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ABSTRACT 

To explore the Support Services available to Carers of Alzheimer's patients in the United Kingdom and the Challenges faced by Carers of Alzheimer's patients in the United Kingdom.
The principal global cause of dementia, Alzheimer's disease, can be an extremely emotionally, physically, socially and financially demanding condition for the unpaid carers. As the number of people suffering from Alzheimer's disease grows, it is more important than ever to understand carers experiences and evaluate the effectiveness of the services available. The aim of this dissertation was to explore the challenges of unpaid carers of people with Alzheimer's disease and to critically evaluate the support available for unpaid carers in the UK.
The method of this study was secondary research, systematic literature reviews of government policies, information from reputable health organizations, and published academic research. Relevant literature was sourced from structured database searches in PubMed, Google Scholar and UWTSD Library. Braun and Clarke's thematic analysis method was used to critically examine the chosen literature to find recurrent themes and patterns.

The investigation brought up three main themes: financial burden, physical burden, emotional/psychological strains, and support services-access and effectiveness. It revealed that care for people with Alzheimer's disease. Although there are a range of statutory and voluntary support services available in the UK, a significant number of carers are still not being able to access timely and suitable support, ranging from employment pressures, to the lack of respite and the differences in supports between regions.

It was noted in the review that there was not a lot of evidence available which was specific to the UK, and secondary evidence was used, which limited opportunities to explore in more detail the experiences of individual carers. The research suggests that there should be more respite care, more carer education and information and better working together between health and social care to provide better co-ordinated and person centred care. These suggestions aim to enhance the well-being of carers and help shape dementia care policy and practice in the UK going forward.






Table of Contents
Title Page ...............................................................................................................................1
Disclaimer..............................................................................................................................2
Acknowledgements...............................................................................................................3
Abstract .................................................................................................................................4
Table of Contents ..............................................................................................................5-7

Chapter 1 – Introduction
1.1 Introduction .....................................................................................................................8
Table 1.1 Acronyms and Abbreviations....................................................................... 9
1.2 Definitions and Terminology ........................................................................................9
1.3 Background and Current Context .................................................................................9
1.4 Rationale for Research / Problem Statement .............................................................10
1.5 Aim and Objectives .................................................................................................10-11
1.6 Conclusion ....................................................................................................................11

Chapter 2 – Background Information and Analysis
2.1 Introduction ...................................................................................................................12
2.2 Historical Background ............................................................................................12-13
2.3 Theoretical Background ..........................................................................................14-15
2.4 International Context ...............................................................................................15-16
2.5 National and Local UK Context ..............................................................................16-17
2.6 Conclusion ...............................................................................................................17-18
Chapter 3 – Methods and Search Strategy
3.1 Introduction ..................................................................................................... ...............19
3.2 Search Strategy ..............................................................................................................19
Table 3.1 Search Strategy....................................................................................................20
3.3 Searching for Information ................................................................................................20
3.4 Research Validation (CRAAP Test) ................................................................................21
3.5 Inclusion and Exclusion Criteria ......................................................................................21
   Table 3.5 Inclusion and Exclusion Criteria.....................................................................22
3.6 Analysing Research ................................................................... ....................................23
3.7 Ethical Considerations ....................................................................................................23
3.8 Conclusion .................................................................................................................23-24

Chapter 4 – Findings and Discussion
4.1 Introduction ...................................................................................................................24
4.2 Thematic Analysis ...................................................................................................24-25
       Table 4.2 Focus of the team ........................................................................................26
  4.3 Theme 1: Psychological and Emotional Burden Experienced by Unpaid Carers ..........................................................................................................................................26-28
4.4 Theme 2: Physical and Financial Challenges Experienced by Unpaid Carers .28-30.
4.5 Theme 3: Accessibility and Effectiveness of Health and Social Care Support 
Services ..........................................................................................................................31-33
4.6 Over all Discussion..................................................................................................33-35
4.7 Conclusion ....................................................................................................................35

Chapter 5 – Conclusion and Recommendations
5.1 Overall Conclusion .......................................................................................................37
5.2 Recommendations
5.2.1 Recommendation 1 – Improve Access to Respite Care Services .........................37
5.2.2 Recommendation 2 – Enhance Financial and Employment Support for Carers ..........................................................................................................................................37-39
5.2.3 Recommendation 3 – Strengthen Education, Training and Psychological Support ..............................................................................................................................................40
5.3 Conclusion ...................................................................................................................40
References
Reference List ................................................................................................................41-45
Appendices
Appendix B – Source Tracking Table ...........................................................................    45
Appendix C – CRAAP Evaluation.......................................................................................47
Appendix E – Results Summary Table........................................................................ 48-49
Appendix F – Coding and Theme Development Table.....................................................50






Chapter 1: Introduction

1.1 Introduction

Overview of the Topic
Alzheimer's disease accounts for 60-70% of the world's dementia cases and is becoming an increasing public health problem, as people are aging (World Health Organization, 2025). Unpaid carers provide vital assistance on a daily basis and are often faced with emotional, physical, social and financial pressures in the UK (Alzheimer's Society, 2024; Carers UK, 2024; Giebel et al., 2024; Dementia Carers Count, 2025; Care Quality Commission, 2024).

The dissertation examines the problems faced by unpaid carers of people who suffer from Alzheimer's disease and assesses the care and support services available in health and social care in the UK. Chapter 2 reviews the literature, policy and theoretical views, Chapter 3 presents the methodology, Chapter 4 presents the findings and Chapter 5 presents the recommendations and future directions of study.

1.2 Definitions and Terminology

Key Definitions

This section outlines the basic concepts used in the dissertation, for consistency. Alzheimer's disease (AD) is a progressive brain condition which affects memory, thinking ability, communication, reasoning and the ability to do everyday tasks, which can make it harder for people to be independent and rely on others for care (World Health Organization, 2025).

Dementia refers to a collection of disorders affecting the cognitive and behavioural functions and accounts for approximately 60-70% of the cases of dementia in the world (World Health Organization, 2025). An informal carer is someone who provides emotional, physical and practical support to another person affected by Alzheimer's disease, without being paid to do so (Carers UK, 2024). The term Carer load is synonymous with stress, anxiety, fatigue and quality of life, and it is a mental, physical, social and economical burden that accompanies long-term caregiving responsibilities (Giebel et al., 2024). Assessment, respite care, counselling and community support are examples of support services that can improve carer welfare and maintain their caring role (National Institute for Health and Care Excellence (NICE, 2018). The acronyms used throughout this dissertation are listed in Table 1.1

 Table 1.1 Acronyms and Abbreviations
	Abbreviation
	Meaning

	AD
	Alzheimer's Disease

	ADLs
	Activities of Daily Living

	IADLs
	Instrumental Activities of Daily Living

	NHS
	National Health Service

	NICE
	National Institute for Health and Care Excellence

	UK
	United Kingdom

	WHO
	World Health Organization



1.3 Background and Current Context
Background

In 1906, Alois Alzheimer described Alzheimer's disease, characterised by the progressive loss of memory, behavioural changes and cognitive deficits (Alzheimer, 1907). It remains the primary cause of dementia worldwide and is likely to become more common as people age, meaning there is a greater need for increased provision of health and social services (World Health Organization, 2023). There are also initiatives in the UK which have improved care and support for people with dementia and support for informal carers, e.g. the National Dementia Strategy (Department of Health, 2009).

Dementia is a significant public health and social care problem in the UK which affects up to a million people in the UK, and is expected to increase with the ageing of the population (Alzheimer's Society, 2024). Non-remunerated carers provide essential daily care and support, and are essential to the care of dementia. National policies support assessments for carers, respite and community based care (NICE, 2018). However, there is a large proportion of carers who continue to experience significant economic, physical and emotional issues, alongside poor access to appropriate support services (Alzheimer's Society, 2024; Dementia Carers Count, 2025) which indicates a need for ongoing assessment of support services.




1.4 Rationale for Research / Problem Statement

Purpose of the Research 

Increased prevalence of Alzheimer's has led to increased reliance on unpaid carers for practical, personal and emotional support (Alzheimer's Society, 2024). Caregiving often has significant emotional, physical, social and financial consequences for carers (Carers UK, 2024; Giebel et al, 2024) but is a means for many people to remain in their homes. 

Despite advances in understanding of Alzheimer's disease, little attention has been placed on the carers' experience and service effectiveness. Despite policies recognising the important role of carers, many people continue to experience barriers to helping them gain access to information, psychological support and respite care (NICE, 2018; Dementia Carers Count, 2025). This highlights the need to evaluate current services and identify improvements (Skills for Care, 2024), inform future health and social care practice, policies and research.

1.5 Aim and Objectives

Research Aim
The aim of this dissertation is to explore the financial, social, emotional and physical challenges encountered by unpaid carers in the UK of individuals with Alzheimer's (Alzheimer's Society, 2024; Carers UK, 2024). It evaluates how accessible, available and effective health and social care support services are designed to be to ensure that they are adequate in meeting carers' needs and identifies ways in which the quality of future practice, policy and research could be improved (NICE, 2018; NHS England, 2023).













Research Objectives

The dissertation will have the following objectives:

Objective 1: To discover the financial, social, emotional and physical issues faced by informal 
                     carers of individuals with an Alzheimer's disease in the UK
Objective 2: To explore evidence from recent academic studies on the impact of caring    
                     responsibilities on the health of carers, mental wellbeing and quality of life.
Objective 3: To assess the availability, accessibility and effectiveness of current health and 
                 social care services for unpaid carers of people with Alzheimer's disease in the UK.
Objective 4: To offer evidence-based suggestions for professional practice, health care policy 
                    and future research that will enhance support for unpaid carers.

1.6 Conclusion 

Summary of Chapter 1

The chapter has introduced Alzheimer's disease as an important issue within health and social care, highlighting the importance of unpaid carers (Alzheimer's Society, 2024; World Health Organisation, 2025). It has outlined the basic ideas, given background to the research, and stated the reasons, aim and objectives of the research. These can be used together to understand the nature of carers' experiences and the level of support available. The literature, theories, regulations, policies and contemporary evidence related to Alzheimer's disease and informal carers in the UK and internationally are thoroughly explored in chapter 2.












CHAPTER 2: Background Information and Analysis 

2.1 Introduction

Purpose of the Chapter: 

The chapter sets out the theoretical background and context for the study of Alzheimer's disease, and informal caregiving and support services for unpaid carers. It reflects on the impact of Alzheimer's disease as a key health and social care issue and considers the increasing significance of the experiences of informal carers. (World Health Organization, 2025; Alzheimer’s Society, 2024). The chapter lays the groundwork for exploring the existing evidence, policy and practice surrounding dementia care and carer support.

It starts by describing the history of care for people with Alzheimer's and dementia, and then moves on to the major theories and concepts that form the basis of person - centred care and informal care. The chapter then looks at approaches to dementia care internationally, followed by the national and local context in the UK including relevant legislation, policies and health and social care initiatives. These perspectives offer a basis for the research methodology outlined in Chapter 3 and a thematic analysis of the literature, which are outlined in the subsequent chapters.

2.2 Historical Background

Knowing the history of Alzheimer's disease and of informal carers is important to understanding the challenges that are being faced by unpaid carers and the changes in support in relation to Health and Social Care. Advances in the understanding, diagnosis and management of Alzheimer's disease and changing, attitudes and beliefs have all helped improve the situation since then and given increased recognition to the role of informal carers. (World Health Organization, 2025; Alzheimer’s Society, 2024).
Alzheimer's was named after German physician and neurologist Alois Alzheimer, who made observations in a patient named Auguste Deter in 1906 who went through a range of changes including progressive memory loss, behavioural changes and cognitive decline. Today's pathological hallmarks of Alzheimer's disease are still the same as they were when discovered in her brain after her death: amyloid plaques and neurofibrillary tangles (World Health Organization, 2025). The finding was a significant breakthrough in neurology, which proved Alzheimer's disease to be a different disease from a natural aging process. (Alzheimer, 1907; World Health Organization, 2025).
Since then, there have been tremendous advances in neuroscience, diagnostic technology and clinical research that have helped to enhance understanding of this disease, which has facilitated earlier diagnosis, multidisciplinary care and person-centred approaches to treatment (World Health Organization, 2025).

Dementia was generally considered a natural consequence of the keep ageing (Alzheimer's Society, 2024). There was not much public knowledge or formal support for those with dementia or for their families. This meant that most care provision was by family members, especially spouses and grown-up children, and frequently involved providing a lot of care without formal services or training. (Brodaty and Donkin, 2019).

The role of unpaid carers was more and more recognised in health and social care policy and practice as life expectancy extended and the incidence of Alzheimer's disease grew. Unpaid carers play a vital role in providing practical, emotional and social support that enables many people with Alzheimer's disease to live in their own home, which also helps to free up the time of formal health and social care services (Brodaty and Donkin, 2019).

Over the years, organisations and legislation have helped to increase awareness of Alzheimer's and support for non-paid carers. The WHO Global Action Plan on the Public Health Response to Dementia (WHO, 2025) has identified dementia as an international public health concern. Various institutions in the UK have promoted early diagnosis, greater public awareness and improved support provision (NICE, 2018; Carers UK, 2024; Alzheimer's Society, 2024). The National Dementia Strategy (2009), the Care Act 2014 and NICE Guideline NG97 have strengthened the rights of carers, highlighted the importance of person-centred care and promoted integrated support and have helped to ensure that carers are valued and essential partners in dementia care.







2.3 Theoretical Background
There are theoretical frameworks that can be used to understand the experiences of unpaid carers of those living with Alzheimer's disease. Different theories explain the experiences of carers, and guide health and social care practice, as it relates to both the carer and the family (Brodaty and Donkin, 2009; Greenwood and Smith, 2019). Kitwood,’s Person-Centred Care Theory (1997), Pearlins’s Stress Process Model (1990) of and Lazarus and Folkman's Transactional Model of Stress and Coping (1984) are used in this dissertation due to their complementary perspectives on caregiving challenges and support services.
Person-Centred Care Theory
Tom Kitwood, (1997) argued for the importance of considering the person rather than thinking of dementia as simply a loss of cognition, introducing the ideas of person centred care. It supports comprehensive care, focusing on psychological, emotional, social and physical needs rather than just symptoms. The hypothesis has influenced dementia research, UK legislation and NICE guidelines, and led to improvements in communication, behavioural wellbeing and quality of life through personalised approach to treatment and family involvement. However, there are potential issues around the delivery, such as human and financial capacity and a lack of focus on the long-term issues that arise for unpaid carers. However, it remains an important guideline in the treatment of Alzahimers'
Pearlin's Stress Process Model
A Stress Process Model was proposed by Pearlin et al,. (1990) and it takes a perspective that sees caregiving as a continuous process, influenced by primary stressors, such as increased care needs and changes in behaviour, and secondary stressors, such as financial difficulties, relationship problems and social isolation. It also acknowledges that coping strategies and support services have an impact on carers wellbeing.
The model has been used extensively to account for the carer burden, anxiety, depression and diminished quality of life, which underpins interventions, including counselling, respite and support groups. It is strong on its understanding of the biological, psychological and social factors that impact on carers. However, it's primarily about the negative sides of being a carer, and does not pay as much attention to resilience, personal development and positive elements of the caring role. (Greenwood and Smith, 2019).

The Lazarus and Folkman's Transactional Model of Stress and Coping
According to Lazarus and Folkman (1984), the Transactional Model of Stress and Coping mechanism, stress is the consequence of the way in which individuals evaluate a challenge and the way they cope with it. The model has been used in research to explain how carers, with the same caring responsibilities, experience varying levels of stress and has provided insights into the role of resilience, social support and services.
One of the points that is well recognised in the model is that carers actively adapt to changing circumstances and that this will support interventions such as counselling, education and peer support. It focuses on psychological processes, however, and can fail to address broader social, economic and policy factors and the trajectory of Alzheimer's disease. 

These three theories can be combined to create a complex understanding of person-centred dementia care and carer burden and coping processes, which were used to analyse carers' experiences and the effectiveness of support services throughout this dissertation.

2.4 International Context

The problem of Alzheimer's disease has become a serious public health issue around the world because of the increase in life expectancy and ageing population. (World Health Organization, 2025) predict that approximately 55 million people around the world will have dementia, and that 60-70% of these will be affected by Alzheimer's disease. Informal carers are becoming increasingly recognised by governments and health services as they become more prevalent because of the growing numbers of people with dementia. But there are variations in health care systems, resources and cultural values which means that approaches to dementia care and support of dementia carers vary between countries.

Awareness, early diagnosis, strengthening person centred care and support for unpaid carers are all priorities of the World Health Organization's Global Action Plan on the Public Health Response to Dementia 2017–2025 (World Health Organization, 2025). Alzheimer's Disease International has also called on countries to develop national dementia plans which recognise carers as key partners in the treatment of dementia (Alzheimer's Disease International, 2024). These world-wide campaigns have highlighted the importance of supporting carers to improve quality of dementia care (World Health Organization, 2021; Alzheimer's Disease International, 2024).

Dementia is a significant public health issue and Canada, Australia and Japan have developed national dementia strategies that focus on early diagnosis, person-centred care and support for unpaid carers (Public Health Agency of Canada, 2019; Australian Government Department of Health and Aged Care, 2024; Ministry of Health, Labour and Welfare, 2021).

All three countries encourage community organisations and health services to work together but do so in different ways. In Australia, co-ordinated support services and carer education are key priorities, in Japan it is integrated community based care (Ishihara et al., 2024) and in Canada it is a combination of national policy and provincial implementation. These differences aside, all were faced with a shortage of care providers, increasing demand for services and an inequity of access to services (Alzheimer's Disease International, 2024; World Health Organization, 2021).

These experiences also remind us of the importance of continued investment in health and social care, in dementia policy across a nation and in support for carers, and provide background to the evaluation of the UK strategy to support informal carers. (Alzheimer's Disease International, 2024; World Health Organization, 2021)

2.5 National and Local UK Context

The provision of health and social care for people with Alzheimer's disease is an important health and social care problem in the United Kingdom. A growing older population and an increasing life expectancy have led to an increasing number of people who are affected by dementia, putting greater demands on health and social services and informal care. Alzheimer's disease is the most common form of dementia, often requiring ongoing support for medication administration, communication, activities of daily living and decision making. This has led to the need of support for people with dementia and recognition of the contribution of unpaid carers being identified as a national need.

There are plans, policies and legislation in place in the United Kingdom that seek to improve dementia care and support for unpaid carers. Local authorities must consider the individual needs to improve the health and wellbeing of carers through carer assessments as required by the Care Act 2014. The NICE Guideline NG97 also supports person-centred dementia care, working together across all disciplines involved in assessment, care planning and decision making, and actively involving carers. It also helps to make education, psychological support and respite more accessible, to improve carers' wellbeing and quality of dementia care (NICE, 2018).

The NHS Long Term Plan (2019) enhanced the national emphasis on dementia via prompt diagnosis, cohesive care, and tailored assistance. Cooperation, through NHS, Local Government and Voluntary sectors to improve service coordination, has been recently advocated by the Integrated Care Systems (ICSs). National organisations like Alzheimer's Society, Carers UK and Dementia Carers Count provide information, helplines, peer support, respite care and practical advice for unpaid carers.

Despite these developments, there are many challenges that remain. Numerous unpaid carers persist in encountering challenges in obtaining respite care, psychological assistance, and specialised dementia services. Shortages of labour, increased demand and economic pressures create variations in the availability and quality of services in different parts of the country, resulting in unequal access to services. Community dementia services include memory assessment clinics, dementia advisors, social prescribing and community nursing, carer support groups and are delivered by Integrated Care Systems, NHS trusts, local government and charitable organisations. However, the gap in financial resources, demographic needs, and the skills of workers continues to have an impact on service provision. Although the UK has robust legislative and regulatory frameworks that recognise the role of unpaid carers there is a strong case for greater consistency and sustainability in providing support to address inequalities and improve outcomes for carers and those living with Alzheimer's disease.

2.6 Conclusion 

Background examination of Alzheimer's disease and informal care in the broader perspective is included in the chapter. It studied the history of the condition, and how developments in research, legislation, and clinical practice have impacted present knowledge and treatment of Alzheimer's disease. Theories which were explored to understand the experience of informal carers included: Person-Centred Care Theory (Kitwood), Stress Process Model (Pearlin) and Lazarus and Folkman's Transactional Model of Stress and Coping. The chapter identified relevant UK legislation/policies and health and social care initiatives; took into account local, national and international perspectives. Awareness of the needs of people living with Alzheimer's disease and their carers has improved, however, problems with accessibility of services, geographic disparities and a growing demand continue to exist. The theoretical and contextual background support of this dissertation is provided by these perspectives. In 
Chapter 3 explains the study methodology, secondary research approach, search strategy, quality appraisal, ethical considerations and thematic analysis used to investigate the research issue are explained


































CHAPTER 3: Methods and Search Strategy

3.1 Introduction 

Purpose of the Chapter

This chapter outlines some of the methods used to explore the challenges faced by unpaid carers of people with Alzheimer's disease and support available to them in the UK. A secondary research approach was used and it involved the use of scholarly literature, peer reviewed papers, policy papers and organisational reports. 

This approach enabled existing evidence to be combined, patterns of studies identified and a wide-ranging understanding of the topic to be developed (Aveyard, 2019; Snyder, 2019). The section explains the search process, literature selection, validation process, the inclusion and exclusion criteria, thematic analysis, and ethical concerns. A logical approach enhances the credibility, reliability and comprehensibility of the findings (Booth, Sutton and Papaioannou, 2021).
3.2 Search Strategy
Developing Keywords:

A systematic information search strategy was formulated to find relevant information on the research question. PubMed, Google Scholar and the UWTSD Library were searched in tandem with articles published by the World Health Organisation (WHO), the National Institute for Health and Clinical Excellence (NICE) and the Alzheimer's Society (Aveyard, 2019) with the key words obtained from the dissertation subject – Alzheimer's disease, carer, informal carer, support services, United Kingdom. 

The relevance and comprehensiveness of the question was increased by the inclusion of Boolean operators (AND, OR, NOT) and synonymous terms (Snyder, 2019; Booth, Sutton and Papaioannou, 2021). Search process was documented to ensure transparency, uniformity, and replicability.





Table 3.1 Search Strategy

	
Database
	
Keywords/Search Terms
	
Boolean Operators
	
Filters Applied

	PubMed
	Alzheimer's disease, unpaid carers, dementia care, caregiver burden, support services
	("Alzheimer's disease" AND carers) OR ("dementia" AND caregiver burden)
	English language, peer-reviewed, UK studies, 2019–2025

	Google Scholar
	Alzheimer's disease, family carers, dementia support, respite care
	Alzheimer's disease AND informal carers
	English language, UK studies, 2019–2025

	UWTSD Library
	Dementia care, Alzheimer's disease, unpaid carers
	Dementia AND carers AND support services
	Peer-reviewed, English language, full text

	Organisation websites
	Dementia, unpaid carers, support services, policy, guidelines
	Alzheimer's disease AND support services
	WHO, NICE, NHS England, Alzheimer's Society, Carers UK, Dementia Carers Count



3.3 Search for information
A literature search was carried out in June and July this 2026 using reliable sources such as NICE, NHS England, WHO, Alzheimer's Society, Carers UK, and Dementia Carers Count, on the internet, PubMed, Google Scholar and UWTSD Library. Boolean operators (AND, OR, NOT) were utilized to combine search terms according to the purpose of the research of the study following to boost the accuracy of the search (Booth, Sutton, and Papaioannou, 2021). 
Research was prioritised for peer-reviewed studies and systematic reviews that relevant to the context of unpaid carers of people with Alzheimer's disease in the UK and the search limited to English language literature published from 2019-2026. 
Records were maintained that were transparent and consistent (Snyder, 2019), relevant and superfluous (Aveyard, 2019) and the search process was documented. 
A complete record can be found in Appendix B (Source Tracking Table).

3.4 Validation of Research

After the literature study, a detailed review of the selected literature that related to the topic was done to include it. Titles, abstracts, introductions and conclusions were first screened to find relevant research on informal carers and support services for the Alzheimer's disease condition (Aveyard, 2019). 

The sources that did not fit the inclusion criteria were excluded. Additional studies were judged by the CRAAP test (Blakeslee, 2004) which looks at the criteria of currency, relevance, authority, accuracy and purpose. 

The focus was on recent peer-reviewed journal articles, systematic review articles and credible articles from organisations such as the World Health Organisation(WHO), NHS England, NICE and the Alzheimer's Society. This method increased the reliability, credibility and trustworthiness of the evidence used in the dissertation (Aveyard, 2019).
A detailed CRAAP presented in Appendix C 

3.5 Inclusion and Exclusion Criteria 

Only relevant, reliable and high quality evidence was included in the retrieved literature, which was then evaluated with the predetermined inclusion and exclusion criteria. (Aveyard and Booth, 2019 Sutton and Papaioannou, 2021) identified a number of benefits for setting specific eligibility criteria: increased transparency, consistency, and decreased selection bias in literature reviews. The evidence examined was related to unpaid carers of people with Alzheimer's and UK support services. Where required, seminal studies were kept to provide support for the theoretical framework and combine already established theories and evidence from the present time (Aveyard, 2019).











Table 3.5 Inclusion and Exclusion Criteria

	Inclusion Criteria
	Exclusion Criteria

	Peer-reviewed journal articles
	Non-peer-reviewed articles, blogs and opinion pieces

	Published between 2019–2026
	Published before 2019 (except seminal theoretical literature)

	English-language publications
	Non-English publications

	Studies relating to unpaid or informal carers of people living with Alzheimer's disease
	Studies focusing only on professional or paid carers

	UK-based studies and policy documents
	Studies conducted outside the UK where findings were not transferable

	quantitative , Qualitative, and mixed-methods research
	Conference abstracts without full publications

	Government policies and reports from recognised organisations (NHS England, NICE, WHO, Alzheimer's Society, Carers UK, Dementia Carers Count)
	Sources lacking clear methodology or sufficient academic credibility














3.6 Analysing Research
Braun and Clarke's (2006) reflexive thematic analysis method was used to identify, interpret, and report patterns in the selected literature, which is a qualitative approach used to uncover patterns within the data. Braun and Clarke (2006)
proposed thematic analysis for the synthesis of results from many investigations due to its flexible and systematic approach. The researcher analysed the selected papers systematically, developed initial codes, grouped related codes together into broader themes, considered and modified the themes and presented the final temes in chapter 4: Braun and Clarke (2006, 2021). Features of the study, its key findings, transparency, consistency and reliability of the study analysis (Nowell et al., 2017).
See Appendix E (Result summary table)

See Appendix F (Coding Frame work)See Appendix E (Result summary Table)

See Appendix F (Coding Frame work)


3.7 Ethical Considerations 

This research is done by secondary research method and the researcher in this research will not get primary data from humans, therefore it is not required to get ethical approval. Scholarly articles, policy papers and available reports were the basis of the study. The inquiry took place in an honest, open and scholarly manner, following the principles of ethical inquiry (Aveyard, 2019; Snyder, 2019). To uphold academic integrity, accurate UWTSD Harvard referencing was used, the danger of plagiarism and researcher bias was reduced by paraphrasing and using the CRAAP Test, and the inclusion and exclusion criteria were clearly defined (Blakeslee, 2004; Booth, Sutton and Papaioannou, 2021).

3.8 Chapter Conclusion 

This chapter outlined the methods used to investigate the barriers faced by unpaid carers of people with Alzheimer's disease and the help that is available in the UK. It explained the method used to search for data, which data sources was used, the CRAAP Test and inclusion and exclusion criteria, and finally themed analysis according to Braun and Clarke (2006; 2021). Combined, these approaches yielded a structured, clear, and data-supported analysis, adding to the authenticity and consistency of the conclusions. The discoveries were presented in a themed manner in Chapter 4 with a view to conform to the purpose and research questions of the study.



































Chapter 4

4.1 Introduction 

In this chapter, the results of the second literature search are described, followed by the themes that were organised using the thematic analysis method described by Braun and Clarke (2006; 2021). The literature was critically analysed and common themes were identified and classified into themes that directly addressed the objectives and purpose of the study. The thematic analysis helped to bring together the findings from the reviewed journal articles and policy documents to give a full picture of the issues experienced by unpaid carers supporting people living in caring for a person with Alzheimer's in the UK.

Three main themes emerged from the research. The first focuses on the psychological and emotional burden faced by carers – stress, anxiety, despair and emotional exhaustion. The second focuses on financial and physical challenges associated with providing long-term care services, such as tiredness, physical health problems, employment problems, financial difficulties. The final topic evaluates how effective and available carer support services are including health and social care policy, NHS services, voluntary services and respite care. The evidence presented in this chapter is used to answer the study objectives and is compared and analysed, highlighting areas of agreement, contradiction and gaps in the literature (Braun and Clarke, 2006; 2021)

4.2 Thematic Analysis 

Thematic analysis is a qualitative research method used to identify, analysed and interpret patterns or themes in data. Secondary research enables a researcher to combine the findings of multiple studies and to find themes that are important for the research question (Aveyard, 2019; Snyder, 2019). This was a flexible and systematic approach which allowed for a critical analysis of the literature, and identification of the concerns that recurred among the informal carers of people living with Alzheimer's disease. (Braun and Clarke, 2006; 2021). All selected studies were carefully analysed and the key results were summarised on a results table A coding table was developed, and preliminary codes were identified and documented. (Nowell et al., 2017)

The analysis identified in three main themes. The initial examination delves into the emotional and psychological strain endured by carers. The second focuses on the physical and financial-  burden associated with extended care giving. The final theme provides an evaluation of the availability and effectiveness of support services for carers within the UK. The themes are from the basis for the findings presented in the following sections.

	Table 4.2 Focus of the Theme



		                                            
	Focus of the Theme

	
	




		Theme 1
	                    Psychological and Emotional Burden

	
	




		Theme 2
	                    Physical and Financial Burden

	
	




		Theme 3
	                   Accessibility and Effectiveness of Support Services

	
	






The coding process used to develop the three final themes is presented in Appendix E.
The characteristics and principal findings of the included studies are summarised in Appendix F.

Findings and Analysis

4.3 Emotional and Psychological Burden 

Theme 1:

The most common challenge experienced by informal carers of people living with Alzheimer's disease was emotional and psychological stress. The extended periods of stress, worry, depression, emotional weariness and social isolation have been reported by carers throughout the literature due to the degenerative nature of AD and the increased responsibility for providing LTC. (World Health Organization, 2025; Schulz and Beach, 2020). While many carers reported positive experiences of caring, including fulfilment and improved family relations, the evidence overwhelmingly suggested that these benefits were counterbalanced by the emotional demands of the illness as it progressed, even when considering the psychological benefits that could be experienced (Brodaty and Donkin, 2019; Giebel et al., 2024).

Alzheimer's disease is characterised by the progressive loss of memory and cognition and independence over time. This can mean that carers feel a need to provide support over a long term, and have to undertake more responsibilities and face uncertainty regarding the course of the disease. One of the primary areas of research focus for dementia care is emotional   wellbeing because this additional care role has been associated with significant emotional distress and poorer quality of life (World Health Organization, 2025; Livingston et al., 2020).

The emotional stress and burden of caring

Perhaps the most persuasive finding in the literature is that the ongoing responsibilities of caring for someone with Alzheimer's disease have an impact on the emotional stress in the lives of carers. Carer burden is a gradual process as responsibilities come to include more personal care, medication management, behavioural changes and monitoring. (Brodaty and Donkin, 2019) However, the more multiple chronic conditions a carer has, the less likely they'll be to feel emotionally exhausted from the cumulative burden of caring, the analysis finds. (Roth et al., 2021)

These conclusions are supported by more recent data from the UK. According to (Giebel et al., 2024) a lot of carers said they felt overburdened by the mix of practical caregiving duties and emotional worries about how Alzheimer's disease will develop in the future. As the symptoms worsened, participants reported increased uncertainty, powerlessness, and increased anxiety. In another study, Dementia Carers Count (2025) identified that many unpaid carers felt under high emotional stress, particularly if there were no proper respite arrangements available.

The emotional stress posed in both studies is seen as a significant challenge, though with different explanations. Brodaty and Donkin (2019) have stated that the primary source of emotional burden is increased complexity of carer responsibilities as dementia progresses. (Giebel et al., 2024) say that the lack of health and social care support, such as limited access to information, professional help and respite care, are significant factors that add to the misery of carers. This comparison indicates that there are factors other than the impact of the disease that may contribute to emotional burden to carers.







Anxiety, depression and mental health

In several studies, unpaid caretakers were identified as experiencing anxiety and depression as typical psychological issues. The Alzheimer's Society (2024) reported that carers often find themselves in situations that are chronically stressful, without any support which can become clinically significant anxiety or depression. The gradual decline often associated with Alzheimer's disease can lead to feelings of loss, even before the loss has occurred, and is called anticipatory grief. 

Carers UK (2024) found that the long-term consequences of caring have a negative impact on carers' mental health. For many respondents, their anxiety levels increased, sleeping difficulties arose, and they felt worse on their emotions. The results suggest that care provision is not only about physical support, and often involves an emotional adjustment alongside the process as the care recipient's independence, communication and personality are changing. Wolverson et al., (2022)
But the level of mental discomfort is different for different carers. Some studies show that coping strategies, social support and resilience all help to lower stress levels for the carer. Quinn et al., (2024) found that carers with community support and greater family networks were more emotionally resilient than carers who were caring for patients in isolation. This means that carer outcomes are influenced by protective factors and caring needs and that interventions (Kitwood,1997) for supporting people are person-centred.

Critical Evaluation

Emotional and psychological stress is a very important effect of caring for someone with Alzheimer's as the literature repeatedly demonstrates. There are some differences in the nature of the factors that most influence the wellbeing of carers, though. (Pearlin and Bierma,                 2020). 

Existing research tended to focus on the burden of caring as a consequence of the progression of the illness. There is a growing recognition in more recent work of the influence of external facilitators including community resources, financial support, access to health services and respite care on carer wellbeing. This reflects a wider shift to ecological and person-centred perspectives, in which the relationships between people, families and health services are part of the equation for the nature of caring, as well as the severity of illness.

A big part of the literature now in publication suffers from this lack of general is ability, due to the use of self-reported experiences, which could be subject to reporting bias. Additionally, a lot of research is cross-sectional, which makes it difficult to track changes in emotional wellbeing while caregiving. While they are, for the moment, still relatively uncommon, longitudinal research, such as (Quinn et al., 2024) provides a greater level of evidence by examining carer experiences over time.

The data indicates that the availability of efficient support networks as well as the progressive nature of Alzheimer's disease have a positive effect on emotional and psychological stress, overall. Thus, interventions that target patient outcomes without taking into account informal carers' emotional health could be insufficient. (Innes and Manthorpe, 2022).
4.4 Financial and Physical Burden 
Theme 2
The findings consistently reveal’s that the burden on the informal carers of people with Alzheimer's disease is considerable physical, financial, emotional and psychological burdens as well as emotional and psychological. As the disease progresses, carers often assume increasing responsibilities may be asked to do more to assist with care and coping, including activities of daily living, mobility, medicines, feeding, supervision and more. These duties can be physically demanding and time-consuming demand, impacting the personal wellbeing and financial stability of those who perform these duties (Brodaty and Donkin, 2019; Giebel and Challis, 2021).
Additionally, financial problem was highly correlated with physical problem. A significant number of carers work less or stop working to be able to care at full-time level, which further lowers family income and is an added cost. (Carers UK, 2024). Some of these can exacerbate the overall effects of Alzheimer's disease on an individual, increase stress levels for carers and reduce the quality of life (Schulz and Beach, 2020). 
Physical Health Issues
Often the tasks of caregiving become more physical because of the degenerative effects of Alzheimer's disease. Carers often assist with daily life tasks such as washing, dressing, eating and mobility. These activities may result in physical pain, chronic fatigue and poor sleep quality over time, particularly for older people who may have underlying medical conditions (World Health Organization, 2023; Zarit et al., 2020).
Physical strain can be a slow process and can be difficult to recognise how this is affecting health until it becomes more severe, according to Brodaty and Donkin (2009). The Alzheimer's Society (2024) report that many carers often put the care of the person they are caring for before themselves. Care often neglect to attend medical appointments, eat poorly and don't exercise as much.
More recent studies by (Giebel et al., 2024) suggest that, for carers with restricted access to respite programmes, there can be a deterioration in their physical health. Without regular breaks, carers may become tired and stressed, and then feel burnt out; leading to poor physical health.
The studies (Giebel et al., 2024) repeatedly indicate that physical load is a significant challenge, and underscore the importance of support services in mitigating its impact. Those who shared caring responsibilities with others within the family or who had regular respite care had better physical health outcomes than carers who had no other family members involved with their care. This suggests that the level of support that is available is not just a factor of intensity of caregiving, but of physical stress as well.
Financial Difficulties
One other area that was frequently discussed in the literature was financial issues. Many carers have reduced income as a result of employment changes, early retirement or taking a leave employment altogether to look after others. Other costs associated with caring for a person include transport, housing adaptations, specialist equipment and other domestic costs (Carers UK, 2024).
In the study Dementia Carers Count (2025) dementia carers reported financial concerns as a major worry, particularly for those unpaid carers who offer intense care. Other participants also experienced the challenge of balancing work and care duties, resulting in lower earnings, financial insecurity and worry about their future earnings.
Likewise, the Alzheimer's Society (2024) also points out costs other than medical expenses, including lost work and impact on family finances due to the diagnosis of dementia. The conclusions indicate that the financial impact of the disease of Alzheimer's is not just a family problem, but a bigger social and health care problem for the country. (Arksey and Glendinning, 2022).
But some scholars see cost as extremely different in terms of family support, flexibility in work, and access to welfare benefits. Those carers who had financial support from their work and some from the statutory sectors had less financial stress. This shows that experience of care and socio-economic status are intricately linked.
Critical Evaluation

There is clear literature evidence of a close relationship between financial and physical burden and the burden of emotional stress. These loads often work together to create "overwhelming" pressures that negatively impact carers' overall wellbeing, not as separate challenges. (Pearlin et al.,1990).

An advantage of modern UK research is the awareness that wider social factors of health (including employment status, income, and access to support services) affect the nature of caring experiences. This is more complete than the traditional approach to health and social care, where care is considered in isolation from the well-being of the carers and service users, and where the emphasis is placed solely on the physical health of carers. (Tomas and Morris, 2022).

But, there are still some limitations in the existing research. More likely to have reporting bias as many studies rely on self‐reported measures of financial and physical conditions. Additionally, a large portion of the literature concentrates on carers who are already involved with voluntary or health services, which may under-represent people who are more isolated or have less access to assistance.
The data presented in this report indicates that the situation for informal carers is a difficult one, with many financial and physical issues. While policy initiatives and financial support schemes provide some respite for carers in the UK, more financial support for respite services and job support might be required to reduce the burden for carers. (Department of Health and Social Care, 2018).





4.5 Effectiveness and Accessibility of Support Services 
 Theme 3
Access to appropriate health and social care support services is crucial to the wellness of informal carers of people with Alzheimer's disease. Respite care, memory services, medical specialists, volunteer organisations and emotional support programmes were reported as helpful resources (NICE, 2018; NHS England, 2023).  However, many carers felt they were experiencing difficulties accessing timely and appropriate services, despite the fact that services were available in the UK. This theme assess the current support services' efficacy and accessibility as well as their capacity to adapt to the changing demands of carers as Alzheimer's disease progresses.
Support Services' Availability
The literature indicates there are various services available to help carers of people with Alzheimer's disease. These include specialist nurses in the NHS memory clinics, assessments for carers, respite care, support groups and education groups such as Carers UK or the Alzheimer's Society (Alzheimer’s 2025; carers UK, 2023). As well as a person-centred focus on support for people with dementia, NICE (2018) recommends that carers' needs should be assessed regularly.
(Alzheimer's Society, 2024) states that carers who receive access to the knowledge and advice early are able to more fully understand what is happening with the person with Alzheimer's and prepare for future care needs. Similarly, (Carers UK, 2024) reports that education and support groups help to enhance carers' self-esteem, reduce loneliness and increase their ability to manage challenging caring responsibilities.
However, although these are positive findings, there is a disparity across the various regions of the UK in terms of access to services. Access to specialist dementia support and respite services varies significantly (Giebel et al., 2024) and there are reports of long waiting times and services being unavailable or limited for carers. From these findings it is clear that support services do not necessarily need to be equitable. (Challis et al., 2023)
Barriers to Access
The research identified some barriers which prevent carers from accessing support. Lack of knowledge about the services that are accessible was one concern that was frequently mentioned. Many carers reported that they received insufficient information following a diagnosis leaving them confused about where to seek emotional support and/or practical help (Dementia Carers Count, 2025).
Access to assistance was also impacted by financial limitations. Although a lot of NHS and local authority services are available free of charge there are services which have very strict qualifying criteria or require a financial contribution from the individual. This could make it more challenging for carers from lower socio-economic backgrounds to avail of other carer support services and respite care (Carers UK, 2024).
Another cause of service delivery variation is the geographical differences. In many cases, there are fewer specialist dementia services in rural areas than in urban areas so carers have to travel further to access services and appointments. These differences highlight the role of social factors on access to care and underscore other disparities in health and social care system. (Thomas and Morris, 2022).
The effectiveness of existing services. 
Despite the literature showing that where carers use support service successfully, ratings tend to be positive, the literature suggests that provision is often inadequate to the needs arising. NICE (2018) highlights the importance of co-ordinated, person-centred care with multi-disciplinary teams, regular assessments and carers involved in decision making. However evidence suggests that the implementation is still variable between services.
(Giebel et al., 2024) found that poor service delivery results in loss of service continuity and an increase in the burden for carers in scheduling appointments and the complex healthcare system. Dementia Carers Count (2025) indicates that despite having access to the resources available, many carers continue to feel physically and emotionally exhausted, indicating that the support that is currently available may not be sufficient to meet complex long-term needs.
However, the carers that were cared for by medical staff, non-governmental organizations and family members reported greater happiness and improved well-being. These results imply that the efficiency of support services is dependent on their coordination, accessibility, and responsiveness to the needs of specific carers in addition to their availability. (NHS England, 2023)


Analytical Criticism

Research often identifies support services as being vital in reducing carer strain and increasing quality of life. But there are key differences between policies and experience of carers.
There are a number of current pieces of legislation in the UK which support person centred care and recognise carers as individuals with their own needs and support, such as the Care Act 2014 and NICE guidelines. But on ground data shows that implementation is still irregular due to the regional variations in terms of service availability, financing availability and personnel requirements. This policy/practice gap is one of the biggest outcomes of the research. (The Care Act 2014; Arksey and Glendinning, 2022).

It is a strength of current UK research that there is increasing focus on the perspectives of carers and not only those of patients. This allows for a deeper understanding of the nature of caring experiences and opportunities for how services can be enhanced. But there are only limited opportunities to assess the effectiveness of specific interventions, as most evidence is qualitative. Additional intervention-based and longitudinal studies would help inform understanding of which types of support services are most helpful for carers in the long-term.
In general, the information indicates the UK has extensive dementia support initiatives in place, with significant challenges to access and effectiveness. These barriers can be overcome by tackling the issues of better service integration, improved funding and early carer support to reduce carer load and enhance patient and carer outcomes. (Department of Health and Social Care, 2022).

4.6 Overall Discussion 

The thematic analysis reveals that the informal carers of those living with Alzheimer's disease have a range of inter-related problems which affect their quality of life, financial security, physical health and emotional status. These challenge do not addressed in isolation with each topic highlighting a different aspect of care; however, they are each a demonstration of a problem. Instead, as the course of Alzheimer's progresses, a pattern of emotional strain, fatigue, financial difficulties, and difficulties in accessing support services becomes established—in other words, a cumulative caring burden. (Pearlin et al.,1990)

Many of the other caring problems are found to be related to emotional and psychological stress. Stress, worry and emotional tiredness are common symptoms among carers, according to research by Brodaty and Donkin (2019), Giebel et al., (2024) and the Alzheimer's Society (2024). However, earlier research emphasized the progressive nature of the AD which can be emotionally upsetting, whereas later studies conducted in the UK also noted the impact of external factors such as the difficulty of gaining access to respite care, the absence of a health system and lack of information following diagnosis. This shift is due to the growing recognition of the significance of the structural and individual factors to carers' wellbeing.

Similarly, the financial burden is found to be closely tied to the physical burden, as revealed by research. Many carers reduce their working hours or stop working altogether to give their child better care provide better care for the person living with Alzheimer’s disease. putting them at financial risk and increasing their emotional burden. Carers UK (2024) and Dementia Carers Count (2025) report that unpaid carers are less likely to be working and face financial insecurity for the longer-term due to competing responsibilities. The results show the importance of recognising carers as individual people whose physical, social and financial needs are important, rather than just focusing on the person with dementia.

Policy and practice for support services are found to be significantly different in the assessment. There are two national guidelines that support person centred care; The Care Act (2014) and NICE (2018) recognise the importance of carers and multidisciplinary care planning. But there is ongoing research which continues to reveal that the use of implementation is not consistent throughout each of the regions in the United Kingdom. Timely and appropriate access to carers' support is still impacted by long wait times, limited service provision, lack of workers and geographic variations (Giebel et al., 2024; Dementia Carers Count, 2025).

The findings also indicate that carers who accessed co-ordinated support services had a higher emotional wellbeing score, and expressed greater confidence in their caregiving. This means that a different integrated approach, with skills from medical professionals, non profits, and community support, can be more effective in lowering the burden on carers compared to treating them individually. There is therefore a need to maintain a focus on further improving the coordination between health and social care systems in future policy and practice.

The reviewed has been increasingly focused on the experiences of the carer as a source of valuable information on what it is like to care for people with Alzheimer's disease in practice. However, there were a few limitations mentioned. The use of self-reported data in numerous research studies increased the risk of response bias. In addition, many of the sources used were qualitative with small sample sizes which can limit the generalizability of the findings. It is useful to understand the qualitative aspects of the experiences of carers, but it would be beneficial to have more longitudinal studies and quantitative research to recognise the effects of carer burden as the disease progresses and to determine which interventions are most likely to have long-term benefits.

The themes of the thematic analysis do not only give practical advice to caring for a person with dementia; they also extend to other aspects. The stress of the family carer can have an impact on their health and quality of life and is often complex in nature and include emotional, physical, financial and social stressors (Brodaty and Donkin, 2009; Schulz and Beach, 2020). Findings indicate the need for a holistic, collaborative and individual approach to carer support (Kitwood, 1997; National Institute for Health and Care Excellence, 2018). It is important that those who provide respite care are available and accessible for dementia patients, that information and training are provided to carers at an appropriate time and that there is better co-operation between health and social care practitioners (Department of Health and Social Care, 2018; Alzheimer's Society, 2024). In the UK, there are a number of support services available for people with dementia who are carers, although there are still gaps in ensuring that carers are able to access timely and appropriate support while caring for a loved one with dementia (Giebel and Challis, 2021; Carers UK, 2024).
4.7 Chapter Conclusion 
The theme analysis method developed by Braun and Clarke was used to describe the result of the secondary literature review in this chapter. Physical and financial load, emotional and psychological burden, and the availability and efficacy of support services were found to be the three main themes. As a whole these findings indicate that care provision for a person with Alzheimer's disease has complex and significant consequences for unpaid carers. Although current policy and support structures in the UK recognise the importance of supporting carers, there are still some gaps in the literature between policy intentions and service provision. Respite care and regional differences continue to affect carer welfare, along with the increasing need for care. The findings highlight the importance of more accessible, person-centred and integrated support services which recognise the carer as an important partner in dementia care. 
The summary of general conclusions made in the dissertation and recommendations for the continuation of research, practice and policy are presented in the next chapter. 



CHAPTER 5 

Conclusion and Recommendations

5.1 Overall Conclusion 

This dissertation looked at the challenges faced by unpaid carers of individuals with Alzheimer's disease as well as the resources accessible to them in the UK. The secondary research was done as per the thematic analysis approach of Braun and Clarke and the relevant literature was identified, analysed and combined. The three common themes were support services availability and effectiveness, physical and financial pressure and emotional and psychological stress.

The results showed that caring could be a very emotional, physical and financial burden for carers and that these burdens often compounded to have a negative impact on the carers' wellbeing. Despite the fact that resources are available for informal carers and their importance recognised across the country there is evidence that access to relevant services varies across the United Kingdom. Issues of lack of respite, staffing and geographical inequities persist over time and affect the experience of carers. This was done through researching the experiences of the informal carers and through a critical evaluation of the support systems available to the current informal carers. 

Researchers used a review of literature, analysis of carer issues, and a review of current practices and policies to help guide the aims of the research. This dissertation highlights the importance of the provision of good, accessible and personalise.

5.2 Recommendation 1

Enhance Accessibility to Respite Care Services

The findings indicate that long term caring has a significant impact on the emotional, physical and overall wellbeing of unpaid carers. Numerous carers reported increased stress, burnout, and physical tiredness as well as restricted access to respite services. More support and flexibility in respite care provision (e.g. day centres, home-based care, short term residential care) can enable carers to care for their loved one with an Alzheimer's disease diagnosis and attend medical appointments, remain employed, participate in and maintain social connections and take care of their health. 
Respite care could be made available to carers for longer periods, after which they would be free to care for their loved one or to leave for residential care elsewhere. (NICE, 2018, Alzheimer's Society, 2024 and Carers UK, 2024)

Barrier

One major constraint is the limited availability of respite care and this contributes to geographical variation throughout the UK because respite providers are scarce, demand is increasing and funding is lacking.

How the Barrier Could Be Overcome.

The need to improve co-ordination between the NHS, local governments and local non-profit groups, along with additional investment in community dementia services and earlier assessments of carers' needs to identify those requiring respite care before they reach a point of distress would all contribute to this.

Recommendation 2

Improve Education and Information to Carers

The results show that, once the person has been diagnosed with Alzheimer's, many are not getting enough information to deal with the further progression of the disease, and these demands are further increased by the needs of those who are being cared for. Early and regular training would enable carers to gain knowledge of Alzheimer's disease and communication skills, behavioural management, the available support, and how to care for themselves. All of the following should be used to provide education: medical professionals, structured education programs, and real-world training. There would be increased awareness of the importance of getting information early for better confidence, readiness and awareness of need for further support (WHO, 2025; Alzheimer's Society, 2024).

Barrier

Healthcare workers are often busy, under-resourced and do not have enough time to consult, making it hard for them to provide carers with a proper instruction and ongoing support.


How the Barrier Could Be Overcome 

Multilingual information, community workshops, on-line support programs and digital learning resources should be used alongside face-to-face instruction. A greater degree of cooperation between the NHS and non-profit organisations would benefit the uniformity, accessibility and availability of education for carers across the UK.

Recommendation 3

Establish and improve support for Integrated Health and Social Care

The findings indicate that there is a lack of services that are coherent and also problems accessing social and health care services by carers. Lack of communication between healthcare providers, social workers and volunteer organisations increases the work of carers in scheduling appointments, accessing services, collecting information etc. So improving the continuity of care and carers' experiences should be an important aim of improving integrated care. The role of carers should be taken into account as an equal partner in the process of planning and making decisions about care. There is a need to provide a more coordinated, person-centred support for general practitioners, memory clinics, social workers, community nurses and volunteer organisations. Enhanced integration between the NHS, local authorities and voluntary providers helps to ensure continuity of care, reduce fragmentation of services and provide quick identification of the needs of carers through regular assessment (Care Act 2014; NICE, 2018; NHS England, 2023).

Barrier 

The effective working of partnerships can be hindered by a variety of disparities in financial arrangements, organisational structure, digital infrastructure, communication systems, staff shortages and an increasing demand.

How the Barrier Could Be Overcome 

Enhance communication and reduce duplicate services with regular interdisciplinary meetings, shared care pathways and integrated electronic health records. Coordinated person-centred dementia care is encouraged and carers are valued members of the care team receiving greater funding for digital technology, more open referral systems and improved working relationships with governmental and non-governmental organisations.

5.3 Summary of Recommendations 

These measures will help to reduce the burden on carers by increasing access to respite care, enhancing carer education, and enabling better health and social care integration. Implementation of the above strategies will make dementia care more person-centred, more equitable, more sustainable and improve the quality of life for people with Alzheimer's disease and unpaid carers. However, the aforementioned targets will require continuous investments, co-operative efforts and effective policies to be realised despite ongoing organisational and financial challenges.




























References
Alzheimer, A. (1907) ‘Über eine eigenartige Erkrankung der Hirnrinde’, Allgemeine Zeitschrift für Psychiatrie und psychisch-gerichtliche Medizin, 64, pp. 146–148.
Alzheimer's Disease International (2024) World Alzheimer Report 2024. London: Alzheimer's Disease International.
Alzheimer's Society (2024) Dementia UK: Update. London: Alzheimer's Society. Available at: https://www.alzheimers.org.uk  (Accessed: 21 July 2026).
Alzheimer's Society (2025) Getting support as a carer. Available at: https://www.alzheimers.org.uk/get-support/help-dementia-care   (Accessed: 5 July 2026).
Arksey, H. and Glendinning, C. (2022) ‘Supporting carers: Policy and practice in the UK’, Health and Social Care in the Community, 30(2), pp. 567–578.
Australian Government Department of Health and Aged Care (2024) National Dementia Action Plan 2024–2034. Canberra: Australian Government.
Aveyard, H. (2019) Doing a literature review in health and social care: A practical guide. 4th edn. Maidenhead: Open University Press.
Braun, V. and Clarke, V. (2006) ‘Using thematic analysis in psychology’, Qualitative Research in Psychology, 3(2), pp. 77–101.
Braun, V. and Clarke, V. (2021) Thematic analysis: A practical guide. London: SAGE.
Brodaty, H. and Donkin, M. (2009) ‘Family caregivers of people with dementia’, Dialogues in 
Care Quality Commission (2024) The state of health care and adult social care in England 2023/24. Newcastle upon Tyne: Care Quality Commission. Available at: https://www.cqc.org.uk/publications (Accessed: 21 July 2026).
Carers UK (2023) Carers and health: The hidden cost of caring. London: Carers UK. Available at: https://www.carersuk.org/help-and-advice/research-and-policy/ (Accessed: 2 July 2026).
Carers UK (2024) State of Caring 2024. London: Carers UK. Available at: https://www.carersuk.org/help-and-advice/research-and-policy/state-of-caring/ (Accessed: 2 July 2026).
Challis, D., Hughes, J., Clarkson, P. and Giebel, C. (2023) ‘Service use and support needs of dementia carers across England’, Age and Ageing, 52(3), pp. 1–8.
Dementia Carers Count (2025) Barriers to support: Experiences of dementia carers. London: Dementia Carers Count. Available at: https://dementiacarerscount.org.uk/reports/ (Accessed: 2 July 2026).
Dementia Carers Count (2025) What if? The unmet needs of dementia carers. London: Dementia Carers Count. Available at: https://dementiacarers.org.uk (Accessed: 21 July 2026).
Department of Health (2009) Living well with dementia: A national dementia strategy. London: The Stationery Office.
Department of Health and Social Care (2018) Carers action plan 2018–2020: Supporting carers today. London: Department of Health and Social Care. Available at: https://www.gov.uk/government/publications/carers-action-plan   (Accessed: 2 July 2026).
Department of Health and Social Care (2022) Dementia strategy: Next steps. London: DHSC. Available at: https://www.gov.uk/government/publications/dementia-strategy-next-steps (Accessed: 2 July 2026).
Giebel, C. and Challis, D. (2021) ‘Access to support services for dementia carers: A UK-wide study’, Health & Social Care in the Community, 29(5), pp. 1567–1578.
Giebel, C., Lord, K., Cooper, C. and Livingston, G. (2024) ‘Caregiver burden and quality of life in dementia: A systematic review’, Aging & Mental Health, 28(3), pp. 412–425.
Greenwood, N. and Smith, R. (2019) ‘Motivations for being informal carers of people living with dementia: A systematic review of qualitative literature’, BMC Geriatrics, 19(1), p. 169.
Innes, A. and Manthorpe, J. (2022) Dementia care: International perspectives. London: Routledge.
Ishihara, M., Matsunaga, S., Islam, R., Shibata, O. and Chung, U.-I. (2024) ‘A policy overview of Japan's progress on dementia care in a super-aged society and future challenges’, Global Health & Medicine, 6(1), pp. 13–18. https://doi.org/10.35772/ghm.2023.01047
Kitwood, T. (1997) Dementia reconsidered: The person comes first. Buckingham: Open University Press.
Lazarus, R.S. and Folkman, S. (1984) Stress, appraisal, and coping. New York: Springer.
Livingston, G., Huntley, J., Sommerlad, A. and Ames, D. (2020) ‘Dementia prevention, intervention, and care’, The Lancet, 396(10258), pp. 1367–1434.
National Institute for Health and Care Excellence (2018) Dementia: Assessment, management and support for people living with dementia and their carers (NG97). London: NICE. Available at: https://www.nice.org.uk/guidance/ng97 (Accessed: 18 July 2026).
NHS England (2023) Integrated care systems: Improving support for carers. London: NHS England. Available at: https://www.england.nhs.uk/publication/improving-support-for-carers/  (Accessed: 2 July 2026).
NHS England (2023) NHS Core20PLUS5 – An approach to reducing healthcare inequalities. Available at: https://www.england.nhs.uk  (Accessed: 21 July 2026).
Nowell, L.S., Norris, J.M., White, D.E. and Moules, N.J. (2017) ‘Thematic analysis: Striving to meet the trustworthiness criteria’, International Journal of Qualitative Methods, 16(1), pp.1-13.
Office for Health Improvement and Disparities (2023) Health inequalities: Place-based approaches to reducing inequalities. London: Department of Health and Social Care. Available at: https://www.gov.uk/government/organisations/office-for-health-improvement-and-disparities (Accessed: 21 July 2026).
Pearlin, L.I. and Bierman, A. (2020) ‘Current issues and future directions in research on the stress process’, Journal of Health and Social Behavior, 61(3), pp. 289–302.
Pearlin, L.I., Mullan, J.T., Semple, S.J. and Skaff, M.M. (1990) ‘Caregiving and the stress process: An overview of concepts and their measures’, The Gerontologist, 30(5), pp. 583–594.
Public Health Agency of Canada (2019) A Dementia Strategy for Canada: Together We Aspire. Ottawa: Government of Canada.
Quinn, C., et al. (2024) ‘Longitudinal changes in carer wellbeing and support needs in dementia’, International Journal of Geriatric Psychiatry, 39(2), pp. 1–10.

Schulz, R. and Beach, S.R. (2020) ‘Family caregiving and its consequences for health and wellbeing’, Annual Review of Public Health, 41, pp. 217–238.

Skills for Care (2024) The state of the adult social care sector and workforce in England. Leeds: Skills for Care. Available at: https://www.skillsforcare.org.uk/Adult-Social-Care-Workforce-Data/workforce-intelligence/publications/national-information/The-state-of-the-adult-social-care-sector-and-workforce-in-England.aspx   (Accessed: 21 July 2026).

Snyder, H. (2019) ‘Literature review as a research methodology: An overview and guidelines’, Journal of Business Research, 104, pp. 333–339.

The Care Act 2014 (c.23). London: The Stationery Office. Available at: https://www.legislation.gov.uk/ukpga/2014/23/contents/enacted   (Accessed: 2 July 2026).

Thomas, P. and Morris, J. (2022) ‘Barriers to accessing dementia services in rural and urban areas’, Health and Social Care Journal, 12(1), pp. 45–58.

Psychological interventions for carers of people with dementia: A systematic review’, International Journal of Geriatric Psychiatry, 37(5), pp. 1–15.

World Health Organization (2017) Global action plan on the public health response to dementia 2017–2025. Geneva: World Health Organization. Available at: https://www.who.int/publications/i/item/9789241513487   (Accessed: 2 July 2026). 

World Health Organization (2021) Global status report on the public health response to dementia. Geneva: World Health Organization.

World Health Organization (2023) Global status report on the public health response to dementia. Geneva: World Health Organization. Available at: https://www.who.int/publications/i/item/9789240072763  (Accessed: 2 July 2026).

World Health Organization (2025) Dementia. Available at: https://www.who.int/news-room/fact-sheets/detail/dementia   (Accessed: 23 July 2026). 

World Health Organization (2017) Global action plan on the public health response to dementia 2017–2025. Geneva: World Health Organization. Available at: https://www.who.int/publications/i/item/9789241513487   (Accessed: 2 July 2026).
Zarit, S.H., Reever, K.E. and Bach-Peterson, J. (2020) ‘Relatives of the impaired elderly: Correlates of feelings of burden’, The Gerontologist, 20(6), pp. 649–655.




















APPENDIXS
APPENDIX B
Source Tracking Table

	Author
	Year
	Database
	Study Design
	Decision
	Reason for Inclusion

	Giebel et al.
	2024
	PubMed
	Qualitative
	Included
	UK unpaid carers

	Quinn et al.
	2024
	PubMed
	Longitudinal
	Included
	Emotional wellbeing

	Carers UP
	2024
	Google Scholar
	National Survey
	Included
	Financial burden

	Alzheimer's Society
	2024
	Organisation website
	National Report
	Included
	UK dementia evidence

	Dementia Carers Count
	2025
	Organisation website
	Survey
	Included
	Current UK evidence

	Caulfield & Seddon
	2025
	PubMed
	Scoping Review
	Included
	Respite care

	Walbaum et al.
	2025
	Google Scholar
	Rapid Review
	Included
	Physical burden

	NHS England
	2023
	NHS
	Policy
	Included
	National guidance

	Nice
	2018
	NICE
	Guideline
	Included
	Dementia care guidance

	WHO
	2025
	WHO
	Global Report
	Included
	International context










APPENDIX C
CRAAP Evaluation

	Source
	Currency
	Relevance
	Authority
	Accuracy
	Purpose
	Decision

	Giebel et al. (2024)
	✓
	✓
	✓
	✓
	✓
	Included

	Quinn et al. (2024)
	✓
	✓
	✓
	✓
	✓
	Included

	Carers UK (2024)
	✓
	✓
	✓
	✓
	✓
	Included

	Alzheimer's Society (2024)
	✓
	✓
	✓
	✓
	✓
	Included

	Dementia Carers Count (2025)
	✓
	✓
	✓
	✓
	✓
	Included

	NHS England (2023)
	✓
	✓
	✓
	✓
	✓
	Included

	NICE (2018)
	✓
	✓
	✓
	✓
	✓
	Included

	WHO (2025)
	✓
	✓
	✓
	✓
	✓
	Included















APPENDIX E
Results Summary Table
	Author
	Year
	Country
	Study Design
	Participants
	Main Findings
	Theme

	Giebel et al.
	2024
	UK
	Qualitative
	Informal carers
	Carers experienced emotional distress, social isolation and increased caring responsibilities.
	Theme 1

	Quinn et al.
	2024
	UK
	Longitudinal
	Family carers
	Long-term caregiving affected psychological wellbeing but resilience developed over time.
	Theme 1

	Carers UK
	2024
	UK
	National survey
	Unpaid carers
	Caring responsibilities resulted in financial hardship, employment difficulties and reduced quality of life.
	Theme 2

	Walbaum et al.
	2025
	UK
	Rapid review
	Dementia carers
	Carers experienced fatigue, sleep disturbance and declining physical health.
	Theme 2

	Caulfield and Seddon
	2025
	UK
	Scoping review
	Dementia carers
	Access to respite care remained inconsistent across the UK.
	Theme 3

	Alzheimer's Society
	2024
	UK
	National report
	People with dementia and carers
	Demand for dementia support services continues to exceed availability.
	Theme 3

	Dementia Carers Count
	2025
	UK
	National survey
	Dementia carers
	Many carers reported inadequate emotional and practical support.
	Theme 3

	NHS England
	2023
	England
	Policy document
	National policy
	Emphasises person-centred dementia care and support for carers.
	Theme 3

	NICE NG97
	2018
	England
	Clinical guideline
	Dementia services
	Recommends coordinated multidisciplinary dementia care.
	Theme 3

	WHO
	2025
	Global
	Global report
	International
	Dementia is a growing global public health priority requiring integrated support.
	Background





























APPENDIX F
Coding Framework
	Study Findings
	Initial Codes
	Category
	Final Theme

	Emotional stress
	Stress
	Emotional wellbeing
	Theme 1 – Psychological and Emotional Burden

	Anxiety
	Anxiety
	Emotional wellbeing
	Theme 1 – Psychological and Emotional Burden

	Depression
	Depression
	Emotional wellbeing
	Theme 1 – Psychological and Emotional Burden

	Emotional exhaustion
	Emotional fatigue
	Emotional wellbeing
	Theme 1 – Psychological and Emotional Burden

	Physical fatigue
	Fatigue
	Physical health
	Theme 2 – Physical and Financial Burden

	Sleep disturbance
	Poor sleep
	Physical health
	Theme 2 – Physical and Financial Burden

	Musculoskeletal pain
	Physical strain
	Physical health
	Theme 2 – Physical and Financial Burden

	Financial hardship
	Financial pressure
	Economic impact
	Theme 2 – Physical and Financial Burden

	Employment disruption
	Loss of income
	Economic impact
	Theme 2 – Physical and Financial Burden

	Limited respite care
	Poor service access
	Service accessibility
	Theme 3 – Accessibility and Effectiveness of Support Services

	Difficulty accessing information
	Lack of information
	Service accessibility
	Theme 3 – Accessibility and Effectiveness of Support Services

	Limited emotional support
	Emotional support needs
	Service effectiveness
	Theme 3 – Accessibility and Effectiveness of Support Services

	Positive multidisciplinary care
	Coordinated care
	Service effectiveness
	Theme 3 – Accessibility and Effectiveness of Support Services
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