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[bookmark: _Toc234958712]ABSTRACT 


This dissertation explores and analyses the emotional and social impact of dementia on relatives, with a focus on the ‘hidden patients’ in the United Kingdom. The primary objective of this study is to explore how dementia affects the overall quality of life of relatives, often referred to as informal carers, and to evaluate the effectiveness of the current health and social care system and the UK-based policies and legislation. As dementia is a growing public health concern (NHS, 2025), the emphasis on extending beyond the diagnosis is fundamental to understanding the complexities of caregiving roles of relatives who often assume this role with limited support and resources.
Secondary research was employed throughout this study, using thematic analysis of existing academic literature and policies and procedures in health and social care in the United Kingdom. This analysis enabled the identification of recurring concepts and key patterns, which facilitated a critical analysis of the existing literature and experiences. 
The themes evaluated and analysed, such as the emotional and psychological burden, social isolation, access to support systems, and barriers to effective care, were structurally organised into subsections, which facilitated integration with existing research and literature. The findings suggested that relatives experience a high level of stress, anxiety and anticipatory grief due to the progressive and degenerative nature of dementia. Social isolation is a significant concern due to the hardships of caregiving responsibilities that restrict social interaction, employment opportunities, and personal relationships (Danby, Benson, and Gulcan, 2024). Nevertheless, the existing policies and legislation analysed revealed significant gaps between policy guidance and practical implementation, as informal caregivers reported that support is fragmented and, at times, non-existent. Despite these findings, the dissertation, limited to secondary research analysis of existing academic literature, policy, and legislation, may be subject to bias.
The dissertation recommendations include strengthening the existing support system for relatives by improving policy implementation and narrowing the gap between the framework and its practical application, enhancing professional education to meet the needs of informal carers, and adopting a holistic approach to address caregivers' emotional, psychological, physical, and social needs. 
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[bookmark: _Toc234958714]CHAPTER 1: Introduction 

1.1 [bookmark: _Toc234784957][bookmark: _Toc234958715]Introduction 

Dementia, as defined in the Cambridge Dictionary is ‘a medical condition that affects especially old people, causing the memory and other mental abilities to become worse gradually, and leading to confused behavior’ (Cambridge Dictionary, 2019) and the increased awareness and prevalence of dementia represent a significant challenge within the health and social care sector due to dementia’s clinical complexity as well as the social and emotional implications. Dementia is a progressive neurological condition that affects a person's social, emotional, behavioral, and physical abilities in daily activities (Dementia UK, 2025). Therefore, the condition significantly impacts the lives of those diagnosed, and its effects extend beyond the individual. This impact is seen in those who assume the role of informal caregivers, usually family members, frequently described as ‘hidden patients’ due to the emotional, social, financial and psychological burden (Abreu et al., 2020).  However, even if dementia diagnoses continue to be on the rise, addressing and recognising its implications has become progressively relevant to contemporary practices. 
Generally, existing research has focused on diagnosis, disease progression and pharmacological management (Dementia UK, 2025). Recently, policy developments in the United Kingdom, including the Mental Capacity Act 2005 and the Care Act 2014, have begun to recognise and support the role of families in care. Although the acknowledgement is there, the support offered to the relatives remains inconsistent, and relatives commonly experience grief, stress, and anxiety, alongside financial pressure and disruption to employment. Even if dementia awareness and early intervention have improved, a significant gap remains in understanding how the diagnosis affects relatives socially and emotionally, particularly in the advanced stages where dependency changes (Handique et al., 2026).  
The primary aim of this dissertation is to analyse the social and emotional impact of dementia on relatives and to evaluate the implications for the health and social care departments. It also examines how relative implications in supporting care contribute to a holistic, person-centred approach. The secondary research will critically evaluate current literature, policies, and support systems, and provide recommendations to enhance social and emotional support for relatives, thereby improving outcomes and strengthening the care framework. 




1.2 [bookmark: _Toc234784958][bookmark: _Toc234958716]Definitions and Terminology 


Carer- A carer is a relative or a close individual who provides unpaid and informal support to an individual living with dementia (NHS England, 2023). The support includes assistance with daily activities, emotional and physical support and supervision. 
CA 2014- The Care Act 2014 is key legislation that outlines the rights of carers and the responsibilities of local authorities in providing support and guidance.
Carer Burnout- This term describes the state of physical and emotional exhaustion resulting from prolonged provision of informal support (Brites et al., 2025). Carer burnout, a key issue explored in the dissertation, is closely linked to anxiety, stress and depression, often having a major impact on both the caregiver and the quality of the care provided. 
Dementia- Dementia is a neurological condition characterised by the loss of cognitive abilities, including reasoning, memory, communication, and the ability to perform daily activities (Dementia UK, 2025). Its relevance to this research is vital as the progression of the condition directly influences the level of dependency required and the social and emotional impact on relatives.
Hidden Patient- The ‘hidden patient’ term defines relatives or close individuals who experience social and emotional strain due to caregiver responsibilities (Holliday, Quinlan and Schwartz, 2022), although they are not formally recognised in the United Kingdom healthcare system. This concept highlights gaps in the provision of support and guidance and underscores the need for inclusive care practices. 
Holistic Care- This term addresses the physical, social, emotional and psychological needs of the individual (Nursing and Midwifery Council, 2024). It is highly relevant to this study because it recognises both the service user and their relatives or close individuals as part of the care system. 
Informal Caregivers (Relatives)- This term refers to family members or close individuals who provide informal, unpaid support to the individual living with dementia. The role of relatives is detrimental to this study, as their support lacks formal recognition and adequate backing and often has significant social, emotional, and financial impacts (Gregersen et al., 2024).
MCA 2005 - The Mental Capacity Act 2005 is the legislation that provides the framework for making decisions on behalf of individuals who lack capacity. This term is significant for this study, as in dementia care, cognitive decline affects the decision-making process.
Neurological Condition- A neurological condition that affects the brain, spinal cord or the nervous system, leading to physical, cognitive and behavioural impairments (NHS England, 2023). In the context of this dissertation, acknowledging dementia as a neurological condition is vital as its progressive nature influences the level of care required. 
NHS- the National Health Service is publicly funded, and it provides essential services and policy frameworks relevant to dementia. 
Person-Centred Care- Person-centred care is an approach that prioritises the needs, values and preferences of the individual living with dementia (Holliday, Quinlan and Schwartz, 2022), The dissertation highlights the importance of inclusive practice and the relative experiences in this approach to achieve holistic care outcomes. 
Pharmacological Management- This term refers to the use of prescribed medication to manage the symptoms (National Institute of Mental Health, 2023) and progression of dementia to improve cognitive function and pain management. In additional cases, medication is used to manage behavioural symptoms such as anxiety, depression or agitation. 
[bookmark: _Hlk233359407]Psychological Distress- Experiencing a wide range of stressors and being unable to cope with them (Nemcikova et al. 2024). 
Social Isolation- This term refers to the lack of social interaction experienced by informal caregivers due to their caregiving responsibilities. The relevance of this term is significant, as it affects relationships, employment, and the overall well-being of individuals delivering care and support (Cejalvo et al., 2025).

1.3 [bookmark: _Rationale_for_Research][bookmark: _Background_and_Current][bookmark: _Toc234784959][bookmark: _Toc234958717]Background and Current Context 

In the UK, according to the NHS (2023), 1 in 11 people are suffering from dementia. As dementia is becoming a progressively global health concern, the impact on those diagnosed and informal carers would further expand. Historically, dementia policies in the UK have developed steadily. In 2009, the ‘Live well with Dementia’ strategy was launched, focusing on early diagnosis and awareness. In 2015, the UK Dementia Research Institute was established, as were memory clinics (Walsh et al., 2025). In 2025, a dementia plan was integrated into the NHS 10-year health strategy. These efforts to raise awareness about dementia and its impact on relatives face continuous constraints due to the fact that caregivers still face challenges in accessing appropriate support, which puts a strain on the emotional, social and financial aspects of their lives (Waple, K., 2025). 
Currently, dementia’s progression is linked to factors such as an ageing population; according to Barton, Sturge and Harker (2024), in 2022 over 12 million people were 65 and over, forecasted to reach 22 million by 2072. The current policies in the UK emphasise a holistic approach to care, yet informal carers face gaps in implementation and a lack of recognition within the health and social care sector.





1.4 Rationale for Research


The purpose of this research is to critically explore the social and emotional impact of dementia on relatives, a subject that is underrepresented in the United Kingdom health and social care system. As dementia is widely recognised as a progressive neurological condition (Roja et al., 2024), the experiences of relatives and close individuals who provide ongoing support, often unpaid, are overlooked. In the United Kingdom alone, NHS data showed that more than 944 thousand people had dementia in 2023 (NHS, 2023). This topic has been chosen because reliance on informal carers in the United Kingdom has increased, alongside growing awareness of person-centred care approaches that emphasise the importance of involving relatives in the care process. Identifying the challenges faced by the relatives is vital in ensuring that the health and social care system responds effectively to both relatives and the individuals living with dementia. 
With a strong emphasis on diagnosis, disease progression, and pharmacological management in the existing research, concepts such as carer burden and burnout are acknowledged (Handique et al., 2026). Despite legislative frameworks such as the Care Act 2014 and the Mental Capacity Act 2005, there is a limited exploration of the social and emotional consequences experienced by the relatives, especially in cases of advanced dementia where the dependency level is high. 
The dissertation aims to address the gaps in support and guidance for relatives and close individuals by policy frameworks and local authorities. As the study focuses on the lived experiences of relatives, including stress, grief, anxiety and social isolation, the second research analysis will critically evaluate the current support system and the existing policies in place. By doing so, the study strives to contribute to the development of a holistic and inclusive approach by providing evidence-based recommendations to improve the social and emotional support for relatives. 
1.5 [bookmark: _Toc234784961][bookmark: _Toc234958719]Aim and Objectives 
This study aims to analyse the social and emotional impact of dementia on relatives and to evaluate its implications in the United Kingdom's health and social care practices. The study seeks to explore the social and emotional impact by analysing the relative experiences and active involvement in providing care and support to the individual living with dementia, and how these factors contribute to a holistic, person-centred approach to care. By examining the experiences and challenges faced in delivering care, the study aims to underscore the importance of recognising, supporting, and addressing carers' needs within the dementia framework. 
Objective 1: This study aims to analyse the impact of dementia on relatives and close individuals, including stress, grief, anxiety and depression. This aim is achieved through secondary data analysis of existing academic literature, current policies, and legislation in the UK. 
Objective 2: This dissertation aims to analyse the consequences of social isolation for relationships and employment by identifying the correlation between social isolation and employment opportunities. 
Objective 3: The study aims to evaluate the policies, frameworks, and legislation within health and social care in the United Kingdom to identify framework limitations and inconsistencies across implementation.
Objective 4: The study aims to provide evidence-based recommendations to improve health and social care services by enhancing social and emotional support for relatives and by identifying barriers to effective care that limit access to services. 


1.6 [bookmark: _Toc234784962][bookmark: _Toc234958720]Conclusion 

The introduction outlined the key elements of the dissertation, highlighting dementia as a complex neurological condition with profound social and emotional consequences. Although dementia primarily affects the individual diagnosed, this chapter has emphasised the impact on relatives who take on unpaid responsibilities and experience significant social, emotional, financial and employment difficulties. The chapter also demonstrated how relatives lack support and guidance within the health and social care systems, despite extensive contributions to sustaining care provision.
Moreover, the chapter provided key definitions and concepts to aid understanding and clarify the broader legislative practice in the United Kingdom. This study aims to examine the social and emotional implications of dementia for family members, a focus further reinforced by the articulation of its objectives. The objectives establish a structured framework for evaluating existing legislation, analysing carers' experiences, and formulating evidence-based recommendations. This study is particularly significant in promoting a holistic, person-centred approach, ensuring that individuals living with dementia and their relatives receive appropriate and comprehensive support.
The following chapter examines the integration of historical, theoretical, and policy frameworks relevant to the main topic of the emotional and social impact of dementia on relatives, with an emphasis on international and national perspectives. 


[bookmark: _Toc234784963][bookmark: _Toc234958721]CHAPTER 2 – Background Information and Analysis 


2.1 [bookmark: _Toc234784964][bookmark: _Toc234958722]Introduction

This chapter provides a contextual foundation for the study by examining the historical, theoretical, and legislative framework in the United Kingdom from both national and international perspectives. The purpose of the chapter is to broaden the analysis by considering how dementia practices have evolved globally and within the United Kingdom. 
In the international context, dementia has been acknowledged as a rapidly growing public health challenge, with implications for World Health Organisation (2025) strategies for early intervention and inclusive approaches that include carers in care provision (Twiss, McPherson and Weaver, 2025). Nationally, legislative frameworks, such as the Mental Capacity Act 2005 and the Care Act 2014, have sought to support informal carers, but implementation gaps remain. Exploring these perspectives in international and national contexts, alongside theoretical practices, establishes a basis for understanding the social and emotional impact of dementia on relatives. 
This chapter situates the study within a global and UK-specific framework and provides the foundation for the analysis of the historical, theoretical, and legislative frameworks. 

2.2 [bookmark: _Toc234784965][bookmark: _Toc234958723]Historical Background 


Over the past century, dementia diagnosis has undergone extensive transformation, driven by evolving medical technologies, social attitudes, awareness, and legislative developments at national and international levels. The concept of dementia was widely accepted in the 20th century as an inevitable consequence of ageing (Bermejo-Pareja and Ser, 2025). However, the concept began to change in 1906 owing to the work of Alois Alzheimer, a German psychiatrist, who discovered that Alzheimer's disease is a completely different clinical entity, and dementia varies depending on the symptoms and which part of the brain is affected. Alois Alzheimer’s discovery marked a foundational contribution to diagnosis and classification worldwide. In the United Kingdom, the Alzheimer's Society was founded in 1979, and in the United States a year later; in both situations, the societies empowered the carers. In both cases, the organisations influenced legislation and provided the families with guidance and support (Alzheimer Society, 2024).  
Throughout the 20th century, caring for individuals living with dementia was solely institution-based (Bamford et al., 2023), with negligible recognition of the role of the families in delivering care. In the United Kingdom, the National Health Service (NHS) was expanded post-war to provide access to medical services, but it did not fully address long-term cognitive conditions and their complexities. The World Health Organisation’s Global Action Plan on the Public Health Response to Dementia (2017-2025) provided the initial framework in supporting individuals living with dementia in their communities (Angelopoulou, Papageorgiou and Papatriantafyllou, 2026). The plan began in Japan, Canada, and Australia and gradually spread to other parts of the world. 
The work on person-centred care conducted by Tom Kitwood in the late 1990s led the way in transforming how dementia is seen, from a deficit model to one that emphasises empathy and relationships (Tieu and Matthews, 2024). This approach has been developed in the United Kingdom, Europe and North American health services, highlighting the need to understand the individual and their relatives' experiences. 
Currently, in 2021, almost 57 million people worldwide have dementia, and nearly 10 million are diagnosed every year (World Health Organization, 2025). With rapid global ageing, dementia cases are projected to rise rapidly to almost double in the coming decades. In the United Kingdom, almost 1 in 11 people aged 65 and over have dementia, and almost a million people are currently living with dementia; this is projected to rise to 1.4 million by 2040 (Alzheimer’s Research UK, 2024).
Overall, dementia care followed an ascending trajectory from clinical isolation to community integration, employing a more holistic approach. The influence of research, policy reforms and international frameworks has been vital in shaping a supportive system, laying the groundwork for exposing the social and emotional impact of dementia on relatives. 

2.3 [bookmark: _Toc234784966][bookmark: _Toc234958724]Theoretical Background 


The theoretical foundation of this study is grounded in a range of legislative frameworks and policies that aim to explain the social and emotional impact of dementia on relatives and close individuals, particularly in the context of informal carers and the challenges they face. Fundamental to this study is the person-centred approach, developed by Tom Kitwood in the early 1990s, which highlights the need to recognise the individual's dignity, values, needs, and uniqueness in dementia care (Tieu and Matthews 2024). This approach is inclusive, and relatives' experiences must be taken into account to effectively acknowledge the individual living with dementia. The holistic approach emphasises the emotional, psychological and social dimensions of a person, where traditional models prioritise diagnosis and pharmacological advancements. 

The Stress Process Model

Leonard I. Pearlin’s approach, within the stress process model, provides a framework for understanding carer burnout. This approach highlights the need to understand how primary stressors, such as dementia progression and increased dependency, and secondary stressors, such as financial and employment burdens, influence the overall well-being of the person being cared for and the individual delivering the care (Lightman and Kevins, 2025). This model is relevant to the study because it emphasises how carer burnout reinforces the notion that relatives and close individuals are ‘hidden patients’. 

Role Theory 

Another theoretical perspective is Role theory, developed from the findings of multiple sociologists, including Ralph Linton, George Herbert Mead, Talcott Parsons, and Erving Goffman, between 1934 and 1951. The theory further supports the stress process model by exploring how relatives adapt to caregiving responsibilities and experience identity shifts as they balance personal, professional, and caregiver duties (Bjorge and Goyal, 2023). 
These theories have been extensively applied in dementia research. The stress process model highlighted in its findings the correlation between carer responsibilities and the psychological distress faced (Lightman and Kevins, 2025), especially in late stages of dementia, where dependency increases. The person-centred approach has been integrated into the United Kingdom's policies and frameworks by promoting inclusive practices that enable relatives to be part of the care process. Empirical studies applied role theory in practice and highlighted how carer responsibilities disrupt employment, relationships and social engagement (Bjorge and Goyal, 2023), leading to social isolation, anxiety and depression. 
Although these theories are relevant and factual to the study, all face limitations and challenges that affect the informal caregivers. According to Moore et al. (2017), the person-centred approach is criticised because it can be challenging to implement in practice, especially within a resource-constrained health and social care system in the United Kingdom. The stress process model has been criticised for emphasising negative outcomes while overlooking the positive aspects of caregiving. Role theory has been criticised for oversimplifying the complexity of caregiving experiences and failing to account for cultural, social, and individual uniqueness. 
Overall, these theoretical perspectives provide a foundation for understanding the complexity of dementia's impact on relatives and close individuals. Ongoing debates acknowledge the need for an integrated approach that addresses the challenges faced by relatives and their adaptive capacities (NHS England, 2021). Understanding the social and emotional implications of dementia on relatives is essential to shape the study effectively by nuancing a more inclusive and responsive health and social care system. 

2.4 [bookmark: _Toc234784967][bookmark: _Toc234958725]International Context 


In the international context, dementia is a worldwide public health priority, and cases are on the rise due to rapid ageing.  Despite its health implications, internationally, dementia also has social and economic challenges due to the impact on individuals living with dementia and their relatives (World Health Organization, 2025). The World Health Organisation plays a crucial role in directing international action through initiatives such as the Global Action Plan on the Public Health Response to Dementia from 2017 to 2025, which foregrounds early diagnosis, reducing bias, and an inclusive approach to dementia care (Alzheimer Society, 2024). In the United Kingdom, Canada, and Australia, which are high-income countries, there is a stronger emphasis on community-based services and policy frameworks. These countries have implemented national dementia strategies that involve social services and local authorities in recognising informal caregivers. In culturally rich regions such as Asia and Africa, family responsibilities are reinforced, limiting access to clinical intervention and formal support (Andruske and O’Connor, 2020). 
In Japan, individuals living with dementia are being supported through long-term care insurance systems, which reduces reliance on families. In the Netherlands, dementia-friendly communities have been adopted to promote social inclusion and reduce stigma surrounding the diagnosis (Andruske and O’Connor, 2020). In contrast, countries like the United Kingdom have introduced legislative frameworks such as the Mental Capacity Act 2005 and the Care Act 2014 that support carers, but implementation gaps remain, highlighting disparities in access to services and carer support. 
To further illustrate these disparities, case studies have shown that the health and social care system needs to be more inclusive. For example, in Japan, the integrated care model has proven successful in reducing carer burden through long-term care insurance systems and efficient community services (Iwagami and Tamiya, 2019). In contrast, in low-income countries, limited healthcare infrastructure creates challenges in supporting individuals and their relatives. 
All points considered, the international context highlights the challenges relatives face in both high- and low-income countries, as well as in culturally rich ones. Although the World Health Organisation's global framework promotes inclusive and holistic approaches, its implementation faces challenges and limitations in supporting informal caregivers. The challenges and limitations emphasise the need for an adaptable, inclusive and comprehensive strategy for managing the social and emotional needs of relatives worldwide. 

2.5 [bookmark: _Toc234784968][bookmark: _Toc234958726]National/Local UK Context 


As illustrated within the international context framework, dementia is a recognised public health and social care priority which increases the pressure on the healthcare system worldwide through rapid ageing, economic and social challenges (World Health Organization, 2025). Nationally, dementia has progressed through a combination of policies, frameworks, integration of the health and social care system and service provision, emphasising supporting the individuals living with dementia and their relatives or close individuals. The NHS plays a crucial role in delivering early diagnosis, intervention, and treatment (NHS England, 2025), with communities ensuring a holistic, person-centred approach is delivered.  
The key legislative frameworks that shaped dementia care are the Mental Capacity Act 2005 and the Care Act 2014. The Mental Capacity Act 2005 provides the appropriate legislation for decision-making on behalf of individuals who lack capacity, even on a provisional basis (The National Archives, 2007). The Care Act 2014 recognises the rights of informal carers and emphasises the need to support an inclusive environment (The National Archives, 2014), in which individuals diagnosed with dementia, their relatives, and local authorities work together to provide a holistic approach to care. Despite these legislative developments, limitations have been found in implementation and inconsistencies in carers receiving adequate support to reduce stress, social isolation, anxiety and depression. 
National strategies such as the Prime Minister’s Challenge on Dementia, developed between 2012 and 2025, aimed to enhance dementia awareness and to improve the quality of care across the United Kingdom (NHS, 2025). This strategy contributed to the recognition of dementia as a public health and social care issue. The limitation found in the strategy was that the focus on diagnosis and treatment overlooked the lived experiences of relatives.  Although some international strategies are not as robust as those of the United Kingdom, particularly in low-income countries or culturally rich regions, limitations persist in the provision of holistic, person-centred care. 
Services such as respite care, community-led interventions, or social care-founded agency support work are available to some individuals (Brimblecombe et al., 2018), but inequities in service provision are present due to location and resource allocation. These disparities occur within the health and social care system, and the provision of equitable, universally accessible services is not always achieved. 
Overall, the national context reveals a system that has made significant progress in acknowledging dementia and the burden of informal carers within the United Kingdom legislation and policies. The ongoing challenges in implementation, resource allocation, and accessibility emphasise the need for a more inclusive approach. Addressing these gaps ensures that both the individual living with dementia and their relatives or close individuals receive ongoing support within the health and social care system. 
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2.6 [bookmark: _Toc234784969][bookmark: _Toc234958727]Conclusion 

The Background Information and Analysis chapter provided a comprehensive contextual analysis highlighting the historical, theoretical, international, and national dimensions of dementia care. Dementia care has evolved from a clinical health concern to a complex, social health issue, with increased focus on recognising the challenges faced by informal carers (Bjorge and Goyal, 2023). The chapter examined key theoretical frameworks, such as the stress process model, person-centred care approach and role theory, which explained the social and emotional impact on relatives and close individuals. Moreover, the international analysis showcased various dementia practices worldwide, while the national context emphasised the influence of legislation and policies, the challenges found in implementation, and the gaps in support provision. 
The following chapter outlines the research methodology, focusing on the methods used to investigate the social and emotional impact of dementia on relatives and close family members. 
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[bookmark: _Toc234784970][bookmark: _Toc234958728]CHAPTER 3 – Methods and Search Strategy 

3.1 [bookmark: 3.1_–_Introduction_(100_word_approx.)][bookmark: _–_Introduction][bookmark: _Toc234784971][bookmark: _Toc234958729]– Introduction 

This chapter highlights the research methodology and explains how relevant academic sources were identified, evaluated, and analysed using strategies such as Boolean operators, databases, and the CRAAP test. This dissertation primarily relies on secondary data and emphasises that no primary research, such as interviews or surveys, was conducted. The secondary research is conducted in a critical review of existing literature, including peer-reviewed academic journals, publications and policies. As demonstrated in the academic poster, this approach enables the researcher to examine established knowledge and to identify themes (Ratajczak et al., 2025).
Additionally, the methodology presented in the academic poster and further explained in this chapter is linked to the dissertation's overall structure. The methods used to identify, evaluate, and analyse academic sources and policies underpin the findings presented in Chapter 4. 


3.2 [bookmark: _Toc234784972][bookmark: _Toc234958730]– Search Strategy 

The development of relevant keywords was fundamental in ensuring that robust literature was identified (Menabney, 2024). Keywords were derived from the research topic with a strong emphasis on the emotional and social impact of dementia on relatives. The initial keywords included ‘dementia’, ‘relatives’, and ‘emotional impact’; these were expanded to ‘family carers’, ‘social burden’, and ‘caregiver burden’ to broaden the search scope. 
The Boolean operators, such as ‘AND ', were used to combine key concepts, for instance, ‘dementia AND emotional impact’, which narrowed the results. The Boolean operator ‘OR’, for example, ‘family OR caregivers’, allowed for the inclusion of alternative terms, ensuring the search was not limited. Irrelevant topics were excluded using ‘NOT’, as the research focuses on emotional and social experiences rather than pharmaceutical treatments. 
A structured search plan was devised to ensure consistency and transparency throughout the dissertation's search for relevant academic sources. Documenting keywords and Boolean operators enabled the researcher to improve the efficiency of the search for academic literature and policies (Bramer et al., 2018). This structured approach facilitated the organisation of the research throughout the dissertation. 


3.3 [bookmark: _Toc234784973][bookmark: _Toc234958731]– Searching for Information 

To identify relevant academic literature and policies, a diverse range of academic databases and platforms were used. The primary sources included the UWTSD database and PubMed. For instance, the UWTSD database provides comprehensive access to health-related academic sources, which is particularly suitable for dementia studies and the impact of caregiving. Equally, the PubMed platform offers access to a wide range of health-related databases and relevant academic sources dated in the last ten years (PubMed, 2025). 
Using filters had a substantial influence on narrowing down search results. The filters used included publication dates within the last ten years for information accuracy, peer-reviewed status, and a geographical focus on UK-based studies to ensure relevance and reliability (Salvador-Olivan, Marco-Cuenca and Arquero-Avilés, 2021). 
The search process progressed from the initial keyword-only search to the use of Boolean operators and specific keyword combinations, improving the quality and relevance of sources. The findings were organised in a source-tracking table that recorded key information about the author, publication year, main findings, and relevance to the topic, ensuring that important information was easily accessible. 

3.4 [bookmark: _Toc234784974][bookmark: _Toc234958732]– Research Validation 

Validation processes, such as skimming and the CRAAP test, were used to assess the relevance and quality of sources. The skimming technique involved revising key sections of articles without reading them in detail. The CRAAP test aids the systematic auditing of literature and policies by considering its five key criteria: Currency, Relevance, Authority, Accuracy, and Purpose. (Shah et al., 2024)  However, not all sources met the criteria, and priority was given to those that met the criteria for Currency, Relevance, and Authority. For instance, a peer-reviewed academic journal published within the past five years on the impact of dementia on relatives was considered highly reliable, even though a similar peer-reviewed academic journal from the past ten years was found, because it contained more up-to-date, more accurate information on the topic's relevance today. 
The validation process ensures that relevant and current sources are included in the study, strengthening the dissertation's credibility and the reliability of the research findings. 





3.5 [bookmark: _Toc234784975][bookmark: _Toc234958733]- Inclusion and Exclusion Criteria 

The inclusion criteria focused on peer-reviewed academic publications from the past ten years, as well as studies examining the impact of dementia on relatives. Additionally, UK-based researchers were given preference to ensure relevance to policies and health and social care practices (see Appendix, point 1). 
The exclusion criteria helped eliminate sources that were not relevant or accurate for the dissertation. For instance, blogs and subjective findings were excluded due to the lack of reliability. Articles published before 2016 were excluded due to information relevance, although exceptions were made for legislation and policy documents. Studies on the pharmaceutical aspects of dementia were also excluded because their focus did not align with the research aim. The inclusion and exclusion criteria were fundamental to maintaining a clear focus on the research aim, as highlighted in the academic methodology poster and, according to Patino and Ferreira (2018), to ground the findings in credible, relevant sources. 


3.6 [bookmark: _Toc234784976][bookmark: _Toc234958734]– Analysing Research 

Organisational tools such as tables and colour-coding were used to simplify the tracking of themes across multiple sources. The visual organisation of the data enabled more efficient identification of connections and patterns. The thematic code approach was used to identify patterns and recurring theories and concepts within the data found (Heath, Levay and Tuvey, 2021). Themes such as emotional burden or social isolation of caregivers emerged as the key focus of the literature found. This systematic approach to analysing the data and literature found was supported by identifying evidence from multiple sources. 

3.7 [bookmark: _Toc234784977][bookmark: _Toc234958735]– Ethical Considerations 

The ethical considerations are fundamental to this dissertation and to how the findings were selected, used, and applied to the existing literature, as illustrated in the academic methodology poster. The use of in-text citations and Harvard referencing ensured that academic integrity was maintained, plagiarism was avoided, and each finding was presented without misinterpretation or distortion. Additionally, transparency and credibility were established by presenting a balanced view of the data and literature found. Ensuring ethical considerations were taken into account and maintaining transparency and credibility contributed to the dissertation's integrity and the reliability of the data and literature searched (Thakur et al., 2026). 

3.8 [bookmark: _Toc234784978][bookmark: _Toc234958736]– Chapter Conclusion

In summary, this chapter highlighted the methodology used, focusing on a structured, literature-based approach that employed secondary research, academic databases, and validation techniques such as the CRAAP test and inclusion and exclusion criteria to ensure credible, relevant, and accurate information was selected. 
The thematic coding enabled the identification of theoretical patterns within the research literature and organisational tools, such as tables, which supported the process by ensuring that the analysis remained structured and clear. 
The next chapter will present the findings of the analysis and the key themes which will be discussed in relation to the research questions, enabling a comprehensive understanding of the emotional and social impact of dementia on relatives.

[bookmark: _Toc234784979][bookmark: _Toc234958737]CHAPTER 4 – Findings and Discussion 

4.1 [bookmark: _Toc234784980][bookmark: _Toc234958738]– Introduction 

This chapter evaluates and critically analyses the research findings in relation to the secondary research approach and explores the emotional and social impact of dementia on relatives, as well as the implications for existing health and social care practices. Rather than describing the emotional and social impact, this chapter adopts an evaluative approach by comparing the existing literature, identifying research and policy gaps, and assessing how policies and data address the research topic. 
The analysis is comprehensively structured around three interrelated themes: the emotional burden and psychological distress, social isolation, and the effects of existing support systems and policy frameworks. These themes were selected through a systematic coding analysis in Chapter 3, given their multidimensional impact on relatives of individuals living with dementia.
The inclusion of theoretical perspectives and policy analysis ensures a deeper understanding of carers’ needs and highlights inconsistencies between UK-based policies and lived experiences. Existing research has a predisposition to prioritise clinical outcomes over the emotional dimensions of dementia's impact (Longo et al., 2025). 
This chapter aims to provide a comprehensive critical analysis of how dementia affects relatives and how the holistic approach should extend beyond the individuals living with dementia to include their caregivers. 

4.2 [bookmark: _Toc234784981][bookmark: _Toc234958739]– Thematic Analysis 

According to Kiger and Varpio (2020), thematic analysis (Braun and Clarke, 2006) is a qualitative method that identifies, analyses, and reports themes within a dataset, and is widely used in the health and social sciences. In the context of secondary research, thematic analysis enables a critical synthesis of existing academic literature by identifying recurring themes relevant to the research topic and the conceptual relationships among them. 
This dissertation applies thematic analysis to a variety of academic journals, policy documents, and existing UK-based legislation. This systematic approach enabled a critical analysis of research outcomes by comparing multiple sources and assessing concordance and discrepancy within the evidence base. However, secondary research in the existing literature is subject to bias and may limit the depth of interpretation. 

4.3 [bookmark: _Toc234784982][bookmark: _Toc234958740]– Theme 1: The Emotional Burden and Psychological Distress

Definitions

The emotional burden is defined by Nemcikova et al. (2024) as a cumulative psychological overload experienced by relatives experiencing stress, anxiety and depression. The psychological distress is defined by Nemcikova et al. (2024) as a state of emotional exhaustion.  In health and social care literature, dementia is presented as a complex process due to its progressive and degenerative nature (Price et al., 2024). For relatives, dementia creates an evolving and overlooked caregiving role, escalating the psychological distress over time. 

The ‘Hidden Patient’: Overlooked Emotional Experiences

This theme plays a significant role in the research topic as it accentuates how overlooked the emotional experiences of ‘hidden patients’ are, as the quantitative evidence showcases that a substantial proportion of relatives experience high levels of depression and anxiety. Although the data must be interpreted critically, it may not capture the overall emotional experiences of relatives. 

Integrating Theoretical Approaches 

The Stress Process Model, as explained by Shiller et al. (2022), was first introduced in the 1980s and is a comprehensive framework that explains how relatives experience primary stressors, such as care demands, and secondary stressors, such as financial strain. This model fails to capture how dynamic and reciprocal the caregiving relationship is due to its linear structure. 
The Biopsychosocial-Ecological framework was developed in the late 1980s and, according to Podgorski, Anderson and Parmar (2021), adopts a family-centred approach, emphasising community-based resources to support relatives and prevent caregiver burnout. 
The Stress Process Model and the Biopsychosocial-Ecological framework interrelate by shifting the focus from patient-only care outcomes to a holistic view of the family system. Whilst the model links primary stressors to dementia symptoms, such as behavioural changes, the framework identifies the family system as a vital social determinant of care outcomes. For caregivers, applying these frameworks aids in understanding the relative's immediate psychological needs and in providing holistic support. 

Policy Framework Integration

In the UK, the Care Act 2014 recognises that caregivers have the right to support. Although the policy has been in place for several years, De Poli (2025) suggests an existing disconnect between policy and practice, as numerous caregivers report that their emotional needs were unmet and that support was nonexistent. 
The Integrated Care Systems (ICSs) introduced in 2022 help relatives by arranging respite or relief care to support them in managing the emotional strains of caregiving, as well as by providing coordinated and continuous support. According to Thompson (2020) findings, the ICSs fail to support relatives because of fragmented communication between adult social care and local authorities in arranging respite or relief care, due to a lack of funding or shortages of formal respite services. 
The Care Act 2014 and the ICSs aim to protect informal carers by establishing a statutory duty to assess carers' needs, recognising the complexity of caregiving for relatives, including its emotional and social impact, and facilitating more responsive crisis management and respite breaks for relatives. However, on paper, the Care Act and the ICs set comprehensive standards for relatives' support. In the existing literature, Thomson and Chatterjee (2024) argue that the barriers faced stem from funding constraints or from the belief that their needs are not deemed ‘substantial’ enough. 

Positive and Negative Implications

Moreover, other studies included in the results summary table (see Appendix, point 3) emphasise the potential for positive experiences, including increased caregiver resilience and even personal growth, despite the burden of caregiving. According to Wang et al. (2025) and Blinka et al. (2022), caregivers reported developing high levels of patience and psychological resilience in navigating their caregiving duties, as well as a shift in life perspectives, especially a focus on being present rather than on past expectations. In both studies, relatives highlighted how professional validation aided their understanding of the initial dementia diagnosis and how healthcare professionals supported them through the psychological transition to be proactively involved rather than as bystanders. The community support received through peer connections lowered depression and anxiety levels by enabling relatives to find solidarity and inclusion (Shah et al., 2024). 

Broader Health and Social Care Implications

The emotional burden and the psychological distress not only affect the ‘hidden patients’ but also the broader health and social care system. According to Kipfer et al. (2024), relatives who experience a high level of psychological distress tend to have reduced caregiving capacity, to rely on formal services and to institutionalise the individual living with dementia prematurely.  These contribute negatively to the economic and social implications within the health and social care system, as informal caregiving plays a crucial role in the system's long-term resilience. Consequently, addressing the emotional burden and psychological distress has broader implications beyond the individual's well-being; it sustains the health and social care services (Stewart et al., 2021). 
According to Thomson and Chatterjee (2024), caregivers often feel unprepared to provide appropriate support to the individual living with dementia due to a lack of support, limited counselling and education. In the early stages of the condition, the lack of preparation puts the caregiver at a higher risk of emotional burden, mainly due to the stigma surrounding dementia and the duty of care pressure, as argued in a qualitative study by Velilla et al. (2022). 

Interconnection with Social Isolation and Support Systems 

The theme analysed above intersects with the other themes of social isolation and access to support systems and barriers to effective care, due to the implications of emotional distress experienced by relatives, often referred to as informal carers or ‘hidden patients’, which is linked to social isolation due to the emotional exhaustion caregiving duties have (Velilla et al., 2022). At the same time, mediating the emotional burden depends on the effectiveness of health and social care and on the policy frameworks that should protect relatives. When support is easily accessible and responsive to the relative's emotional and social needs, caregivers experience less psychological distress; in contrast, a lack of support contributes to increased distress. 

Thematic Summary 

Ultimately, the research conducted on the emotional burden and psychological distress highlights valuable insight into the complex needs of dementia caregiving and the emotional and social impact this has on caregivers. The findings emphasise the need for a person-centred approach in addressing the emotional and practical needs of caregivers. Whilst the emotional burden is shaped by the existing lack of support and broader structural and policy conditions, recognising caregivers as individuals with their own needs is fundamental in adopting a holistic approach within the health and social care system.




4.4 [bookmark: _Toc234784983][bookmark: _Toc234958741]– Theme 2: Social Isolation

Definition 

Within the context of relatives caring for individuals living with dementia, social isolation has been explained by Danby, Benson and Gulcan (2024) as the absence of meaningful social interactions, social activities or support networks. Isolation is not only about physical aspects but mostly about the emotional impact, such as feelings of loneliness and disconnection from others. As the dementia condition progresses, the caregiving duties increase, adding a strain on social relationships of relatives as well as on the dynamics of relationships within the families or social networks (Grycuk et al., 2022). 
Social isolation differs from loneliness: the former refers to a lack of meaningful social interactions, whilst the latter reflects the emotional experience of feeling alone. Understanding the concept of social isolation helps explain why caregivers often feel disconnected. 

Historical Background

In historical terms, caregiving has been practised within families and communities throughout centuries, with a strong emphasis on the caregiver's duty of care and the stigma around the moral obligation of caregiving. In the study by Seidel and Thyrian (2019), cultural and social expectations hold that families should look after their less able relatives. Regardless of this, under the Care Act (2014), families are not obligated to provide any form of care, including financial care, as this responsibility falls to local authorities and the NHS. These contemporary changes, as well as increased workforce participation, have shifted the caregiving burden onto formal institutions. According to Gaugler et al. (2018), relatives who choose to become caregivers face a higher risk of struggling to balance employment, family responsibilities, and social interactions, leaving limited time for personal well-being. 

Relevance to Research Topic

This theme aims to analyse the broader social consequences of caregiver social isolation, and it is fundamental to the research topic, as it is as significant as emotional burnout and psychological distress, and the effects of existing support systems and policy frameworks. Even when support and respite are provided, Leszko (2026) argue that caregivers often withdraw from social activities due to fatigue or lack of funds. This withdrawal has negative consequences for the caregiver's social engagement and heightens the feeling of disconnection from others. 

Quantitative Evidence and Socio-Economic Influences

The statistical data research supported the fact that there are high levels of social isolation among caregivers. The data (seen in the Appendix, point 2) showcases that individuals in a caregiving role are more likely to experience loneliness in contrast with non-carers. These numerical statistics must be interpreted critically, as they rely on quantitative data and on quantifying how individuals experience loneliness, and social, cultural and economic factors influence the ‘levels or stages’ of such feelings. For instance, relatives with a better socio-economic position may be able to take more breaks by navigating private services for respite or relief than relatives with a lower socio-economic position (Zarit et al., 2018). 

Theoretical Frameworks Integration 

The Role theory was developed in the late 1980s. The study conducted by Kayaalp et al. (2020) highlights how individuals must occupy additional roles, such as caregiver, that often conflict with their existing social roles. For example, an individual in a high-demand profession might encounter difficulty balancing career and caregiving responsibilities. The limitations of the Role theory include failing to fully account for the emotional depth and moral dimension of caregiving, as individuals experience feelings such as obligation or guilt. 
Although no single theory explains the social isolation aspect of caregiving, applying the biopsychosocial-ecological model shifts the focus from an individual-led issue to a systemic one. Developed in the 1980s, it emphasises that factors such as physical exhaustion and disease progression negatively affect social engagement. The social factors include family estrangement, and the theory does not fully account for the emotional burden on relatives; however, it looks further into integrating the environmental aspect of the theory, as found in the study by Ornstein and Caruso (2024). 
Both the theory and the model emphasise that dementia affects family systems rather than just the individual. The commonalities between the two include a shift from the traditional biomedical approach to a holistic approach to aid caregivers in adapting to their new roles, eliminating psychological burden, and accessing appropriate support via community networks. 


Policy Frameworks Integration

In the UK, policy initiatives such as the Equality Act 2010 are legally bound to protect relatives from discrimination, as dementia is legally classified as a disability. In the context of the emotional and social impact on relatives, the Equality Act 2010 protects relatives in the employment sector, as employers cannot refuse to hire a caregiver because of caring responsibilities or deny entry to a restaurant or public services because of being accompanied by a disabled family member. According to House of Lords (2016), the Act also has limitations, including the public sector equality duty, especially about local councils or the NHS, where there is no legal claim for emotional distress arising from accessing services, whether as a disabled person or a caregiver. 
The UK Carers Strategy policy advocates for social inclusion. On paper, the policy states that, under the Care Act 2014, informal caregivers have the right to an assessment of their needs, as reported in Powell et al. (2025). In Thomson and Chatterjee's (2024) review, the findings indicate that structural barriers, including inadequate respite care, hinder the implementation of these policies. As analysed in Theme 1, there is a recurring issue within the health and social care system: gaps between policy application and lived experiences.  
Both policies recognise the connectivity between the person living with dementia and the caregiver. Under the Equality Act, carers are protected from discrimination when accessing public services because of their association with a disabled person, whilst the UK Carers Strategy emphasises that carers must not be disadvantaged, socially and financially, due to their caring role. 

Social Isolation During COVID-19
 
Other studies included in the results summary table (see Appendix, point 3) highlight the fact that social isolation is linked to an earlier diagnosis of dementia, as evidenced in the Guarnera, Yuen and Macpherson (2023) review. This evidence is also backed by a meta-analysis conducted by Lazzari and Rabottini (2023), who found that older people were more at risk of dementia during the COVID-19 pandemic due to social isolation. A study conducted by Van Orden and Heffner (2022) concluded that during restrictive periods such as the COVID-19 pandemic, caregivers experienced higher mental health challenges compared to non-caregivers. Additionally, research by Wormald et al. (2023) found that over 37% of UK-based survey respondents were informal caregivers who experienced high levels of social isolation and loneliness during the COVID-19 pandemic. These findings highlight the need for a more holistic approach to informal caregivers' emotional and social well-being, as well as additional support from the health and social care system.
Mitigating Social Isolation Through Support Networks

Social isolation is not an inevitable outcome of caring for an individual living with dementia. Appropriate support and peer networks can mitigate the feeling of social isolation and loneliness (Kotwal et al., 2021). Although access to this support is not universal due to structural, geographical, or financial constraints, it can provide caregivers with opportunities for shared experiences and emotional validation from peers. 

Voluntary Withdrawal and the Complexity of Isolation

The critical analysis showcases that the experience of social isolation is not limited to the lack of support or burnout. Still, some caregivers may actively choose to withdraw from social interactions to focus on caregiving duties or because they are becoming subject-matter experts, which can create a sense of exhaustion when engaging with peers who are not going through a similar stage in life. In these cases, as highlighted in the thematic analysis by Danby, Benson, and Gulcan (2024), social isolation is not merely the product of caregiving. Still, it is a choice that caregivers make at any stage of their informal caregiving journey. 

Interconnection with Emotional Burden and Support Systems

The social isolation theme interrelates with the other themes discussed in the dissertation, such as emotional burnout and psychological distress, and with access to support systems and barriers to effective care, since social isolation can lead to emotional burnout and psychological distress  (Centres for Disease Control and Prevention, 2024) when appropriate support, such as respite or relief breaks, is not available. At the same time, policy frameworks play a crucial role in the availability of support, as well as in inclusion, equality, and diversity within the health and social care system.









4.5 [bookmark: _Toc234784984][bookmark: _Toc234958742]Theme 3: Accessing Support Systems and Barriers to Effective Care 

[bookmark: Definition]The Role of Support Systems in Dementia Caregiving

Accessing support systems is a fundamental factor that influences how relatives experience caring for individuals living with a dementia diagnosis. The support system is multifaceted, including formal services such as respite or relief care, as well as informal support through family, friends, and community networks (Husen et al., 2025). These systems aim to alleviate caregiver burden; however, the existing literature highlights persistent gaps between the accessibility of support and service effectiveness, as seen in Themes 1 and 2. Critically analysing the secondary research findings for this theme is vital to understanding how access to support systems, or the lack thereof, can mitigate or exacerbate existing barriers to effective care.  Whilst Themes 1 and 2 focused on the challenges faced by caregivers, such as emotional burden, psychological distress and social isolation. This theme establishes a systematic response to the above challenges.

Beyond Practical Support: Emotional and Psychological Dimensions
 
In the context of the emotional and social impact of dementia on relatives, support systems are not analysed solely as practical resources such as respite or relief; the analysis also extends to the emotional reassurance and validation caregivers require to improve the emotional, psychological, physical, and social aspects of their lives. Nonetheless, access to support is inconsistent across health and social care systems, driven by geographic and socioeconomic factors, as well as by awareness of available services. In the study conducted by Saha et al. (2026) (see Appendix, point 3), findings showed that caregivers with access to support systems worked inclusively, rather than excluding them. On the contrary, caregivers who mistrust support services due to prior negative experiences felt the services were nonexistent and not inclusive of their cause. 

Theoretical Frameworks Integration

In the context of access to support systems and barriers to effective care, the Biopsychosocial-Ecological framework shifts the focus from a biomedical to a holistic approach to care outcomes. This approach emphasises the inclusion of informal caregivers in the decision-making process, especially because individuals with dementia rely on informal caregivers at every stage of their diagnosis and increasingly more towards the latter stages of dementia when cognitive function and physical ability are severely impaired (Podgorski, Anderson and Parmar, 2021). 
The Senses framework emphasises that caregivers are more likely to access support if the service provides them with a sense of security or belonging. Developed in the early 2000s, its application to the research topic is fundamental as it facilitates the critical analysis of how relatives' emotional and social well-being is taken into account when presented with available resources and support (Steward, Smith and Kerr, 2021). The framework's limitations are evident in the loss of continuity in formal services, which affects the caregiver's trust and receptiveness. 

Policy Framework Integration 

The Health and Care Act 2022 mandates the establishment of ICSs, which aim to focus on partnership and inclusion, enabling caregivers to design care plans collaboratively and to be proactive participants in the holistic care approach rather than bystanders. Despite its aim of accessing support and services, failing to recognise the caregiver's own needs, as identified by healthcare professionals, decreases the chances of early prevention or intervention for physical and psychological well-being (NHS England, 2026). There are further barriers to accessing support systems, as statutory assessments state that caregivers are legally entitled to a carer’s assessment. The lack of coordination between services leads to service delays and heightened frustration among caregivers. These findings highlight how systemic inefficiency contributes to the overall emotional and social outcome for the ‘hidden patient’.
The Mental Capacity Act 2005 enables caregivers to make decisions on behalf of a cognitively impaired individual as a proxy via a Lasting Power of Attorney (NHS, 2024). This legislation ensures that systemic barriers are nonexistent and the individual is assessed based on cognitive capacity rather than making assumptions. The Act supports the informal carer by ensuring legal protection as the carer makes necessary daily decisions, acting in the individual's best interests. Moreover, the Act ensures that professionals are legally required to consult with informal carers about care, treatment and living arrangements.  According to Joddrell et al (2025), shared decision-making must ensure that the best interests of the individual living with dementia are upheld in accordance with their wishes and preferences. Although the Mental Capacity Act does not directly define ‘best interest’, the Section 4 checklist outlines that a person must be encouraged to make their own decisions unless deemed to lack capacity. 
Both pieces of legislation ensure that caregivers are integrated into the decision-making process regarding the person’s ‘best interests’.  Barriers to effective care can arise when the informal caregiver's wishes conflict with the healthcare professional, therefore arising a ‘best interest’ conflict. 

Positive and Negative Implications of Access to Support Systems

This theme has both positive and negative implications, ranging from enabling caregivers to access support networks without barriers to care effectiveness, whilst support fragmentation increases the likelihood of carer burnout. Care burnout requires additional support from the health and social care system (Carswell et al., 2024), as the vast majority of unsupported carers cannot continue in their roles because they themselves need informal care. 
The critical analysis sparks debate about the ethical and practical concerns of relying on informal caregiving. While informal caregiving is seen as highly beneficial from a socio-economic aspect, it places significant pressure on relatives. Additional factors such as cultural background, gender, and socioeconomic status are important to consider in the overall experience of informal caregivers. For instance, informal caregivers from higher socioeconomic backgrounds may be in a better position to access private domiciliary care and take some of the caring burden off, whereas caregivers from minority communities may face cultural stigma and have lower socioeconomic status (Elmi et al., 2026). 

Thematic Summary

Ultimately, this theme shares the dissertation's central argument: the experiences of informal carers are shaped not only by the dementia diagnosis and its progressive, degenerative nature, but also by the broader systems meant to support caregivers' transition into their caregiving roles.  According to Guarnera, Yuen and Macpherson (2023), the effectiveness of care and support services requires a person-centred approach that addresses significant barriers, including accessibility, awareness, and quality, to ensure the sustainability of dementia care within the health and social care system.

4.6 [bookmark: _Toc234784985][bookmark: _Toc234958743]– Chapter Conclusion 

This chapter has critically explored the emotional and social impact of dementia on relatives through the analysis of three fundamental themes: the emotional burden and psychological distress, social isolation and access to support systems and barriers to effective care. The findings illustrated that the emotional impact is profound and vastly overlooked. Theme 1 identified and analysed how relatives experience high levels of stress, anxiety, anticipatory grief and depression, which evolve. Theme 2 extended the analysis to examine the social consequences of isolation, which exacerbate the emotional distress caregivers experience, demonstrating a clear intercorrelation between the first two themes. Theme 3 further developed the analysis by examining the implications of support systems and addressing significant inconsistencies in access, current policies, and existing legislation, which collectively represent a critical issue within the health and social care system. 
The use of theory and model frameworks, such as the Stress Process model and Role theory, strengthens the integration of empirical evidence and theoretical perspectives (Fauver, Clark and Schwartz, 2024). UK policies and legislation, such as The Care Act 2014, The Equality Act 2010, and The Mental Capacity Act 2005, strengthen the integration of relevant policy frameworks and directly address gaps, particularly the limited focus on the emotional and social impact dementia has on informal caregivers.
In conclusion, this chapter addressed and analysed the necessity of recognising relatives as fundamental to the care process rather than ‘hidden patients’. Addressing their emotional and social needs, in turn, ensures the sustainability of the health and social care system. The themes discussed and analysed in this chapter provide a strong foundation for Chapter 5: Conclusion and Recommendations, which develops practical recommendations to improve the support that relatives receive within the health and social care system. 
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[bookmark: _Toc234784986][bookmark: _Toc234958744]CHAPTER 5 – Conclusion and Recommendations 

5.1 [bookmark: _Toc234784987][bookmark: _Toc234958745]– Overall Conclusion 


This dissertation critically analysed the emotional and social impact of dementia on relatives. The comprehensive review of the existing literature and the structured application of thematic analysis (Braun and Clarke, 2006) provided the study with nuanced insights into the multifaceted needs of relatives of individuals living with dementia. 
The academic literature and the selected and analysed current policies and legislation highlighted three key themes: the emotional burden and psychological distress, social isolation, and access to support systems and barriers to effective care. According to Fink et al. (2025), relatives, often referred to as informal caregivers or ‘hidden patient’, experienced high levels of stress, anxiety and anticipatory grief due to the progressive and degenerative aspect of dementia. Additionally, the burden of the daily caregiving responsibilities contributed to emotional burnout and social isolation. Although the policies offer clear guidance on caregiver needs, the required support, and the need for a holistic approach, such as tailored care planning, in practice, the existing literature reveals significant gaps between the framework and its application. 
Overall, this dissertation emphasises that dementia often focuses on the individual diagnosed, rather than the caregiver, overlooking the interdependence between them.  The study underscores the need to adopt a more holistic and inclusive approach within the health and social care systems, especially in recognising the substantial contributions of informal caregivers to individual health outcomes and to the sustainability of health and social care
5.2 [bookmark: 5.2_–_Recommendations_(800_words_approx.][bookmark: _–_Recommendations][bookmark: _–_Recommendations_and][bookmark: _Toc234784988][bookmark: _Toc234958746]– Recommendations and Limitations

Grounded in the academic literature, policies, and legislative findings, the following key recommendations further address the emotional and social impact of dementia on relatives. The proposed recommendations are intended towards the health and social care system, policy development and further research. 


5.2.1 [bookmark: 5.2.1_–_Recommendation_1]– Strengthen Integrated Care and Support Services

In the first instance, the recommendation for the health and social care system is to strengthen existing practices by adopting a more proactive approach to supporting caregivers from the outset of the role and throughout the progressive stages of dementia Ris, Schnepp and Mahrer Imhof (2018). As the findings highlighted gaps in the practical implementation of frameworks, with a strong emphasis on the lack of respite or relief care, the health and social care system should adopt proactive approaches to early intervention rather than focusing on crisis management. The multidisciplinary approach of ICSs requires further expansion to include care coordination and appropriate partnerships among healthcare professionals, such as GPs, adult social workers, and local community networks (Osilla et al., 2025), to reduce caregiver burden and ensure a robust support base for the sustainability of home-based dementia care. 
Even though the recommendation is derived from secondary research, and primary empirical data is shown only to reinforce interpretation of the existing literature, policies and frameworks, direct engagement from the informal carers' lived experiences would strengthen the proposal of expanding ICS’s outreach to partnership work and to provide a holistic care approach regarding relatives' psychological wellbeing. As the recommendation is primarily conceptual, the suggestion to expand the support services requires substantial financial investment and labour, which is less feasible in the current health and social care context. 

5.2.2 [bookmark: 5.2.2_–_Recommendation_2]– Enhance Professional Education and Awareness

There is a fundamental need to further improve professional education and awareness regarding the multifaceted dimensions of dementia care, with a strong emphasis on the lived caregiver experience, to deliver holistic interventions for the individual diagnosed and their informal caregivers. As the existing academic literature highlights in Chapter 4, healthcare professionals overlook caregivers' needs, focusing on the diagnosed individual, thereby reducing caregivers' willingness to seek support when needed. 
As seen in Theme 2 of Chapter 4, according to Danby, Benson, and Gulcan (2024), social isolation can result from the caregiver's personal choice. However, in many cases, this happens because of the lack of support, the stigma and moral implications in caring for an individual with dementia. According to Guan et al. (2025), these issues can be rectified by integrating communication skills, emotional support, and early identification of caregiver stress or burnout via training programmes. Conducting awareness initiatives confers normalisation by acknowledging that informal carers experience stress, anxiety and burnout and educates the general public in addressing these issues early. 
A limitation of this recommendation is the assumption that enhancing professional training would suffice to address the needs of informal caregivers. Improving the training programmes would enable professionals to develop communication skills and support early stress prevention, whilst other barriers, such as resource limitations, would prevent professionals from applying the knowledge into practice (Hill, 2023). As highlighted in Chapter 4, social isolation is at times a personal choice, which can make early intervention problematic. Although the recommendation emphasises a holistic approach to informal carers' wellbeing, its effectiveness may be constrained by the implementation of professionals' knowledge gained through additional training. 

5.2.3 [bookmark: 5.2.3_–_Recommendation_3]– Policy Development and Future Research


Policy development requires additional emphasis on the recognition of informal caregivers, whilst further research builds upon the limitations identified in the existing academic literature, policies, and legislation analysed in this study. The current policies and legislation acknowledge the role of informal caregivers (Powell and Brione, 2024); the findings suggest gaps in implementation and reliability of proposed services. It is recommended that the governing bodies establish clear guidance on how these policies must be implemented and create accountability mechanisms to ensure that informal caregivers receive support in accordance with the existing framework. 
Strategies such as additional funding for respite and relief care, caregiver support initiatives, and community support are fundamental to addressing the unmet needs of informal caregivers (Seah et al., 2025).  Additionally, policies must ensure equitable access to support and that services and support are available across all geographic locations and diverse populations to meet the needs of informal carers from vulnerable groups and marginalised areas.  
Strengthening the policies and guidance ensures that additional funds are directed to respite and relief care, but in practice, this recommendation is limited by the existing health and social care system's challenges with local authority resources and service availability, which can hinder its application. Furthermore, the recommendation does not take into account the complex needs of informal caregivers, including their caregiving experiences, socio-economic status, carer choice, or cultural background. The identified gaps in the secondary research highlight that a policy alone cannot address individual needs. 
[bookmark: _-_Limitations]
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	Author(s) & Year
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	Summary
	CRAAP Notes
	File/Link
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	Abreu, W., Tolson, D., Jackson, G.A. and Costa, N. (2020)
	Caregiving-related 
	Explores aspects of dementia care, caregiver burden, psychological impact.
	Current/Relevant; mostly peer-reviewed 
	DOI: 10.1177/1471301218773842

	Yes
	Blinka, M.D., Liu, C., Sheehan, O.C., Rhodes, J.D. and Roth, D.L. (2022). 
	Caregiving-related 
	Explores aspects of dementia care, caregiver burden, psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.1093/ageing/afab266. 

	Yes
	The Care Act 2014
	Dementia
	policy relevant to the study topic.
	Relevant; 
	https://www.legislation.gov.uk/ukpga/2014/23/contents 

	Yes
	Cheong, H., Lyons, A., Houghton, R., & Majumdar, A. (2023)
	Caregiving-related 
	Explores caregiver burden, psychological impact
	Current/Relevant; mostly peer-reviewed 
	doi:10.1177/16094069231180160

	Yes
	Dementia UK (2025)
	Dementia 
	Explores aspects of dementia care
	Relevant; mostly peer-reviewed
	https://www.dementiauk.org/information-and-support/looking-after-yourself-as-a-carer/changing-relationships-and-roles 

	No
	Tsai, P.O., and Jirovec, M. M. (2005)
	Dementia and Caregiving
	Explores aspects of caregiver burden, psychological impact
	Not current or relevant; some grey literature noted.
	https://pmc.ncbi.nlm.nih.gov/articles/PMC554787/ 

	Yes
	Hill, A. (2023) 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://www.theguardian.com/society/2023/may/08/toll-of-caring-for-loved-ones-with-dementia-alzheimer 

	Yes
	Joddrell, P., Lee, E., Vollentine, K. and Dening, K.H. (2025)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact.
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.12968/bjcn.2025.0210 

	Yes
	Kiger, M.E. and Varpio, L. (2020). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed or
	https://doi.org/10.1080/0142159X.2020.1755030. 









	Yes
	Lazzari, C. and Rabottini, M. (2023). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, psychological impact
	Current/Relevant; mostly peer-reviewed .
	https://doi.org/10.1080/13651501.2021.1959616. 

	No 
	MacDonald, S., Grand, J.H. and Caspar, S. (2011)
	Dementia 
	Explores aspects of dementia care, caregiver burden, 
	Not Current
	doi:10.2147/jmdh.s17773. 

	Yes
	Menabney, N. (2024)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed
	https://libguides.qub.ac.uk/education/findingliterature 

	Yes
	National Institute of Mental Health (2023). 
	Caregiving related source
	Explores aspects of dementia care, caregiver burden, 
	Current/Relevant; mostly peer-reviewed 
	https://www.nimh.nih.gov/health/topics/mental-health-medications 

	Yes
	Nemcikova, M., Katreniakova, Z., Timkova, V. and Nagyova, I. (2024). 
	Dementia / Caregiving related source
	Explores aspecs of dementia care, caregiver burden, psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.1093/eurpub/ckae144.992. 


	No
	NHS England (2014). 
	Dementia 
	Explores aspects of dementia caregiving
	Not current
	https://www.england.nhs.uk/commissioning/comm-carers/carers 

	Yes
	NHS England (2023). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://www.uhsussex.nhs.uk/sussex-trauma-network/rehabilitation/conditions/neurological-disorder/ 

	Yes
	NHS England (2023). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://www.uhsussex.nhs.uk/sussex-trauma-network/rehabilitation/conditions/neurological-disorder/ 

	Yes
	NHS England (2026). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://www.england.nhs.uk/long-read/working-in-partnership-with-people-and-communities-statutory-guidance/
 





	Yes
	Nursing and Midwifery Council (2024)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact.
	Current/Relevant; mostly peer-reviewed 
	https://www.nmc.org.uk/standards/guidance/holistic-care/

	Yes
	Powell, A., Francis-Devine, B., Foster, D., Thurley, D., Roberts, N., Loft, P., Harker, R., McInnes, R., Danechi, S., Kennedy, S. and Powell, T. (2025). 
	Caregiving-related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://commonslibrary.parliament.uk/research-briefings/cbp-7756/ 

	Yes
	Seidel, D. and Thyrian, J.R. (2019). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.2147/jmdh.s209106. 









	Yes
	Thompson, R. (2020) 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, 
	Current/Relevant; mostly peer-reviewed
	https://www.bgs.org.uk/sites/default/files/content/attachment/2020-10-27/Supporting%20families%20in%20dementia%20care%20Rachel%20Thompson.pdf   

	Yes
	52.	Van Orden, K.A. and Heffner, K.L. (2022). 
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.1093/geront/gnac032. 

	Yes
	Wang, Y., Gu, Y., Qiu, R., Long, D. and Sun, N. (2025)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://doi.org/10.2147/prbm.s525683 

	No
	Wickham R. J. (2019)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Children context not adults 
	https://doi.org/10.6004/jadpro.2019.10.4. 












	Yes
	World Health Organisation (2025)
	Dementia / Caregiving related source
	Explores aspects of dementia care, caregiver burden, and psychological impact
	Current/Relevant; mostly peer-reviewed 
	https://www.who.int/news-room/fact-sheets/detail/dementia 




Point 2 – 
The following data demonstrates the effect of social isolation during the COVID-19 pandemic on informal caregivers. The quantitative data in the study show that, among 2287 survey participants, 18% were UK-based, and only 1338 were informal carers of individuals living with dementia. The research paper found that over 55% of respondents felt an increased burden during the pandemic. Regarding loneliness, the overall rate rose from 7% pre-pandemic to 26% during the pandemic, highlighting the impact of social isolation on informal caregivers. Moreover, 40% of caregivers felt an increased social isolation during the pandemic. 
All findings: Grycuk, E., Chen, Y., Almirall‐Sanchez, A., Higgins, D., Galvin, M., Kane, J., Kinchin, I., Lawlor, B., Rogan, C., Russell, G., O’Sullivan, R. and Leroi, I. (2022). Care burden, loneliness, and social isolation in caregivers of people with physical and brain health conditions in English‐speaking regions: Before and during the COVID‐19 pandemic. International Journal of Geriatric Psychiatry, [online] 37(6). doi:https://doi.org/10.1002/gps.5734. [Accessed 14 May 2026]. 








Point 3- Summary Results table
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	Main Findings
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	Literature review
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	Caregivers experience significant personal growth
	Caregiver experiences
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	Thematic analysis
	Caregiver experiences: in-depth analysis
	Caregivers build resilience over time
	Caregiver experiences
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	COVID-19, loneliness, social isolation and risk of dementia in older people: a systematic review and meta-analysis of the relevant literature.
	Systematic Review
	Meta-analysis
	Comprehensive overview of the existing research 
	Social Isolation is a significant risk factor 
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	Chapter 4, theme 2

	Guarnera, J., Yuen, E. and Macpherson, H. (2023
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	Review
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	Social isolation impacts the progression of cognitive decline in caregivers
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