/ showers stool/ intro of 

professional care and convenient as possible to have the option of staying at home for a 

long as possible  

An understanding of what to expect towards the end and how to access best care. (Daughter 

of Father who died with LBD) 

PPI Feedback: Face to face meeting 06.02.2018 (11-1pm) 

PhD research is looking at palliative care from the point of LBD diagnosis forwards and 

includes: physical, psychological, social and spiritual needs, to maximise quality of life. 

Present:  

Allison Bentley 
Catherine (research nurse) 
Sister to person with LBD  
Husband of person with LBD 
Wife of person with LBD  
Pw LBD and wife 
 

1) At which stage of your research did this PPI activity take place? 

 

☒ Initial design         ☐Advice on recruitment 

 ☐Dissemination 

☐Review of funding application  ☒Data collection/interviewing 

☐Review of application to ethics  ☐Data analysis 

2) Was this feedback useful to you? YES 

3) If so, how has it made a difference? What have you changed?  

 

Not necessary to include palliative care terminology – focus on what I’m trying to explore 

more. Focus on ‘living well’ with Dementia instead. Consider interviewing people at different 

time points if time available with PhD – Possibly 3 interviews. Initial, one month later and 6 

months later? Consider the ‘journey’ more. The ideas from the group about asking open 

questions hugely helpful. 

 
 
Discussion included: 
-what makes a good quality of life?? To focus on only the last few weeks of life is not 
appropriate. 
-power of attorney, at what stage of the disease process is it raised? 
-information re practical assistance: e.g. fire detection services, Council Tax reduction 
-emphasise role of hospice as revolving door (not just for end of life) 
-a ‘living well’ focus may be more appropriate; may be more empowering, people are asked 
what they think. Palliative care focus is too passive. 
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-‘nothing about us without us’ 
-ask what you can’t do now, what do you miss that you can’t do? 
-timing: a journey for all involved 
-timeliness: getting in early, continuing engagement of patient and carer 
-recognition that need to access support varies and changes due to numerous factors 
-how to identify best practice and relate it to what’s already available? 
-what are the gaps in need for information? 
 

Example of questions to ask: 

• What was the first time you noticed…? 

• What did you do? 

• What do you miss? 

• What might help you? 

• Not too many questions, more listening time 

Need to find a lead in with the individual. Questions which suggest empowerment, not 

neediness. How to capture strengths, not always deficit model. Trying for specifics - what 

makes xxxx difficult, what makes that easier, what do you do to help yourself when ... 

4) Next steps 

Help preparing participant information leaflets/ consent forms if possible. 

Appropriate/sensitive terminology and should I use the terms – Lewy body disease/ or 

dementia?  

5) What will be the next stage of you project? 

☐Application for funding  ☐Analysis/interpretation ☒Other (please note 

below) 

☐HRA/Ethical approval  ☐Preliminary results  _________________ 

☐Participant recruitment  ☐Publication/dissemination 

6) When do you anticipate reaching the next stage?  

Tuesday 6th March 2018 10.30- 12.30 to look at letter, leaflets, consent forms, poster for 

advertising study. 

Email 13.02.2018 

Resulted in considering narrative research, photography and storyboard – life story 

work to stimulate/aide conversation. 

“Some kind of “This is me” collage activity using pictures, words? Might stimulate a dialogue. 
Would a dialogue and collaboration be possible in the study design? Dialogues/ conversations 
more than interviews. But of course, time and demands of validity etc make thus so 
challenging”. 
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PPI meeting 06.03.2018 10.30-12.30 

Discussion about when in the stages of LBD will I be accessing people. Straight after diagnosis 
too early group thought, but keen to include people with advanced dementia as important for 
palliative care then. Would I select a group from a large sample? According to stages, but 
some group explain stages not helpful, as we are all different. Difficult with current protocol 
and aim of research. Group keen for carers to be involved – is it possible to do observational 
study with more advanced stages? Different ways to engage person with advanced dementia? 

1. Carer suggests a relative could sign for the person (consultee form,) as person may 

be able and willing to participate, but not be able to re-call, process to sign own 

consent form. I discussed about small boxes and trying to sign name – tiring and 

difficult for people with PD in hands.  

2. Some of the group keen on person with taking photographs, but others less so – they 

feel it may be too difficult – would need clear instructions about what I would like 

them to take photos of. I suggested a laminated card with 3 or 4 simple instructions. 

3. T not so keen on using a camera - His partner agrees it may be too difficult. However 

other suggest offer photography, but a range of other arts. Newspaper cuttings, 

journals, painting – can relate to what would suit the person more. 

4. What you enjoy in everyday life, what do you struggle with? What new things are you 

trying? (Accepting). Can be both positive and negative. 

5. Suggest if enough time and budget I could interview a third person – family member 

such as daughter/son friend. (But considered would that help answer the question – 

what is it like for them being related to someone with LBD? Or what do they think it’s 

like for others to live with?) 

6. Looked at draft 1 of leaflet and some examples. Group felt it does not need to be too 

simple – as LBD often have good insight and understanding – but plain terminology 

will be good.  

7. Use the term Lewy body dementia – don’t be vague about ‘memory problems’ group 

suggest as I specifically want people with Lewy body – say so.  

8. Change the bullet points around and don’t break down into 3 visits – simplify and use 

less words. 

9. Be clear who this information is aimed at. The use of 'you', 'your' refers to the person 

with LBD, but (name removed) is at the stage where she would not be able to absorb 

and understand what is being said, but it is relevant to my understanding. To what 

extent in general do mental and physical symptoms run in parallel? (Name removed) 

mental capacity had declined very significantly - she is not now able to take the 

initiative in tackling the emerging problems. 

10. As a carer I would have liked to have more of this information at an earlier stage so 

as to know what to expect. 

11. Advice and support from various health professionals is often mentioned but given 

current resource constraints I'm less that optimistic about the ability to get this in a 

timely way. (husband and carer for person with DLB) 

Email feedback regarding participant facing information APRIL 2018 
 
“It's good to hear you are making progress with the study. 
The issues that were raised during the discussions seem to have been resolved and the 
documents all look fine. 
I hope the study goes well and do let me know if I can give any further help”.  
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 Appendix 7: Recruitment flow chart 
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Appendix 8: Research poster 
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Appendix 9: Participant information sheets 
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Family member information sheet 
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Appendix 10: Letter and opt in slip 

Date:  
Participant’s Name and Address: 
 
 
 
Dear  
 

Living with Lewy body dementia: Stories of Everyday Experience 

 

I am writing to invite you to help with the above research project. The aim of the study is to 

explore people’s experiences and stories of living with Lewy body dementia. We hope that the 

research will inform clinical services, for example, by making sure that any physical symptoms 

are picked up quickly, treated, or referred in the right way. The researcher, Allison Bentley 

would like to meet to carry out 3 interviews with people living with Lewy body disease and a 

family member involved with their care. This would take place over a six month period at a 

time and place convenient to you both. This study has been awarded funding from a Florence 

Nightingale Research Scholarship, and Cambridgeshire & Peterborough NHS Foundation 

Trust, and will form part of a PhD thesis. 

 

I am enclosing a leaflet with more information about the study. If you have any questions for 

the researcher you can contact her by telephone on 01223 767037. Alternatively you can 

complete and return the reply slip in the pre-paid envelope provided or email Allison at 

allison.bentley2@nhs.net . 

 

I understand that you may be concerned about privacy and would like to reassure you that all 

information will be treated in the strictest confidence and all data will be anonymised prior to 

analysis. Participation in this study is completely up to you. Should you decline to take part, 

this will not affect any of your relative’s care. Even if you do agree to take part, you can always 

change your mind at a later date without having to give a reason. 

 

Thank you for taking the time to read this letter. 

 

Yours sincerely 

 

 

 

Allison Bentley  

mailto:allison.bentley2@nhs.net


224 
 

 

Living with Lewy body dementia: 

Stories of Everyday Experience 

Reply form 

 
 

 
 

Please complete and return to let us know if you would like the researcher to contact 
you to discuss the study and arrange an interview. 

 

Your name: 

 

Patient/ Family member 

 

Phone number: 

 

Email address 

 

May I leave a message on your answerphone?  Yes/ No/ Not applicable 

 

What is the best time to contact you? 

 

 

Please return in the pre-paid envelope – no stamp required 
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Appendix 11: Consent forms 
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Family member consent form 
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229 
 

Appendix 12: Letter of ethical approval 

 

 



230 
 

 

 

 



231 
 

 

 



232 
 

 



233 
 

 

 

 

 

 

 

  



234 
 

Appendix 13: Interview topic guide 

Person with dementia: 

1. I want to find out what it’s like to live with Lewy body dementia. I know it might not be 
easy to describe. To get us going – if I ask you what it’s like to live with Lewy body 
dementia, what’s the first thing that comes into your mind? 
 

2. Probe answer – then What else comes to mind? 
 

3. Repeat until topic exhausted. 
 

4. What are the main difficulties for you of living well with Lewy body? 
 

5. What gets in the way of doing things you want to do? 
 

6. What helps? 
 

7. Tell me about something you enjoy? 
 

8. Thinking about a nice day out you have had, or a holiday 
 

a. What made it good 
b. What could have made it better 

 

Family Carer: 

1. If I were to ask you what it’s like to live with someone who has Lewy body, what’s the 
first thing that comes into your mind? 
 

2. Probe and repeat as above. 
 

3. What is a typical day like for you and your husband/mother/father…/? 
 

4. How much freedom do you have to pursue your own activities and interests? 
 

5. What gets in the way of you doing things you would like to do yourself? The two of 
you together? 
 

6. What/ who helps make life easier? 
 

7. How have things changed over time? 
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Appendix 14: Published methods article 
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Appendix 15: Overarching descriptive narrative for each couple 

 

Couple 01 Patrick and Sue 

Interview 1: timepoint 0               53 mins  
Interview 2:  timepoint 2 months    106 mins  
(66 mins life story work Patrick, 40 mins Sue alone) 
Interview 3:  timepoint 4 months     58 mins   
 

Patrick and Sue are in their early 70’s and Patrick was diagnosed with deentia with Lewy 

bodoes around a year before the first interview. Patrick’s early career was as a scientist before 

becoming a teacher before he retired (Story: Working Life “an organised scientist”). He 

enjoyed being part of a band which played at his wedding to his wife Sue of 36 years (Story: 

Music –“it was just a bit of fun”.) Patrick first noticed things were changing when he started 

to have difficulty adding up at a quiz night and his leg was not quite right. As time went on he 

realised there was ‘something badly wrong’ and took himself off to the doctors (Story: getting 

a diagnosis) and was eventually diagnosed with Lewy body dementia a year ago. He had to 

give up golf and decided to stop driving - a particularly difficult decision as he has owned an 

old classic car for many years (Story: Driving “I really couldn’t go out and kill a few people”.). 

His family have stepped in to help by (Story: friends and family). Both Patrick and Sue are 

struggling with the medication regime that has come with the diagnosis (Story: Pills and 

potions “all of a sudden having to take all these pills”) and are having difficulty finding a health 

professional who can help “manage both sides of the condition” (Story: Interactions with 

healthcare professionals “they are under pressure”. ). Sue is finding some of the symptoms 

of Lewy body difficult to manage particularly when Patrick mistakes her for someone else such 

as family members or the gardener (Story: mistaken identity – “at the beginning it was really 

quite distressing,”). The issues around bladder and bowel incontinence are becoming 

increasingly difficult (Story: Bowels and bladder). Sue says it is starting to affect Patrick’s 

quality of life and the ease at which they can socialise (Story:Maintaining a social life), but 

Patrick has adjusted – he has taken up playing music again and is sorting through his 

collections (Story: Collecting things). Sue has family sit with Patrick whilst she does her 

volunteer work or meets friends, and they have formed a new social group with other couples 

they met at a dementia group.  
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Story Title (Couple 01) 

Underlying narrative 

Interview 1 Interview 2 Interview 3 

Getting a diagnosis Piece together - - 

Maintaining a social life Forming new 

friendships 

supportive Struggling to 

maintain 

Working life Being organised Experimenting  

Driving Giving up Working out 

solutions 

constricting 

Friends and family Supportive Back-up  

Pills and potions Difficult to manage Balancing act unsupported 

Interactions with professionals variable looking for the 

right help  

Frustrated 

with the 

system 

Music - Reconnecting 

to music 

Coping 

Bowels and bladder - Quality of life restrictive 

Mistaken identity Distressing upsetting - 

Being a collector (life story work) - Linking to the 

past 

Reminiscing 
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Couple 02 Ken and Kathleen 
 
Interview 1:  Timepoint 0 1 hr 10 mins (life story work Kath only) 

Interview 2:  Timepoint 2 months 39 mins 

Interview 3:  Timepoint 6 months 20 mins 

 
 
Kathleen and Ken had been married for many years after they met at work which Kathleen 

recalls as being an enjoyable period in her life. She has had a Lewy body diagnosis for around 

six years (Story: Getting a diagnosis), which started with disturbing hallucinations which 

resulted in her being admitted to hospital (Story: hospital admissions). She feels they have 

been less frequent since starting medication (Story: Medication ‘a wonder drug’) and has 

since learnt to manage them (Story: Dreams and hallucinations). She has regular contact 

with her GP and occasionally sees a neurologist, Parkinson’s nurse or member of the mental 

health team (Story: Interactions with healthcare professionals). Kath likes to keep busy 

and pushes herself to keep going. Ken says Kath does ‘push’ herself but is ‘her own worst 

enemy’ which he finds frustrating. If things become tense Kath takes herself into the garden 

(Story: Garden) as it’s her ‘retreat’. She says the social services carer helps her keep doing 

the things she wants to do (Story: Social carer). Two mornings a week they go shopping, to 

garden centres and have coffee (Story: Getting out). She finds it frustrating that her mobility 

is getting worse (Story: Mobility ‘frustrating’) and has started to have falls which takes a 

while to recover from (Story: Falls ‘shook me up’ ). Her daughter brough her a ‘wheeler’ to 

help get around, which up-set her greatly ‘I said to her - I’m 72 not 82’ (Story- Family). Kath 

reports “it’s just been a slow progression and I do fight it, very much so, ‘cos I won’t let it get 

hold of me,” During lifestory work decribed how liberating it was to be able to have 

independence on a ferry trip where she felt able to go exploring on her own. She has problems 

with bowels and bladder and has a radar key to access disability toilets when out (Story: 

Toilets) and is starting to think about adaptations to the house (Story: Bath and showering). 

By the final interview, and another hospital admission Kath is feeling weary and tired. 
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Story Title (Couple 02) 

Underlying narrative 

Interview 1 Interview 2 Interview 3 

Getting a diagnosis Frightening - - 

Social Carer  Getting out and 

about 

Companionship Supports 

independence 

Hospital admissions Due to 

hallucinations - 

frightening 

Due to fall – 

Not with it, 

feeling strange 

Exhausting 

Family Advising -

Equipment  

Feeling 

indebted 

supportive 

Medications A wonder drug Balancing act Taking control 

Interactions with professionals Variable  Waiting in the 

system 

draining 

Mobility Frustrating resisting need 

for equipment 

pushing 

Falls Shaken up Tiring Denial 

Toilets Difficult accessing - - 

Hallucinations Learn to manage - - 

Garden Retreat/sanctuary - Hobby 

Getting out Social support Not giving in Slowing 

down/tiring 

Eating and Drinking Difficulty 

swallowing 

Importance for 

socialising 

- 

Bath and showering Difficulty getting in 

and out – needing 

help 

Family 

organising 

alterations 

Organising 

and paying 

for adaptions 
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Couple 03 Peter and Joan 
 

Interview 1: Timepoint 0 64 mins 

Interview 2:  Timepoint 2 months 1 hr 42 mins (60 mins with Carer only) 

Interview 3:  Timepoint 6 months 67 mins 

Joan, a retired teacher first noticed changes to her mobility about five years previously and 

was given a diagnosis of Parkinson’s which she found ‘depressing’ . (STORY -  Getting a 

diagnosis 'it was depressing') Following a significant car crash and a long hospital stay she 

found herself ‘much more dependent on other people’, especially Peter (Story- Driving). Peter 

describes his experience of the hospital admission and essentially the start of his caring role. 

(STORY - Hospital - 'if you don't shout, no one listens'). She was determined to maintain 

some independence but felt the equipment in the home (STORY – Equipment – ‘Useful, 

but…), and visits from the grand-daughters were a constant reminder of the things she now 

cannot do. 'I enjoy having them but find I can’t, with them playing so much because I can’t get 

down and get up, I need some help’. (STORY - Grandchildren 'I can't join in'). Joan also 

finds it difficult to speak and be heard due to the physical voice changes often associated with 

Lewy body dementia.(STORY – Voice changes – ‘difficult to hear Joan at times’). Joan 

had some problems with her memory, and ‘started to see children and other people in the 

garden’ which she said were ‘unsettling’. (Story- Dreams and delusions). She was 

diagnosed with Lewy body dementia. ‘ Well dementia with Lewy Body has been mentioned, 

Parkinson’s with dementia, I don’t think anyone’s absolutely certain’. He has been looking 

things up and is particularly concerned about the effects and interactions of the medications 

Joan is on - 'my biggest worry is the interaction of medication.....I suppose it’s dangerous to 

keep reading but it does seem that it’s very very difficult to pinpoint why this happens’. (STORY 

- Medication 'my biggest worry’). Peter says he finds aspects of his caring role difficult 'I'm 

learning as I go'. (Story – Becoming a carer ‘learning as I go’). Before the second interview 

at their home Joan had a fall. This resulted in another hospital admission with a fractured hip 

and pneumonia where ‘things went from bad to worse’. Joan’s was discharged home for end 

of life care (Story - Palliative Care) with carers four times a day under NHS Continuing 

Healthcare funding (Story- NHS funding). Peter finds it frustrating interacting with the local 

community health teams (Story-Interactions with community services). He finds it difficult 

to find activities to stimulate Joan (Story-Hobbies & Interests) and knowing what soft foods 

to prepare (Story – Eating & drinking). He struggles 'trying to adjust to what our life is now 

like’ and starts to pursue activities on his own (Story- Relationship changes). For the final 

visit, Joan’s physical and mental condition had improved slightly and she was able to re-call 

some of her hospital admission and talk about the changes and frustrations due to lack of 

mobility and being ‘prisoner’ in bed (Story- Mobility). 
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Story Title (Couple 03) 

Underlying narrative 

Interview 1 Interview 2 Interview 3 

Getting a diagnosis/prognosis Understanding Uncertainty Stasis 

Driving  Trauma Realisation Resignation 

Hospital  Advocacy/Speaking 
out  

Responsibility Re-focus of 
care 

Equipment Conflictions  Disruption Security  safety 

Grandchildren Physical loss Tiring Re-engaging 

Voice changes Being heard  - Talking back 

Dreams and delusions Fear of separation Distressing Suspicion 

Becoming a carer Learning through 
experience 

Performance 
anxiety/guilt 

Adapting  
accepting 

Medication Worry about 
treatment &  
side effects 

Roles and 
responsibility 

Taking control 

Hobbies & Interests Becoming 
dependant 

Motivation 
(Lack of motivation 
for Joan, and 
Introjected for Peter, 
ie feels the tension 
of guilt) 

Carer  
re-connecting 
with own 
hobbies 

Interactions with Community 
services 

Connecting  Frustration Restrictive, rigid 
system 

Relationship changes Marital disconnection Loneliness & 
Guilt 

Adjusting to not 
being together 

Mobility Fear of falling Being vigilant Worry about 
inactivity 

NHS Continuing Care - Learning the 
system 

New friends 

Eating & Drinking - Learning by 
experience 

Problem solving 

Palliative care Living well Decision making 
responsibility 

Supportive 
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Couple 04 Jack and Linda 
 
 

Interview 1:  Timepoint 0 - 40 mins (joint interview couple) 

Interview 2:  Timepoint 3 months -  41 mins (separate interviews) 

Interview 3:  cancelled due to COVID 

Jack and Sue are in their late 60’s and Jack says he was a chemist who had a smallholding 

in semi-retirement (Story: working and retirement). Linda reports Jack was successful and 

intelligent in his career and neither understood way he was struggling at work, and as a result 

Linda encouraged Jack to retire.They had to move from their small holding 3 years ago when 

Jack had his diagnosis (Story: Living with a diagnosis), as it was quite isolated and Jack 

was finding it difficult walking (Story: walking). Jack decided to give up driving due to 

hallucinations (Story- Driving). Jack says he has to give up many of his previous hobbies but 

Jack’s family have set up a weekend rota so he and Linda can continue with interests and 

have a break. They enjoy holidays, spending time by the sea and with family (Story – friends 

and family). They try to ‘keep busy’ and maintain links with thier smallholding self-sufficiency 

groups (Story: smallholding, growing), as well as forging new links with couples who are 

living with dementia. Linda and Jack are reliant on the local mental health services for 

medication advice, but find it distressing talking about and being reminded of his condition. 

Linda says they go “over stuff you know, we don’t need to be told that Jack imagines the chairs 

are an animal, we know that, I don’t need to be told, it’s quite annoying as you can see” (Story: 

interactions with community services). They are having trouble getting the right medication 

and doses “so I was insistent that he would meet this consultant ‘cos I thought that’s not 

ok….that was the big thing about the medication”. (Story: medications)  They like to have 

something planned to do each day. “You don’t want to define yourself by your ailments do 

you”. (Story: planning and organising). and Linda uses a day by day diary now for their 

activities as it reduces Jack’s anxiety (Story: Planning and organising) However, Jack does 

admit that hallucinations (Story: hallucinations), anxiety, juggling medications and 

subsequently not been able to drive has been particularly difficult. Although pragmatic about 

living with the condition Linda doesn’t like watching dementia related programs on the TV  “you 

don’t want it to be in your face, I tend to turn it off”.  
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Story Title ( Couple 04) 

Underlying narrative 

Interview 1 Interview 2 Interview 3 

Living with a diagnosis Worrying  Disconcerting  

Walking Importance for 
Independence 

Adapting  

Friends and family support Providing 
care  

 

Smallholding Giving up Holding on  

Hobbies and interests Changing lifestyle Letting go  

Planning and organising reduced motivation Keeping busy  

Hallucinations Learning to live with -  

Medication Struggling to find 

support 

Side effects/ 

QoL 

 

Interactions with community services Discord distressing  

Driving Resigned dependent  

Working and retirement Giving up  Struggle  
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Couple 05 Doug and Gayle 
 
Interview 1:  Timepoint 0                   61 mins 

Interview 2:  Timepoint 2 months 63 mins 

Interview 3:  Timepoint 4 months 69 mins  (also with adult daughter) 

 

Doug and Gayle both come from farming backgrounds and have been married for 49 years. 

(Story – Working rural life – “I thought I was going to have a retirement with old tractors 

on the drive”). Dogs form a big part of their lives - they had “quite a few sheep dogs as well 

and Doug trained them to work the sheep and the gun dogs”. (Story – dogs –“really misses 

the shooting and the dogs”). They always remember the date of Doug’s Lewy body 

diagnosis as one of their dog “had her puppies the day before he was diagnosed, that was the 

last time he drove anywhere”. (Story – driving –“he’d been having odd incidents”). They 

like to keep busy with activities during the week (Story – Activities and groups -“we have 

to make more effort to be active and run into people”) with a farming group and singing 

sessions providing new interests (Singing & Music – “I’m determined to keep my singing 

going”). In order to maintain her own hobbies and interests Gayle tries to plan ahead and use 

respite care (Story – Respite care –“all a headache”). They have tried live-in care, respite 

in a care home, but this often breaks down at the last minute, and as Doug can’t be left alone 

this proves challenging for the family (Story – caring roles –“all the time you’re having to 

think about the cover”). They have three adult children. The daughters help take Doug to 

groups and sit when Gayle goes out. Together with “a bank of friends” they provide support, 

‘back-up cover,’ and advice (Story – Friends and family – “He’s got my back”). Finding the 

right cover is difficult due to Doug’s variable condition (Story – diagnosis/ prognosis -“it’s a 

bumpy ride”) and problems with swallowing (Story – Eating and drinking -“scared he was 

going to choke”) and incontinence (Story – toileting –“we get through a lot of washing”.). 

They have some support from local health professionals but have paid for physiotherapy to 

try and help with Doug’s stooped neck (Story – interactions with health professionals –

“so poorly resourced these days”). Gayle has difficulty understanding Doug “Sometimes I 

can’t understand what Doug’s saying at all and it gets frustrating for both of us”. Doug goes to 

music therapy to help with voice strengthening and they have a speech therapist but at the 

moment they think “the problem is um more in the brain than in the vocal muscles”. By the 

final interview Doug is almost aphasic and the family have started to look at care homes with 

Doug’s involvement. They are particularly keen on homes who integrate with the local 

community and are allowed dogs.  
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Story Title ( Couple 05) 

Underlying narrative 

Interview 1 Interview 2 Interview 3 

Dogs Companionship Socialising  Important to 
visit care 
homes 

Music/singing New interests Voice 

strengthening 

Family take 
to music 
therapy 

Driving Carers relief when 
told to stop (Gayle) 

Being a 
passenger 
(Doug) 

Frightening 
& worrying 
experience 

Farming/rural life Maintaining links Socialising Reminiscing 

Respite care Challenging/difficult - Keep safe 

Groups and activities Keeping up social 
interactions 

Struggling to 
maintain 

Going 
separate 

Friends and family Teamwork Keeping a 
sense of 
humour 

Emotional 
and practical 
support 

Interactions with healthcare 

professionals 

Takes time lack of 
resources 

Problem 
solving 

- 

Eating and drinking Difficult to manage Way to meet 
people 

Importance 
as a social 
activity 

Caring roles Constraining & 

constricting 

dependent Strain of 

responsibility 

Toileting restricting  - Holding onto 

self respect 

Diagnosis/prognosis uncertain ‘Bumpy ride’ Looking for 
care homes 
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Appendix 16: The language of loss - table 

Physical Loss: Quotes 

Loss of energy Patrick: “It does take energy out of me, but I think I, I could 
do two hard days”. 
 
Linda: Well motivation’s an issue isn’t it with this dementia 
isn’t it. Jack: I’m not always motivated. 
 
Patrick: Tired. I was tired this morning and I’m definitely tired 
now, but I’ve felt tired for. Sue: Well we’ve been away as 
well. 
 
Kath: I went out with my carer yesterday…I said I’d love to go 
out, you know. But I was I was tired, I needed to get back if 
you know what I mean, we had coffee, I said I need to get back 
now, I felt like I’d had enough. 
 
Ken: “Kath just won’t give in to anything, and then next day 
you know she’s tired and and wants to spend the day in bed 
so she’s her own worst enemy in that respect”. 
 
Kath: “I am tired. That’s how I feel, um at the moment, um”.  
 
Linda: “I couldn’t understand it. I never thought you know it 
was that [Lewy body], he was just tired,…” 
 
Sue: “I said oh I’m Sue, oh yes yes that’s right, so no I’m tired, 
difficult week”. 
 
Sue: “….he often falls asleep once his brother’s been here 
which is fine ‘cos it’s tiring,”  
 
Gayle: “Sunday he slept a huge amount but then we had been 
out quite late the evening before so he was really tired but 
there’s no real pattern to it, he just nods off”. 
 

Loss of voice Patrick: “It was deemed I think that, the we didn’t need um 
um, sorry I’m thinking of the wrong words”. 
 
Patrick: Just constricted. Not like I’m free like a bird….Um, 
there the situation I’m in is, can’t think of the word…..I’m not 
locked up but there is a certain constrictment, getting around. 
 
Patrick: “I mean my vocabulary is mixed, it’s gone from being 

quite high level to um mumble. I lost my voice early on, then it 

came back. I mean thinking about it it is down, definitely up 

and down”. 

Gayle: “Sometimes I can’t understand what Doug’s saying at 
all and it gets frustrating for both of us. And sometimes he’s 
quite clear…. 
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Peter: “ I find it quite difficult to hear Joan at times, But Joan 
was never a loud person….you’ve got quieter and quieter 
haven’t you? Joan: Yes 
 
Peter: “….it might be my fault I don’t know, but there’s not 
much conversation going on at all, “it’s me that ends up doing 
the talking,...” 
 
Jack: I’m distressed today. Linda: Yeah talking about it isn’t. 
Jack: Talking about it is the worst thing going. 
 
 

Loss of memory Jack: “….there was one other thing I was going to say to you, 
which I can’t remember, I really do suffer from a lousy 
memory…. I’m sure that if I could just bridge my mind it would 
come up with all interesting things.  But I can’t bridge my mind 
I’m afraid”. 
 
Gayle: “I suddenly find something you can’t do or can’t find or 
can’t remember, but you could remember, did know the day 
before. But on the day in question you might not know it at all 
and you can’t anticipate, so it tries your patience rather a lot. 
And other days he’s brighter and chattier and you know, it’s 
the fluctuation I think makes it challenging”. 

 
 

Loss of mobility Kath: “Um mobility at the moment is quite frustrating for me 
now”.  
 
Kath: My daughter got [the walker] for me and I was a bit 
upset, you know, and I wouldn’t even think about it. But now I 
know myself mobility is is getting worse,.. I cried….And I just 
I couldn’t talk to her until the next day and I said to her I’m 
72, not 82. 
 
Kath: “My balance is very um especially after the fall 
yesterday I had that shook me up quite a lot actually. I still 
don’t feel quite right” 

Loss of swallow Gayle: “…poor Doug kept getting his nose in the cream, it was 
very sad, um……Sometimes, he can’t get to the bottom of the 
cup, um but that’s the problem, he was trying to swallow his 
pills the other day with just about an inch of drink left in the 
bottom of the glass and couldn’t get it up to you know….” 
 
Gayle: “I was really scared he was going to choke, and I’m 
not so anxious about that now so”. 

Loss of continence Sue: “he does a poo but doesn’t know he’s done it, which I’ve 
no problem, bodily functions don’t phase me at all. I keep him 
clean, he tries to keep clean, so I said to him I’m going to give 
you some CosmoCol to sort of pull it together….” 
 
Sue: “I find it frustrating, I just said to him I want his quality of 
life what’s best for him, I don’t mind clearing up, I really don’t 
mind, but it doesn’t make him happy and very comfortable…” 
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Gayle: “We had the continence advisor came out about a 

year ago with a range of techniques, but none of them 
suited,…. they tried everything else and none of the other 
stuff, gadgets work, it’s too complicated you know, we can 
never manage a sheath without a lot of assistance, he didn’t 
like the feel of it and all of that so, and pads that you stick 
them on the pants you’ve got to be able to manage getting 
them off and putting new ones on if you’re going to have any 
independence and self respect, so it’s pull up pants….that’s 
eased it a bit”. 
 
Gayle: “I might sound cowardly but I’m frightened, I’d be 
worried that we’d have an incident like we had on the 
motorway last Summer. There was an accident and a very 
long hold up, we were stationary for about an hour. He’d got 
his paddy pants on, but he insisted on getting out of the car. 
and he’s trying to open the door, and in the end we tried 
tearing up another pear of padded pants and stuffing them 
down his trousers and that didn’t help, we couldn’t do it, and 
we hadn’t got a bottle with us then”. 

Gayle: “Just I get more and more exasperated. Around the 
situation you know, um getting a bit, we just sit down and just 
start a meal and he pops out to the loo or something”. 

Linda: “….he’s also struggled ‘cos they’ve changed his 
medication, he’s on medication for sort of depression, anxiety, 
which gave him diarrhoea, he couldn’t go out anywhere…” 

 

 

Social/ emotional loss  

Loss of confidence Sue: “he’s not quite as confident and I don’t know whether I’m 
overhelping him because I don’t want to him to lose his 
confidence or his independence um but”. 

Gayle: “The bad winter two years ago he fell over on the ice 
and um lost his confidence [walking the dogs], he did have a 
pendant alarm with GPS on it which was good ‘cos, it gave 
him a bit of independence…” 
 
Jack: “Well if it is Lewy whatever it is, then um it’s very off 
putting, it’s um and it’s worrying and you wish it would go 
away but it ain’t going to”. 
 

Loss of social life Gayle: “Um it’s quite sad really ‘cos it’s mostly the women 
who make an effort to go and chat……I think the men just 
don’t know what to talk about”. 
 
Gayle: “we had a nice lunch and then we had um hot 
chocolate, it had a whirl of cream on the top, and poor Doug 
kept getting his nose in the cream, it was very sad, um”. 
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Sue: [I said] “do you want to come shopping, ‘cos we usually 
go together, and it’s to do with if he makes a mess. I want 
him to be able to go out and he has incontinence pads which 
he wears at night but he doesn’t like wearing them during the 
day, which is understandable”. 
 
Jack: “I mean I think we, Linda more than me, are pretty good 
at socialising, considering that I haven’t got a car, I can’t drive”. 

Sue: “I just cannot plan anything, I mean a group of friends 
went to the cinema last week, I can’t you know I can’t do it, 
not during the week,” 
 
Gayle: “I like to contribute to the village and I can’t you know 

as much…., so I don’t get the social contact that I used to. Um 

I just can’t do all the things I like to do,” 

 

Loss of 
agency/independence 

Patrick: “there’s a certain sort of sense of er being pinched in 
a bit, but they’re looking after me. Interviewer: How do you 
mean pinched in a bit? Patrick: Just constricted. Not like I’m 
free like a bird….Um, there the situation I’m in is, can’t think 
of the word…..I’m not locked up but there is a certain 
constrictment, getting around.… but I can’t go out and go 
driving or anything like that”. 
 
Joan: “I was capable of being able to walk, whereas now I’m 
mostly being prisoner here. Unfortunately she [The 
occupational therspist] concluded that I wasn’t ready to be 
released”.  
 

Gayle: “Constricting now, because he needs somebody here, 
I might nip down to the shop and back, about half an hour, but 
um ……you know all the time you’re having to think about the 
cover. I’ve got friends in the village who very kindly offer to 
help, but because of the loo business, not everybody you can 
ask to do that”. 

Gayle: “it does constrain my lifestyle and I know his lifestyle’s 
not really….” 
 
Kath: “it’s just been a slow progression and I do fight it, very 
much so, ‘cos I won’t let it get hold of me, but I do notice the 
change in me, what you know things that are happening. Um 
so um… I just I push myself,..” 
 
Peter: I understand they [therapists] have a protocol. I find it 
quite annoying that they’re not prepared to see how it goes 
rather than say we can’t do it….. Anyway I got angry,… they 
said we’re not going to be able to move Joan for the 
foreseeable future, so we’re stuck really. But I said well I’m not 
prepared to accept that long term….So that’s frustrating,…”  
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Joan: It’s frustrating…Unfortunately she [The occupational 
therspist] concluded that I wasn’t ready to be released”. 
 
Sue: “he’s not quite as confident and I don’t know whether I’m 
overhelping him because I don’t want to him to lose his 
confidence or his independence um but”. 

Mutual/ couple loss  

Loss of roles/identity Jack: “I mean like most folk in my position you know they’re 
very dedicated to their jobs aren’t they, you know but er I need 
to give up the job, I mean that’s something else major that I 
had to give up, June didn’t have to but I had to, I just realised 
that I couldn’t do what I was trying to do”. 
 
Sue: “I think the thing is John’s personality is there but it um 
you know it’s I want to say it’s changed,…” 
 
 
 

Loss of driving Jack and Linda decided to move “because it was out of the 
way, there’s no pavements or anything and Jack doesn’t 
drive”. Jack says not being able to drive “is a real bummer”. 
Jack: “I gave up voluntarily ‘cos I could see the way it was 
going, and I thought the thing is to get used to. Well I realised 
I’d got, or it was highly likely that I had this [Lewy body 
dementia]. June: It’s the hallucinations that’s the issue, if 
you’re driving a car it’s seeing [things]”. 
 
Patrick: “…. The bottom line about that is that er it’s not 
necessarily your vision being changed, the thing that’s more 
dangerous is you might have a black out. You can’t predict it. 
So that’s what stops you, and I really couldn’t go out and kill a 
few people. But it’s the vision you know, it’s a serious thing. 
And it does happen apparently”. 
 
Gayle: Yeah that was the last time you [drove] wasn’t 
it….Doug: Sadly I can’t do it anymore”. 
 
 

Loss of purpose Peter: “I think the other thing you get this guilt. I suppose it’s 
guilt, you feel I should be, ‘cos I don’t feel I’ve ever I’m not 
really doing anything with any particular purpose, does that 
make sense, the purpose is keeping the day going but not 
actually doing anything of any substance really,” 
 
Linda: “….he just struggled and I thought this is really funny, 
you know he can’t get a grip on this new [job role], and it was 
quite complex but normally he wouldn’t have struggled with it 
but he really seemed to be struggling.…” 
 
 
 

Loss of shared sense of 
reality 

Peter finds most difficult is that Joan thinks he is having 
affairs with other women and says “sadly the most I ever talk 
to Joan about are things which aren’t real anyway”. 
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Linda: “They were quite scary images weren’t they. Jack: 
They were scary and um yeah but we did get over it and 
things gradually improved”. 
 
Sue:….. we had a lovely day, and then about quarter to ten 
he said to me when’s Sue coming back? Then I got upset, I 
try not to ‘cos it doesn’t help. ….and I said oh I’m Sue, oh yes 
yes that’s right, so no I’m tired, difficult week”. 
 
Sue: ….at the beginning it was really quite distressing, um 
but er you know I will sit and he’ll suddenly say where’s the 
nice lady that made the tea. Patrick: I can’t explain that. 
 
Sue:.… “I don’t know what’s from one day to the next, I mean 
it’s the most horrendous um I was going to say medical 
condition, I think I told you my mother had cancer, John’s mum 
had dementia and they both decided that having cancer was 
better than having dementia. Although my mother knew she 
was very ill, at least she had all her - you know she knew what 
was happening, whereas sometimes he doesn’t,..” 
 
 

Being a couple/anticipated 
future 

Peter:.…the thing I miss most is it’s difficult to do things 
together as we would have done before, to get out would be 
lovely I mean I can but obviously Joan can’t but um I think 
that’s what we miss most isn’t it, just to go places and do things 
together”. 
 
Gayle: “it does constrain my lifestyle and I know his lifestyle’s 
not really but I thought I was going to have a retirement with 
old tractors on the drive being repaired, ‘cos he and a friend 
used to do up some vintage tractors a few years back…”. 
 
Kath: “I find that, things when things get difficult between Ken 
and me ….I go out into the garden and that has become my 
retreat” 

 

Loss of companionship/ 
loneliness 

Peter: “I suppose the other things I miss most is just the 
companionship really, that’s hardest because we’re not 
sharing anything in the sense of other than me putting a 
spoon in her mouth, that’s it now really”.  
 
Gayle: “if you’re long periods with somebody who can’t be 
left on their own and they’re asleep it gets quite lonely,” 
 
Peter: “I suppose the other frustrations are um there’s 
nothing from Joan, it’s not her fault I know that but she’s 
much more receptive to the carers and things than she is to 
me. I never get a smile, I never get a um, I don’t get any 
reciprocal ….” 
 
Sue: “I suppose it is down to me, I was cross and I was 

frustrated and of course I suppose that reflects,” 
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Appendix 17: Local patient and public involvement feedback 
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Appendix 18: Plain English summaries 

Why this research is important: 

Lewy body dementia is a complex condition with a wide range of symptoms and problems, 

from memory issues and hallucinations, to features associated with Parkinson’s. As the 

condition progresses many of the caring and nursing duties fall to families. At present, 

however, little is known about how people with Lewy body and their families are affected by 

day-today by the condition. The aim of this research was to fill this gap by exploring couples’ 

experiences of living with Lewy body dementia and how this changes over time. 

How I carried out the research: 

I carried out in-depth interviews with five married couples three times over a six month period. 

One of the meetings involved interviewing the care partner on their own followed by a life story 

work session with the person with dementia. The overall aim was to gain both individual, and 

joint insights into their experiences over time. Couples were recruited from the Join Dementia 

Research register and memory clinics within East Anglia, England. Information was collected 

by asking open ended questions to explore each couples experiences. The information was 

then analysed by looking at the individual personal stories as well as the stories that emerged 

as the couples interacted with each other. I then considered if couples had shared, or differing 

experiences of the same stories. The stories were then compared across couples, and with 

wider society. 

What I found: 

When the stories were compared the overarching narrative was the importance for couples of 

‘social connectedness’ or connecting with others, feeling part of a network or group. Analysis 

showed that the person with Lewy body dementia and their care partner did not always have 

the same experience, and experiences change over time. The findings around ‘social 

connectedness’ highlighted the importance of relationships. Support from adult children, 

friends and an overall supportive environment enabled social connections to continue and new 

ones to be established, but physical changes, communication challenges and difficulty 

connecting to health and social care, could result in a social and marital disconnection for the 

couples. 

Conclusion: 

My research revealed that gaining access to clinicians was patchy while information, support, 

and formal care were difficult to access at the right time, and availability was inconsistent 

across couples. The stepwise approach can provide guidance for more targeted healthcare 

interventions and support for management of Lewy body dementia. 
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Plain English long summary 

Couple experiences of living with Lewy body dementia: A study of experiences over time. 

Origins of my research: 

As a community nurse I had supported several people living with Lewy body dementia, and I 

came to realise how difficult it was to manage the many symptoms which occur with this 

condition. An opportunity came up to be a research nurse. The local university was setting up 

a study looking to improve the diagnosis and management of Lewy body dementia, so I 

applied to join the team. The result was that over the next four years I met many people living 

with Lewy body dementia, their families and clinicians. I then realised that within research 

there was very little written about the day to day lived experience of this condition. 

Why this research is important: 

Lewy body dementia is a complex condition with a wide range of symptoms and problems. 

These include memory issues, changes in personality and behaviours, sensory challenges 

such as hallucinations and delusions, and features associated with Parkinson’s. Initial signs, 

and symptoms are varied and often difficult to detect. This makes it difficult to diagnose, and 

as a result many people do not receive the best possible management. Following a diagnosis 

of Lewy body dementia most people are likely to be discharged from memory clinics and 

mental health teams after a short period. As the condition progresses many of the caring and 

nursing duties fall on their families. The result is that little is known in detail about how people 

with Lewy body and their families are affected by the condition on a day-to-day basis.  

At the start of the PhD, I looked at what research was published in journals around the 

experience of living with Lewy body dementia. The review of this literature highlighted a gap 

in our understanding of what it is like to live with Lewy body dementia, and what it means for 

a person with dementia and their family carer. I thought it was important to fill this gap by 

exploring couples’ experiences of living with Lewy body dementia and how this changes over 

time. 

Aim 

The overall aim of this study is to explore the experience of everyday life for both people living 

with Lewy body dementia, and their family carer. 

 

Broader objectives 

• To explore physical, psychological, social, spiritual aspects of everyday life with Lewy 

body dementia. 
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• To understand similarities and differences between the experiences of people with 

Lewy body dementia and those of their care partner. 

• To explore if the stories allow wider social and clinical insight to help improve 

knowledge and care. 

 

How I carried out the research: 

Three narrative interviews with people living with Lewy body dementia and their family carer, 

were conducted flexibly over 6 months between August 2019 and March 2020. Narrative 

research involves collecting interviews and then analysing the accounts people give in 

describing their experiences. Narrative interviewing provides an in-depth way to gather stories. 

To assist with this the local carers advisory group helped devise 5-7 broad open questions. 

The advantage of encouraging storytelling, rather than direct questioning in an interview is: 

• It can encourage a more natural conversation. 

• People express stories and events important to them when taking the lead in 

conversation.  

• Looking at these events or small stories can help make sense of experiences.   

In order to encourage the opening up of converstaions and stories I also carried out a life story 

work’ session with the person with Lewy body dementia at one of the interviews. People with 

Lewy body dementia sometimes need help to communicate important aspects of their day-to- 

day lives – like background, interests, who and what is important to them. This may be due to 

problems with memory loss, word-finding difficulties, and decreased voice volume, for 

example. Life Story work is an activity in which the person with dementia is supported to gather 

objects, photos, and mementos as an ‘aide-memoire’ and review their past life events for 

discussion or build a personal biography. Within this project it was used to help the person to 

remember and share their past experiences about what they enjoyed, how they have coped 

with events in their life, and what they may now find difficult.  

Once all the information was collected, it was then analysed by looking at the individual 

personal stories as well as the stories that emerged as the couples interacted with each other. 

I then considered if couples had shared or differing experiences of the same stories. The 

stories were then compared across couples, and with wider social political, policy and media 

influences on dementia generally. Analysis showed that the person with Lewy body dementia 

and their care partner did not always have the same experience, and experiences change 

over time. However, when the stories were compared the importance of ‘social 

connectedness’ was found to be the overarching narrative (the main story that included and 

affected everyone). 
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What I found: 

Being socially connected was seen as in important. Connecting with each other, to friends and 

family, and the need to feel part of a commnity network or group was particularly important. 

The findings around ‘social connectedness’ can be seen as different stages the couples that 

took part in the research met with:  

• Maintaining social connections (keeping up long term hobbies, friendships, clubs) 

• Developing new connections together – such as with people in similar situaltion 

(dementia groups etc) 

• Social disconnections - trying to maintain independence 

• Changes in connecting with adult children - as they stepped in to help 

• Marital changes - from marriage partnership to becoming a ‘carer’ 

• Connecting to health and social care - challenges of finding right person/team at the 

right time. 

• Marital ‘disconnection’ - living togther but feeling an emotional, physical distance 

 

Maintaining social connections 

Continuing with hobbies, having fun and companionship were important for the couples. 

However, the person with Lewy body said this became more difficult due to voice and memory 

changes. They found a slowness in retrieving words, loss of words, word linking, and poor 

memory which was challenging for them. 

Developing new connections together 

The couples started to meet people at cognitive stimulation and dementia groups, where they 

formed new friendships and ‘break away groups’ with people they felt had something in 

common. Meeting people in a similar situation also provided an opportunity to try and find out 

more information and tips about the condition. As this was also a time of of worry, frustration, 

and confusion they were able to gain some support from each other. At this point they felt 

“we’ve had to rely on each other to a considerable extent”. But the family member started to 

talk about their individual experiences of becoming an advocate, of seeking information and 

needing to learn new skills to help their partner as their condition changed.  

Social disconnections 

The person with Lewy body struggled with tiredness, fatigue and eventually a lack of 

motivation. This could be a time of tension for the couples as they tried to maintain activities 

as a couple and keep busy, but the person with Lewy body dementia found they needed to 



267 
 

pace. Memory, psychological and physical changes such as tiredness, hallucinations, 

delusions, word finding difficulty, incontinence resulted in the person living with Lewy body 

dementia reducing their social activities and interactions and the care partner starting to go 

out alone. This was essentially the start of loss of independence, freedom, and spontaneity 

for everyone, particularly when the person with Lewy body dementia had to give up driving. 

Changes in connecting with adult children 

The couples sought help from outside, in the first instance from friends and family. The couples 

in this study received a great deal of support from adult children. The ones not living locally 

provided financial advice, paid for equipment, alterations, helped with paperwork and 

organised visiting rotas. Children who lived locally would take the person with Lewy body to 

physiotherapy, groups, appointments, and act as sitters for the care partner, so they could 

maintain their own interests and attend to their own health.   

Marital relationship changes 

Maintaining the social, physical and emotional aspects of the mariage became difficult for the 

couples. They talked of the loss of companionship, and going out. They had to adjust to an 

ever changing relationship, as a shift occurred from marital partnership to becomng a ‘carer’. 

This came at a time when they were looking to access community health and social care 

services. 

Establishing connections with health and social care 

The couples were in contact with a wide range of community services. They talked about their 

experiences both positive and negative. They had difficulty finding the right people at the right 

time and they said services were often under-resourced and under pressure. Findings 

highlighted “balancing” medication and management of incontinence as particularly 

challenging for all couples. Medications caused diarrhoea, and constipation and at worst one 

person reported having a ‘psychotic attack’. Stories around bowel and bladder problems 

highlighted the impacted this had on their physical and psychological aspects of daily living, 

social activities, and quality of life. They waited ages for advice and had to go through the 

system-a variety of assessments and criteria checks before accessing NHS services and 

products.  
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Marital ‘disconnection’ 

 

The feeling of a marital disconnection was made more difficult if the person with Lewy body 

dementia had personality changes that involved mistaking the care partner for someone else, 

or had more challenging behaviour. In addition to continuing their everyday tasks the care 

partner also had to take on additional roles that their partner traditionally completed, such as 

cooking, driving, finances and maintenance.  

Conclusion: 

Physical changes, communication challenges and personality and behavioural difficulties 

undermined the established social connections. Help from adult children, friends and a 

supportive environment enabled social connections to continue and new ones to be 

established. Access to information, and to health and social care professionals who 

understand this complex condition was difficult for all couples. Providing earlier advice on 

dealing with tiredness, continence and behavioural symptoms may improve quality of life and 

help maintain supportive connections for longer. The social stages identified in this research 

can provide guidance for more targeted healthcare interventions and support for management 

of Lewy body dementia. 
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Appendix 19: External patient and public involvement discussions 

Held March/April 2022 (Part 1) 

Jill (wife and former carer of David who had DLB) 

General thoughts 

I didn't know what or how a narrative interview was different from other interviews. She said 
that to help you should have five to seven broad, open questions and thinking of David and 
open questions I'm not sure you’d get an answer. I think you'd have to be quite specific rather 
than having open questions because I'm not sure that he would have been able to talk about 
the things you necessarily wanted him to talk about. I thought to myself now we couldn't have 
done that, and I couldn't have got David to talk really like that I’d have had to keep saying ‘and 
what happened then?’ and you know ‘why did that happen?’ 

The life story work, which I know is a sort of standard thing and which we did a very short one 
with David when I was going to another group, and he liked doing it. He contributed to his own 
story, just photographs, telling me who they were and what happened, and so on. 

Do you feel the 7 areas identified in the research are common/ uncommon experiences for 
people and families living with Lewy body? Do they ‘ring true of your experiences and with of 
others you know? 

• Maintaining social connections (keeping up long term hobbies, friendships, clubs) 

The things we had done before we would continue to do, such as we always would go to the 
theatre, David liked watching sport, he continued listening to music. And we continued social 
life with friends in a more limited way, not in the same way much more limited.  

He would never have initiated any of those things. I had to initiate everything and say, ‘shall 
we?’ If there was something coming on at the theatre, I’d say shall we go and see it and he'd 
always say yes because I knew what he liked. And, shall we go to the football match which he 
loved and he’d say yes or he’d just get his coat on but he would never have initiated any of 
those things. Even from the very beginning and, in fact one of the signs that I picked up before 
he was diagnosed was the fact that he had lost interest in the things we had done previously. 

What do you mean by lost interest? 

He always had his radio in the car and for example he would often come in at night and say I 
was listening to the radio, and this is going on or this is going to happen, shall we get tickets. 
And it was something I had never heard about or seen or thought about and he'd get tickets. 
And he’d say I was talking to someone today and they said they had been to so and so, and 
it might be a holiday or something, and it was good shall we have a look at it? Now all of that 
stopped and even just saying shall we just go out for a meal tonight, instead of cooking, all of 
that had stopped and so you just thought gosh he's losing interest, and that was before he 
was diagnosed. 

Once David became more impaired, you said you did things in a more limited way, so how did 
that change in your friendship groups? How did you change what you did with them 
previously? 

I’d be careful if I was going out for a meal with people, I would have to think no I don't think 
that would be suitable for David. It would have to be a sort of user-friendly restaurant. You 
wouldn't have gone to a grand restaurant; you’d go somewhere user friendly where you could 
get up and just wander outside and the staff would understand, and you'd come back in time 
for the next course you know. He would find it too long sitting if the meal was taking a long 
time. He would get sort of a little bit agitated, and if it was somewhere we knew I would just 
get up and say we’ll have a walk. So, you had to think about where you're going. 
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We never stayed with friends overnight, that wouldn't necessarily been a good thing. He would 
have been a strange place and that might have disturbed him. We could go on holiday, and 
he was all right, as long as he could see me. When he couldn't see me that’s when he would 
get upset, even though he didn't know me. 

Were there benefits in keeping up activities? 

I don't know what you'd have done if you hadn't kept them up. Because he didn't go to a day 
centre until maybe the last six months of his life so he wasn't going out meeting other people 
in that sense, and I don't know what we would have done. And because I could drive, I could 
take him places which I think was an advantage. And because we had a garden, he could sit 
and watch me in the garden, and now and again, he’d wander out and say, ‘should I help you?’ 
And he was quite content, he wasn't wanting to be entertained because I think there's a 
tiredness as well. You know people with Lewy body dementia can get very tired. You can't be 
sort of dashing here, there and everywhere. 

At the time, how would you have known whether David was enjoying an activity or not, would 
you have known? 

I would know because he was quite content. And because when there was a goal scored, he 
would jump out with everybody else, whether that was automatic or not I don't know. If there 
was music, he would sort of keep in time to the music so if people were jigging about, he could 
do that. He gave the impression that he was enjoying it and he would laugh at the right times, 
or you know if something funny happened. But if you asked about it when he came home, he 
might tell you particularly about the match, he would tell me he had been to the much even 
though I’d been with him and I would say ‘Oh that was good’ and he would tell me maybe 
incidents that had happened, but which hadn't happened. He told me told me about things 
which he had seen but they hadn't happened. And he wouldn't have necessarily been able to 
tell me the correct score he wouldn't have known that and he wouldn't necessarily have known 
who they were playing, although he knew beforehand. When he was telling me about it, he 
was loving it even though it wasn't an accurate version, so it had benefits, because he was 
happy. When she talks about talking to the carers on one hand and the patient, on the other 
and whether their narratives were the same if she’d talked to David immediately after a match 
and then talked to me, she’d have got two different stories. 

• Developing new connections together – such as with people in similar situation 
(dementia groups etc) 

We only ever went to one group, I’ve forgotten the person who was leading it and he was a 
psychiatrist, and it was interesting while we were there, and he was quite happy to go but we 
didn’t maintain any connections. We didn't make any new connections with people in a similar 
group. 

We went to a group at the very beginning, after David had been diagnosed. It was a camera 
club, and it would be the new cameras had come out, you know the digital cameras. I had 
bought one for David and we couldn't work it. I saw the course and I thought we could go on 
that so we both went. And we would learn a new skill each week and then we'd have to go out 
and take photographs demonstrating that skill. He loved going to that club, and he didn't do 
any work. We each had a computer, and I would set his up and I would set mine up, and we 
would have been out the previous week and taking photographs and we took those 
photographs, along with us, so he chose his photographs to take with him from the ones I had 
taken. And he didn't really converse with the other people in the group, but he liked looking at 
their photos on their screens. At the end of the course, we had to present our workbooks and 
David got a credit and I got a pass because I did the notes and then I’d say right now, you 
copy those notes, and he would copy the notes out in his own hand and he could do that then 
and he was willing to do it and he chose which photographs he would put in his file.  
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• Social disconnections - trying to maintain independence 

Trying to maintain independence is hard. David couldn't drive from the very beginning, so he 
lost his independence for driving, he wouldn't have been safe, He'd been a driver, since he 
was 17 or 18 and he missed that very much. And one time when he was quite advanced and 
I came onto the drive with a car, and he said, ‘will you let me put it away?’ And he just wanted 
to drive it into the garage which would have been the last place you’d have let him drive. You 
couldn't have let him drive on the road, because you wouldn't have been safe you couldn't 
have done it and he really missed his car.  

One of the things about independence you've got to know that they're going to be safe, while 
they’re independent. He could walk from the house to the shops, but I always would time him, 
so I’d know if he was going to be too long. He never got lost, sometimes he took longer, and I 
was sort of anxious and keeping an eye. He wouldn't have gone on a bus on his own. He knew 
he’d lost his independence and that was sad. I don't know how he could have kept his 
independence and been safe. He just would say ‘I can't do anything on my own’ and I thought, 
no you can't. 

I would invite people here and quite a number of my friend who were not necessarily joint 
friends, would always invite David and they knew what had happened, and they knew his 
situation, and they would always invite him, and their husbands were always very kind, they 
would take him out for a drink or something like that, so he wasn't excluded but you always 
had to think of that. 

• Changes in connecting with adult children - as they stepped in to help 
(No children) 
 

• Marital changes - from marriage partnership to becoming a ‘carer’ 

He couldn't have done jobs around the house which he had done previously. And with financial 
things I could do those anyway, and I would just tell him what I’d done, and he was quite happy 
with that. He wasn't a man who was concerned about money and that kind of thing you know 
so I would take on that. I suppose I took on the care of the house where previously it would 
have been shared and we’d have discussed things whereas sometimes I had to make 
decisions when I couldn't really talk about it with him. 

It was a loss because he couldn't always contribute ideas and before you could sort of work 
things out between you and I might suggest that and he’d say yes, but would it be better if you 
did it this way or that way, or instead of doing that why don't we do this? So, you didn't have 
that second opinion all the time which you would have had. I think that is possibly more difficult 
than it would be just to do it, you can be quite capable of organizing with the gas people to get 
a new gas boiler but if you had been able to talk about it with David and say, ‘when we get the 
new gas boiler do you think we should change some radiators as well’, you couldn't have done 
that. 

• Connecting to health and social care - challenges of finding right person/team at the 
right time. 

We were very different from most people. Once David was diagnosed, he was immediately 
asked if he would take part in studies, which I think there were a cohort of five studies. So, 
from then on, it might be sort of every three months, we might have been going and seeing 
this person or that person or the other person depending which branch of the study was 
involved at the time.  

People were saying ‘why do you bother? David enjoyed it, I think he felt he was still contributing 
something, so he felt useful and that's one thing to the credit of everyone, we dealt with, they 
made him feel worthy, which was lovely. So we didn't have this time when we were finished 
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with anyone to do with dementia, and maybe, just had an annual check which might have 
been five minutes or 10 minutes, we never had that 

We had the care manager who came to visit us, she must have come I think at first maybe 
every three months, she came to the house and then she came every month, and you got to 
know her, and David liked her, and I think she liked David and she was invaluable. In the last 
16 weeks of David's life, we needed care, full time care and she just organized it all. I didn't 
have to try and find carers, or should I go to social services or should I go to care in the 
community or Age Concern, it was all done by her. The kind of things she would say I think 
David should be seeing more people I think we'll get to the occupational therapist, and so the 
occupational therapist came and was devising things that she would do with David and another 
time David was having trouble with the shoulder and she said we’ll get the physiotherapist. I 
didn't have to do any of these things. 

• Marital ‘disconnection’ - living togther but feeling an emotional, physical distance 

When we had carers all his carers were called Jill. They weren't me they were Jill. He would 
say that the carer Jill was here today, and he didn't know it was me. You can't always describe 
it, can you, their disconnection? I think it had happened beforehand before that, I don't know 
that you always knew, because he would respond to me if I was suggesting something and 
he wasn't at this stage, having lengthy conversations, so you weren't having deep meaningful 
conversations anyway at that time and I don't think you always recognized that he hadn't 
recognized you. 

Based on your own experience what 3 things would, or could have made a difference to you 
as a family carer? 

1. More knowledge about Lewy body dementia, I’d never heard of it so for knowledge things like 
even the fluctuations that you get. There was a time when I queried whether David had been 
misdiagnosed because I thought he's fine, and it wasn't just one or two days ago it was a while 
and I thought he’s made a mistake here, and so I actually queried it. 
 

2. When someone has a major illness, you don't always recognize that everything you can't put 
down to Lewy body dementia. He could maybe have a tummy upset which would have nothing 
at all to do with Lewy body dementia. You have to be careful that you didn't just attribute 
everything to Lewy body dementia. 
 

3. Practical advice and the importance of power of attorney. If I had died first David would have 
been on his own, so I had to appoint people who would manage his care does not take over 
his care, but make sure he was cared for. Attendance allowance could make a big difference 
to people, you can get a disabled badge for the car because, you can park near a doorway, 
and you can ask for assistance at the airport and ask for assistance on the train. So, I can 
keep hold of him while someone else sorts out cases, and all of that’s available, but I don't 
know if people know that. 

Thinking about interactions relationships with health and social care professionals and 
services: 

a) What was your best experience of services?/ b) What made it a good experience? 

• Taking part in study trials. 

• I don't know if everyone realizes the benefits of them. I mean David knew it would make no 
difference to him in the long term it wasn't going to find a cure for him, but I think he felt useful. 
In fact, in the short term it did have benefits for him. We would have felt much more isolated I 
think if we hadn't been involved in study trials.  
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• David had botox injections in his neck which stopped the saliva because it froze the glands. 
And so, he would go back every two months, three months and have and it meant he didn’t 
have a saliva problem, and while it didn't cure his Lewy body dementia it improved his quality 
of life. 
 

c) What was the most frustrating? / d) Why was that do you think? 

• The last six months David went to the day centre, and I had frustrations there 
 

• I think they weren't very well trained. It would have paid them to just observe, just sit and watch 
the people in the room but they weren’t trained to observe, to notice, to be aware and I think 
there could be more observation in the training, and it wouldn’t take a lot of money. 
 

e) What would you like to see improved, made better? 

More flexibility and common sense 

How useful would this information be for people living with Lewy body dementia more 
generally? For professionals? For managers in charge of services?  

I think with the steps at least if you have an awareness of what might be, you might know what 
to look for so I think it would be useful. The more information you have, the better you are at 
judging what is happening. The more information you have, the more knowledge you have, 
the better you are dealing with just even everyday basic things. 

You can go on a level plane, and you think great David’s not getting any worse then suddenly 
I think it goes down it's not on a slope like that. It would be very, very like a plateau and then 
a sudden drop. 

I don't necessarily think that because a person deteriorates in a step model that your 
connections will necessarily step as well. I think it's only maybe afterwards when you reflect 
on your experience. At the time it may well be that you're too busy doing what you have to do 
to have time to reflect. 

• The ‘separated but living together’ step  

I don't think I felt like that, no, I think, as long as David was there, he was there, even though 
he wasn't sometimes mentally there or psychologically there. He was just David and whether 
he could do it, or he couldn't do it, you know it didn't make that much difference, as to how you 
thought about him, I didn't look upon him as a patient, he was just David. 

What type of interventions should be recommended for clinical practice and further research? 

(Unsure) 

What type of support should be recommended for clinical practice and further research? 

(Unsure) 

 

  



274 
 

Summarised transcript of focused discussions held March/April 2022 (Part 2) 

 

Dawn, wife and former carer of Greg with DLB 

Jan, wife and former carer of Lewis with DLB 

Millie, wife and current carer of Jack who is living with DLB 

Grace, daughter of Mike who is living with DLB in residential care 

 

General thoughts 

I agreed with a lot of what she was saying (Millie) 

I found a lot of it I agreed with some of them were more relevant than others but overall, it tied 

in with my experience (Jan) 

 

Do you feel the 7 areas identified in the research are common/ uncommon experiences for 

people and families living with Lewy body? Do they ‘ring true of your experiences and with of 

others you know? 

 

• Maintaining social connections (keeping up long term hobbies, friendships, clubs) 

We tried very, very much to continue with social interaction, but Greg’s cognitive ability was 

such that as the disease progressed, he didn't cope so well with larger numbers, and he was 

better in a in a calmer environment with fewer people. One of his classic things that he would 

say was ‘too many people, too many people’. His verbalisation was massively reduced and 

even with that, that was something that he said a lot ‘too many people’. (Dawn) 

 

Instead of going out for food, for a meal we’d go for ice cream or coffee, because that was 

enough for him. He might need to have physical help and he was either embarrassed or got 

too tired, or he would need the toilet and his mobility wasn't great or he couldn't find the toilet. 

So, keeping social connections is vital, but you have to adapt to their ability as things progress. 

(Dawn) 

 

The biggest change in Lewis because he'd always been very outgoing very much an extrovert 

loved being with people and he was in a lunch group for retired Librarians which he loved to 

go to normally and he started not wanting to go and he felt uncomfortable he couldn't hear 

properly. And that was one of the first things before he was diagnosed, I sent him off for a 

hearing test, I thought, he was going deaf. The hearing test was fine, we later found out it was 

the Lewy bodies that was causing the hearing problem. He also was acutely aware of his 

condition and embarrassed by it, so that was a barrier for him as well, so increasingly he 

preferred to be just with me really or in very, very small groups. (Jan) 

 

Dad got forcibly retired so he didn't really pick up any hobbies and my dad was quite extrovert 

but actually I think he suffered because he didn't pick up anything after he retired. (Grace) 

 

It became very obvious quite quickly that he would struggle to keep up conversations if there 

were too many people talking at the same time, so mum and dad did keep up some sort of 
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social interactions, but it was done so on a much smaller kind of scale, so trying to make it 

more one on one. If we were organizing a group, we kind of started briefing people beforehand 

and just saying you know when you are talking to dad can you just make sure you're looking 

at him and all that kind of stuff. You had to adapt situations to try and help him more and help 

him feel more comfortable in that situation. (Grace) 

 

 

I find Jack doesn't like when there's a lot of people there. If there’s about four of us there then 

he can follow the conversation but even then, if he wants to say something he is about 10 

minutes behind. We try to go up on a Sunday for Sunday lunch to the golf club and we get a 

table for four of us or six of us and he's quite happy with that. They’re people that he does 

know, although he'll turn round to me and he’ll say, ‘who was that?’ but they know him and 

they know what’s wrong and they'll come over for a chat and they understand if he doesn’t 

recognize them and he enjoys that interaction (Millie). 

 

Organizations helping to maintain social connections 

He’s not got his membership to the golf club anymore. The Secretary phoned me, she says 

it's not worth the money, he’s hardly played last year, it's a lot of money for you to pay out so 

she's agreed that on a Wednesday which is a ladies morning i'm only going to do, nine holes 

and if I want to take them with me then she says, you can go out you don’t have to pay just 

take him so the golf club has been very good. (Millie) 

 

• Developing new connections together – such as with people in similar situation 

(dementia groups etc) 

I have a friend, whose husband has dementia, and we meet up for coffee and we go to a club 

which is for people that have got mental disablement of some sort and there's always a carer 

that sits with them whatever they're doing if it’s arts and crafts or pottery there's somebody 

else there so that we can communicate with them, rather than the whole table. (Millie) 

 

I think the new connections we made were more for mums benefit than dads. Dad was very 

much about wanting to make sure that mum was going to be okay and less about himself and 

there were a couple of groups for people with dementia to go along to and do little sport kind 

of activities and I found a local one to me, a memory group they both went to for a while and 

enjoyed going to but it was more for my mum being able to talk to other carers and other 

people going through the journey that she was going on, and dad did chat to people because 

he was always like that anyway but those new kind of connections that they made with people 

in similar situations were much more about mum’s benefit. (Grace). 

 

We went to the xx group which was supported with volunteers, and they had a carer or a 

volunteer that would do one to one with Greg and that would enable me to get an hour to go 

and have a walk into town and go and have a coffee, on my own or with one of the other wives 

which was wonderful. (Dawn). 
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We had a living with memory loss course which we both went on in a group all with various 

different types of dementia no one else had Lewy body. And that was that was quite helpful, 

and they organized some outings there was a boat trip one time and a movie and he enjoyed 

those, because I was with him. (Jan)  

 

I got a lot of love from the situation I got a lot of connections with a lot of people who gave us 

an awful lot of care and support and brought a lot of love and a lot of joy to our house that we 

wouldn't have seen if Greg health had been different, so it wasn't all bad it really wasn't all 

bad. People don't want to be dragged down with this it's all bad and it's all hopeless and it's 

only going to get worse. I can't pretend it's not hard, but we had some lovely times and some 

lovely joyful memories that are lovely to hang on to. (Dawn) 

 

• Social disconnections - trying to maintain independence 

He’s often said I’ll take the dog out and I’ll say no the dog’s too strong, for you, you won't be 

able to hold him and I don't want you getting pulled over and he’s kind of accepted it. (Millie) 

 

When it when it was eventually evident that he really shouldn't be driving he wasn't happy at 

all, and I said look I can take you anywhere, you want to go anytime you don't need to drive it 

would just be awful if there was an accident, because you didn't see something quick enough 

or you didn't you find the right gear You just don't need that risk. He didn't like it, and he took 

a massive hump with me for many months over the driving, and I mean not in the other parts 

of our life, but that was definitely a sore spot for a long time. (Dawn). 

 

By the time Lewis got was diagnosed his first question after asking what his prognosis was 

his second question was ‘should I still be driving?’ and the consultant just shook her head. 

And I think he knew that really and I must admit I’d been up until then trying to sort of let him 

keep that level of independence, but I was becoming a more and more nervous passenger. 

But he was embarrassed about it, and he kept mentioning it every time we saw someone he'd 

say, ‘I can't drive anymore’. (Jan) 

 

• Changes in connecting with adult children - as they stepped in to help 

I was having discussions about advanced decisions and about what he wanted for his future 

care and all those kinds of things that you never think you’re going to have to sit down and 

talk to your father about. 

Dad and I were always close, but if something was going on, he used to keep it very close to 

his chest, so I guess there was a bit of a change there in terms of him needing somebody to 

kind of help and support him, and some of the things that he had to kind of try and think about. 

(Grace) 

 

My boys were incredible, one was in Australia, and he travelled regularly to visit, and x was in 

London and he came up at least one weekend a month. And it was more to give me some 

support than anything else, but they’d come, and they’d taken him to football and things and I 

just took care of all of the admin and appointments and bills and stuff like that, but my boys 
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were absolutely my rock. The Lewy body journey that we took made for some much, much 

closer connections with both of our boys, then I think we probably would have had if things 

have been different. (Dawn) 

 

I find that my eldest son, he is more supportive for me on the financial side. If I have a problem, 

I can speak to him about it and he'll advise and help me out that way. My youngest son, who 

lives close by is more supportive on the mental health side and he's very good with Jack, he 

calms him down straight away. (Millie) 

 

• Marital changes - from marriage partnership to becoming a ‘carer’ 

My mum really struggled to start with, and she was talking about the fact she couldn't do this, 

and she can't be with him anymore and it was a real internal battle that she was having that 

this wasn't what she’d signed up for when they got married, this was not what the plan was for 

their later years, for their retirement years. She didn't want this; she didn't want her life to end 

because she was going to have to be this carer of dad and that went on for quite a long time. 

I had to support her quite heavily to kind of get her through that period and I think she was 

probably going through kind of cyclic grief because she kind of has come out the other side of 

it. And it is really very much about I’m doing whatever I need to do to try and make dad’s life 

better and she'll go in to visit him, she's cutting his hair and she bought herself a new 

engagement ring from a jeweller that they visited once during one of their holidays and on one 

of dads more lucid days she asked dad to kind of marry her again. (Grace). 

 

It was over two years before Lewis was diagnosed, so it was a long time before I realized what 

the problem was anyway, but at first because we’d always been such equal partners and he'd 

always been so helpful, I really resented having to do more. He just wouldn't seem to notice; 

you know if I was clearing up after dinner. When he was well, he would say, ‘can I do that? I’ll 

clear up’ and he would do ironing and things like that, and he would just wander into the room, 

as I was ironing and smile at me and wander out again and so it was difficult for me to accept 

that that was just beyond his control and it wasn’t his fault really so there was a period of 

adjustment there. (Jan) 

 

• Connecting to health and social care - challenges of finding right person/team at the 

right time. 

I took advantage of what was then Crossroads it's now part of Carers trust and they provided 

me with a sitting service and I had somebody who came once a week and I had a full afternoon 

or a full evening and I used to use it to go to my choir and that just meant that I was able to 

step away and know that Greg was safe and slowly he did build a relationship with the 

volunteers that came to sit with him. At first, he was a bit anti ‘I don’t want strange people 

coming in here’. They slowly built a rapport and build confidence and it got that they had a 

nice relationship with him, and that was absolute gold for me. (Dawn) 

 

It was really hard to work out where to go, there's so much information in some respects that 

it was difficult to know where to go to find out exactly what. Mum got some that of that help 
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where somebody could come in for an afternoon so she could go out and just go do anything 

she wanted to do for a few hours And that took a while to kind of find that information, so it 

was quite a lengthy process. I felt like I was digging a lot to find stuff out that we needed to 

find out, and so I think it can be a challenge. (Grace).  

 

• Marital ‘disconnection’ - living togther but feeling an emotional, physical distance 

Mum was kind of going through a kind of turmoil, I guess, is the best word I can come to 

describe it then she was feeling guilty because she promised to be with dad forever but equally 

they started sleeping in separate rooms, because she couldn't sleep in the bed with him 

because he kept kicking and lashing out in his sleep and so I think again, that was a bit of a 

process she went through with feeling detached but feeling guilty because she felt detached 

(Grace). 

 

Jack and I are in separate beds now because of the kicking and everything and there are 

times, where I find it really difficult with him, but yeah we're still together and that’s fine. It’s not 

what we planned for our retirement, but we’ve just got to accept it and make the best of it . 

We’ve been married for 55 years come this year and we knew each other for about three or 

four years before that so we're talking about nearly 60 years we’ve known each other and it's 

hard. We did everything together and if we were doing anything we’d discuss it first. It's very 

hard, now I’ve got to make all the decisions. He doesn't know what to do, he doesn't know 

how to do it. 

 (Millie) 

  

I just feel that, yes, we’re married but I feel I’m becoming more of a carer than his wife. He’ll 

turn round and he’ll say, ‘Do you still love me?’ I’ve had to take my rings off because I’ve got 

arthritis my hands and my fingers are swelling and I didn't want to get the rings cut off and he 

turned round to my sister and said ‘she doesn’t love me anymore because she’s taken her 

rings off’ (Millie) 

Greg and I were very close, and we were together from being very young and we had a great 

connection like close friendship. We'd been together over 40 years, and if that had been 

different if it had been a newer relationship, I don't know that I would have had the staying 

power that I did have. As it as it was, it was unconditional that's what he needs that's what I 

want to give and equally if it was me that had been unwell I’m sure that he would have been 

the same. If I had been in a new relationship, perhaps with a man for four or five years let's 

say and then this had got landed on my lap I don’t know that I would have felt the same (Dawn) 

 

We lived together we worked together. We were together for 26 years but we used to joke that 

we probably spent more time in each other's company, than a lot of couples who had been 

together twice as long because we spent you know 24 seven together and we really enjoyed 

each other's company but then you become the carer, and I remember once Lewis saying to 

me ‘you don't love me anymore’ and it tore my heart and it wasn't true, of course, but it factored 

into the decision to put him into a care home (Jan) 
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Based on your own experience what 3 things would, or could have made a difference to you 

as a family carer? 

There’s no in-depth information about what you’re entitled to and what the costs are, there's 

nothing. (Millie) 

 

There isn’t a service that listens to your needs, there’s plenty there if you’ve got the savvy to 

find it really when you're dealing with so many other things you don't know where to turn. A 

support specialist to signpost. I think, for me, would be the one thing because there's plenty 

of excellence but you've got to know where. (Dawn) 

 

You can find all of these things, but they're not joined up at all, and it's patchy, some of them 

are better than others, we saw lots of different people it would have been better and more 

efficient and more effective if there’d been one person with us throughout who could point us 

in the right direction. I don't think it's just a case of more money needed it just needs a different 

emphasis (Jan) 

 

Thinking about interactions relationships with health and social care professionals and 

services: 

a) What was your best experience of services? / b) What made it a good experience? 

The challenging behaviour team were brilliant. Early on in the diagnosis the consultant 

suggested that we talk with them, and they came out and did lengthy sessions at home with 

us things like teaching me how to steer things, distractions, they were brilliant. They get the 

shining star badge from me. (Dawn) 

 

The crisis team they were very good (Millie) 

 

c) What was the most frustrating?  

One of the difficulties from my experience anyway, is trying to find the right kind of support 

that you needed at the right time, it was incredibly time consuming and difficult and quite 

exhausting really. The fact that it does take so long to diagnose it's a difficult one to diagnose. 

And it was such a long time, and our GP who I got very cross with in the end just kept insisting 

that everything was okay, that it was just a normal part of aging. (Jan) 

 

There was a lot of ‘no everything's fine’ and passing from pillar to post and getting nowhere 

and it wasn't until he got his confirmed diagnosis that things started to fall into place My social 

worker was hopeless, absolutely hopeless. The admin of like consent forms and things hadn't 

been processed, for months, which is no wonder things hadn't happened. They just kept 

fobbing you off and fobbing you off and you're waiting, you're waiting to find out you're waiting 

to hear and it's just not forthcoming it's very, very bad. 

 (Dawn) 

 

d) Why was that do you think? 
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It's about giving them the right information, answering the right questions the right way. For 

example, I had never mentioned about Greg having what we later found out to be 

hallucinations, we just thought they were dreams, and it maybe that if the doctors and the 

consultants had had that piece of information, it would have been critical to them changing 

their opinion. It was just something that we just thought was a quirk of his. We never thought 

to mention that when they were doing an assessment about his memory. (Dawn) 

 

e) What would you like to see improved, made better? 

The more you understand, the more you can cope, the more you can manage it, the more you 

can let things go and say that's a symptom, that's the way it is. You have to learn, and you 

have to understand. For me, I had to know, and I read, and I trawled the internet and I asked 

questions and I wanted to understand as much as possible so that I could cope. (Dawn) 

 

How useful would this information be for people living with Lewy body dementia more 

generally? For professionals? For managers in charge of services?  

The nurses and doctors they should get a tutorial done on that (Millie) (referring to the study 

findings) 

 

What type of interventions should be recommended for clinical practice and further research? 

Unsure 

What type of support should be recommended for clinical practice and further research? 

Unsure 

 

• Progression scale or steps? Are they different lengths or durations? 

Medically and socially and with fatigue everything was just a roller coaster you never knew 

what he would be like we’d have a few weeks of low and then be great again. So, not for me 

it wasn't a steady decline, it was a roller coaster for me. (Dawn) 

 

It was a gradual, very gradual and quite subtle decline, and then a big decline. Really dramatic 

one, and then it would sort of plateau again and then another big decline, so it was more of 

that sort of pattern. There were steps (Jan) 
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Appendix 20: External academic feedback 

 

Thank you for the opportunity to provide academic feedback on this interesting and worthwhile 

study. This feedback is based primarily on many years’ experience conducting research with 

people with Lewy body dementia and caregivers, but also time spent as a practitioner 

psychologist providing pre- and post-diagnostic support in a Lewy body disorders clinic. 

The use of narrative-based analysis, a social constructivist approach which recognises 

narratives as constructed rather than representative of any single reality is highly credible as 

the theoretical approach for this project, and well-suited for researching the lived experience 

of the population in question. This methodology offers a holistic perspective on the lives of the 

participants and how their stories unfold over time. It adds emotional and experiential depth to 

the project beyond the thematically identified findings. 

Longitudinal data from the Lewy body dementia/caregivers cohort has previously been limited 

with interview-based studies often involving cross-sectional designs or based on specific pre 

and post intervention evaluations. Through use of a longitudinal approach in the current 

project, the student skilfully demonstrates the evolution of the narrative both across successive 

interviews and between participants. This reveals how various core and noteworthy features 

of the condition escalate and gain new meaning over time.  

The student capably signposts towards overarching narratives of connectedness and 

communication. The social model of disconnection provides a valid interpretation and while 

for some there may be elements of counterbalance to this deterioration e.g., increased 

physical connection through caregiving tasks, it vividly conveys the challenges of living with 

Lewy body disease. The model illustrates the widespread disruption of a disease such as 

dementia on previously anticipated narratives of later life, particularly a dementia widely 

acknowledged as rapidly progressing in comparison with the more common dementia subtype 

of Alzheimer’s disease.  

On reading and subsequent discussion with the student, it is evident that Murray’s four stage 

approach is well suited to the analysis, with the key findings spanning and connecting the four 

levels. To further justify their theoretical approach, the student gives substantial weight to the 

co-creation of the narrative between the couples. Recognition of the significance of the person 

with lived experience/caregiver relationship; its co-creation, increasing centrality and changing 

nature, is a particular strength of this work. The project proficiently recognises the importance 

of this dyadic relationship in the context of the complex nature of Lewy body dementia with its 

notable neuropsychiatric, cognitive, and physical features, and highlights the inherent tension 

between the caregiver as both an enabling and dominating voice.  
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The data extrapolated from the interviews and life story work offer credible representations of 

the lives of people in various stages of Lewy body disease. Whilst details of individual 

experiences are necessarily unique, the quoted words are highly plausible. The direct 

participant voice provides enlightening instances of the many ways in which people with this 

diagnosis are affected and the burdensome nature of much of the caregiving role. These 

accounts show coherence and resonate strongly with similar trajectories shown by many such 

couples I have encountered. The interpretation by the student can therefore be viewed as 

trustworthy and believable. 

The perspective of the student reaches beyond the academic to encompass their wide and 

varied experience as a healthcare professional. The mutual acceptance of the student as an 

appropriate person to elicit significant health care information from the participants may have 

stemmed from this. Their skills have enabled effective collaboration with participants whose 

story-telling voices were severely limited by dementia and constructing meaning from these 

narratives offers unparalleled insights beyond what may have otherwise been obtained. 

Much of the project narrative is visibly situated within the social structures of the health and 

social care system. Narratives can be a mobilizing impetus for therapeutic purposes or for 

empowering others who share an identity with the participants, and a further strength is 

therefore the potential for future application. This may include focussed interventions at 

various stages of the Lewy body disease journey. For example, the need for social 

connectedness is fundamental to the human state and the model of changes in connectedness 

and communication developed by the student graphically illustrates the pathway followed by 

the spousal couples with respect to this. Whilst any model is generalised and not everyone 

will follow a linear route or pass through each stage, this may provide a useful tool for raising 

awareness of where, and in what way social disconnection might be anticipated to increase. 

Findings will consequently be of interest not only to academics, but also to health and social 

care professionals, and dementia charities working to improve their quality of life of people 

with this complex condition and their caregivers.  

 

Dr A K  
Chartered Psychologist & HCPC registered practitioner psychologist 
 
 

 


