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[bookmark: _Toc227144456]ABSTRACT
This systematic literature review examines the impact of caring for people living with dementia on family caregivers in the United Kingdom. Dementia is a long-term condition of the brain that affects mainly older people. In the United Kingdom, dementia is a very common phenomenon which continues to increase as the population ages. Statistics show that around 1 million people live with dementia in the United Kingdom. a figure expected to reach 1.4 million by 2040. 

The aim of this study was to systematically review and critically examine UK-based literature on the impact of caring for people living with dementia on family caregivers in order to better understand how caring for dementia patients impacts family caregivers emotionally, socially, financially and psychologically, to identify major challenges in dementia care and highlight key factors that influences care process for both care givers and dementia patients and to investigate the impact of those living with dementia on family caregivers in the United Kingdom using systematic literature search and thematic analysis.

26 peer-reviewed UK studies were used, published between 2015 and 2025. The review explored the emotional, psychological, social, physical and financial impacts of dementia caregiving.

From the review, it was observed that family caregivers often experience stress, anxiety, emotional exhaustion, grief and social isolation. Many caregivers faced severe difficulties such as decision making, limited support, fragmented or broken healthcare services and balancing caregiving with work and family life. The findings also showed limited physical and financial impacts; however, fatigue, strain, income loss and extra care-related costs were mentioned. 

The review then concludes that dementia caregiving has a significant negative impact on family caregivers in the United Kingdom and highlights the need for better support, improved services, and more research, especially on the physical and financial impacts.
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[bookmark: _Toc227144457]CHAPTER 1
[bookmark: _Toc227144458]Introduction
[bookmark: _Toc227144459]1.1 	Background of the study	
Dementia is a long-term condition of the brain that affects mainly older people. According to Cantley (2001, the word dementia stems from the Latin word "demens", which literally means "without mind”. In ancient times, memory loss and confusion, especially among older people, were closely observed, and thinkers such as Aristotle and Hippocrates believed that these changes were a natural part of ageing rather than a disease (Papavramidou, 2018). 

During the Middle Ages, dementia was poorly understood, and people suffering from dementia were seen as demonically possessed or cursed and were either burnt alive or thrown in madhouses to die (Rössler, 2016). By the eighteenth century, dementia was recognised as a mental illness rather than a spiritual condition, and doctors used the term to describe individuals who were unable to effectively take good care of their daily personal activities, such as eating, dressing and so on. In fact, during the French Revolution, dementia was officially recognised by law, and according to the Napoleonic Code, a person suffering from dementia could not be held accountable for a committed crime (Fovet et al., 2020). 

By the nineteenth century, doctors began to see dementia as a medical condition rather than a normal part of ageing as they studied it more carefully. In the early twentieth century, Alois Alzheimer discovered that memory loss was due to significant changes and damage in the brain, thus leading to the identification of Alzheimer’s disease (Hippius and Neundörfer, 2003). By the late twentieth century, dementia became an umbrella name used to describe several different conditions, including Alzheimer’s disease and vascular dementia. Today, dementia is recognised as a progressive brain disorder that causes memory loss, poor thinking and reasoning, and changes in behaviour. 

These problems make it difficult for people to carry out daily activities and live independently. Research has shown that dementia has become a major concern in the health and social care sector as it is one of the leading causes of disability among older adults worldwide (World Health Organisation, 2025). 

In the United Kingdom, dementia is a very common phenomenon which continues to increase as the population ages. Statistics show that around 1 million people live with dementia in the United Kingdom. a figure expected to reach 1.4 million by 2040 (Alzheimer’s Society, 2025).  Although the health and social care sector plays a crucial role in providing support to people living with dementia, most daily care is provided by family members, often referred to as informal or unpaid caregivers. These caregivers, who are mainly spouses, adult children or even close relatives, provide physical, mental and emotional support over long periods of time. 

Family caregivers frequently provide personal care, medication management, mobility assistance, supervision, and emotional support. Caring for people who are suffering from dementia is generally seen as a difficult and highly demanding task, especially when the condition gets worse (Committee on Family Caregiving for Older Adults et al., 2016). Unlike other chronic illnesses, dementia often lasts for long periods of time and has a great impact on the individuals' thinking and behaviour. As a result, family caregivers often experience severe emotional and physical stress coupled with social isolation and financial pressure. 

These challenges can negatively affect caregivers’ quality of life and overall well-being, making it difficult to continue providing high-quality care (Schulz and Sherwood, 2008). In the United Kingdom, policies encourage community-based care and help people stay in their own homes. While this approach is commendable because it promotes independence and person-centred care, it is also very demanding, as carers and individuals need significantly more resources to remain safely in their homes.

It is therefore important to fully understand the negative consequences of dementia on family caregivers. This will help improve support services and protect caregivers' overall well-being.
1.2 	Rationale for the Study
There is strong evidence that family caregivers play an important role in caring for those suffering from dementia in the United Kingdom, yet their needs and experiences are often undervalued and underrecognized.  Evidence suggests that caregivers of dementia patients are often at higher risk of psychological distress, including stress, anxiety and depression, as compared to caregivers of other long-term conditions (Ameri et al., 2024). 

Studies have also shown that many caregivers experience physical health challenges such as sleeping disorders, stress and fatigue, which not only affect their ability to work but also reduce their income and their social activities. (Gowda and Guruprasad, 2025). 

Many studies have examined dementia and its impact on caregivers. These studies differed in their areas of focus, methods used, and results. Some of the studies focused on the psychological effects of dementia on family caregivers, while others focused on its financial implications, which may lead to mixed and scattered evidence. Also, findings from international studies may not fully apply to the United Kingdom because culture, policy framework and the health and social care systems are quite different. 

Therefore, a clear systematic review of UK-based research is needed to better understand how caring for someone with dementia affects family members. Conducting a systematic literature review enables careful examination of the existing literature and helps identify key themes, common findings, and gaps. 

The review aims to produce evidence relevant to health and social care practices, national policies, and service improvement. Furthermore, the review seeks to highlight areas where additional support or future research may be needed in order to improve the outcome of family caregivers and those who suffer from dementia. 

[bookmark: _Toc227144460]1.3 	Aim of the Study
The aim of this study is to systematically review and critically examine UK-based literature on the impact of caring for people living with dementia on family caregivers.
[bookmark: _Toc227144461]1.4 	Research Objectives
· To better understand how caring for dementia patients impacts family caregivers emotionally, socially, financially and psychologically.  
· To identify major challenges in dementia care and highlight key factors that influence the care process for both caregivers and dementia patients.
· To investigate the impact of those living with dementia on family caregivers in the United Kingdom using a systematic literature search and thematic analysis.
· To provide recommendations on how the government and organisations can improve the quality of well-being of family caregivers.
[bookmark: _Toc227144462]1.5 	Research Question
This systematic literature review is guided by the following research question: What are the psychological, physical, social, and economic impacts of caring for people living with dementia on family caregivers in the United Kingdom?
[bookmark: _Toc227144463]1.6 	Significance of the Study
This study is significant for several reasons. Firstly, the study contributes to the existing body of knowledge by providing a critically examined UK-based literature on dementia caregiving. By combining findings from various sources, a clearer, more complete picture emerges of caregivers’ experiences and challenges. Secondly, the findings are beneficial for health and social care professionals, policy makers and service providers. A better understanding of caregivers’ burdens and needs can help to improve support systems and care programs. This is particularly important in the United Kingdom, where family caregivers play a crucial role in community-based dementia care. Finally, the study will highlight areas where the current literature is limited or inconsistent, thereby guiding future research. Filling these gaps is important for improving support for caregivers, raising the quality of care for people living with dementia, and supporting sustainable health and social care systems.

[bookmark: _Toc227144464]1.7 	Structure of the Dissertation
This dissertation will be divided into five chapters. Chapter one will introduce the study and explain the background, the rationale for the research, the aim, the objectives, and the research question. Chapter two will review existing literature on the impact of dementia family caregiving and will focus on some key themes. Chapter three will describe the methods used for the systematic literature review and explain how studies were searched for, selected, and analysed. Chapter four will present the findings, discuss the findings and relate them to existing literature. Finally, Chapter Five will present recommendations, highlight areas for future research, and conclude the study.

[bookmark: _Toc227144465]1.8 	Summary of Chapter
Chapter 1 introduces the concept of dementia as a condition that affects the memory and daily functioning of older people and highlights its increasing prevalence in the United Kingdom. It outlines the aim, objectives, research questions and the significance of the study and emphasises the need to better understand the impact of caring for people with dementia, especially on family members. 





[bookmark: _Toc227144466]CHAPTER 2
[bookmark: _Toc227144467]Background
[bookmark: _Toc227144468]2.1 Introduction to the Literature Review
[bookmark: _Hlk218973749]This chapter reviews existing studies on the impact of caring for people living with dementia on family caregivers. It focuses on research that highlights the psychological, physical, social, and financial effects of dementia caregiving on family members who provide informal care
.
[bookmark: _Toc227144469]2.2	Historical background
Dementia is a general term for a set of conditions that affect the brain. These conditions are known to cause problems such as memory loss, cognitive and behavioural disorders, and immobility, which can affect a person’s quality of life. Contrary to popular belief, dementia is not a normal part of ageing, even though it affects mostly older people (World Health Organisation, 2025). Dementia usually develops slowly and gradually begins to worsen over a period of time. As conditions worsen, people tend to need more help and support from others to live their everyday lives. Studies have shown that confusion, poor judgment, and difficulty in communication are also common signs of dementia (Alzheimer’s Association, 2025).

There are different types of dementia. The most common type of dementia is Alzheimer's disease, which accounts for 60 to 80 per cent of all dementia cases. Other types of dementia include vascular dementia, Lewy body dementia and frontotemporal dementia. (World Health Organisation, 2025). The symptoms and causes of these types of dementia may differ slightly; however, they cause serious problems with thinking and memory that affect a person's daily life. People often need more help, support (physically and emotionally), and person-centred care as dementia deteriorates, which makes caregiving very demanding and taxing. (Culberson et al., 2023).

Dementia is generally seen as a major health and social care issue, and that is because the number of people who are being affected by dementia is increasing daily. People living with dementia often live in their own homes instead of a care home, and so they tend to require a lot of care and support, especially from family members (Leverton and Pui Kin Kor, 2023 This then means that family members often become the main caregiver, providing quality but unpaid care over a long period.  Family caregivers often report physical, emotional, social and financial presence due to loss of independence and behavioural changes (Brodaty and Donkin, 2009).

It is therefore important to fully understand the concept of dementia when examining its impacts on family caregivers. The reason is that the progression of dementia is directly proportional to the level of care a person will need. This provides a foundation for exploring how caregiving responsibilities affect family members, which is discussed in this literature review.

[bookmark: _Toc227144470]2.3	Review of previous studies on the impact of those living with dementia on family caregivers
[bookmark: _Toc227144471]2.3.1	International context 
The study by Zhang et al. (2025) examined how family caregivers of people diagnosed with Alzheimer's disease experience role captivity, a state in which a caregiver’s life is entirely dominated by caregiving duties, limiting other aspects of their lives. The data were collected through interviews with 15 family caregivers in the neurology and geriatrics department in Hunan Province, China. The interviews were then analysed using thematic analysis to find common experiences among the caregivers. From the result, three main findings were observed. First, family caregivers experienced complex and changing emotions. Second, caregiving had a significant impact on their work, social life and daily activities. Third, role captivity was due to increased caregiving duties and financial stress. The study then concluded that role captivity is a major problem for family caregivers, and it is often caused by financial pressure, lack of resources and support and increased responsibility. The study also suggested that caregivers' burdens can be reduced by primary health care.

The study by Mahomed and Pretorius (2022) aimed to understand family caregivers’ experiences of living with people with dementia in Soweto, South Africa. The researcher conducted semi-structured interviews with 30 family caregivers. The interviews were analysed using Reflective Thematic Analysis to identify common themes. The result obtained highlighted four main findings. First, how well caregivers understand dementia. Second, the struggles and sacrifices caregivers make. Third, the impact of caregiving on mental health, and lastly, the factors that can assist caregivers in coping. Many caregivers reported stress, anxiety and grief. They also felt they did not receive adequate emotional and practical support as they should.  Some were wrongly accused of abusing the person with dementia. The study concluded that caregiving has tremendous negative consequences on family caregivers. It also suggested that better education and support is needed to reduce stigma and improve awareness.

Connell, Janevic, and Gallant (2001) studied the impact of dementia on family caregivers and its effect on their emotional, physical, financial and social well-being. The researchers reviewed existing literature on dementia caregiving and found that caregiving is often associated with stress, physical health issues, emotional strain, social isolation and financial difficulties. They also found out that gender, relationship with the person with dementia, coping skills, social support, culture and personal health behaviours were major factors that shaped caregivers’ experiences. The study then concluded that caregiving has serious negative consequences for family caregivers; however, support and intervention programs can help minimise the burden and improve overall well-being.

The study by Wang et al. (2022) aimed to highlight the factors contributing to the increasing burden on family caregivers of people with dementia in China. The research examined existing literature published between 2010 and 2022. They searched eight electronic databases and included 23 cross-sectional studies in their review. The results showed that 32 factors were associated with caregivers’ burden. These factors include the severity of dementia, poor self-care by the patient, long hours of care, limited help from others, behavioural challenges, financial stress, poor mental health, poor caregiver health, low social support and the age of the caregiver. The study concluded that a firm understanding of these factors is crucial, as it helps hospitals and communities provide better support and interventions for caregivers. It also helps policymakers develop programs that reduce caregiver stress and improve care for people with dementia.

Broadly and Donkin (2009) examined the experiences of caregivers living with people who have dementia and how caregiving responsibilities affect their well-being. The authors reviewed the clinical evidence and literature on dementia caregiving. The results obtained from the study revealed that family caregivers who play a crucial role in giving support to people who have dementia are often described as the invisible second patients. The study reiterated that caregiving experiences can sometimes be rewarding; however, they are often associated with high levels of stress and burden. Caregivers reported depression, social isolation, physical health problems, and financial difficulties. The study also discovered that psychosocial support programs can help to reduce caregiver stress and depression. The research then concluded that supporting family caregivers is essential for providing effective dementia care.

The study by Flynn and Mulcahy (2013) explored the effects of early-onset dementia on caregivers. The study employed a qualitative approach in order to understand caregivers’ experiences. The study found that caregivers faced intense responsibilities, emotional stress, and limited support from healthcare services. It was reported that many family caregivers experienced delays in getting a proper diagnosis, which increased their stress levels. Caregivers reported that caregiving duties changed their relationships with family members and that the community and specialist services needed were lacking. The study showed that caregivers of people with early-onset dementia experience high levels of stress and strain and need better community support and specialised services.

The study by Lindeza et al. (2020) examined how caring for someone with dementia can affect family caregivers' lives. The authors analysed 81 qualitative studies involving 3,347 caregivers, published between 1998 and 2020. The results showed that caregiving had both positive and negative outcomes. Some caregivers reported positive experiences such as stronger relationships and personal satisfaction, which were linked to good medical advice, support from friends and family and professional care services. However, many caregivers also experienced negative experiences such as emotional stress and social difficulties, which were linked to poor support services, financial implications and the deteriorating condition of dementia. The study concluded that a caregiver’s quality of life is strongly affected by dementia caregiving, and therefore, better support services are required to reduce negative experiences and increase positive outcomes.

[bookmark: _Toc227144472]2.3.2	National/Local context
The study by Shah et al (2024) examined how dementia affects the quality of life of family members and partners of those who are living with dementia in the United Kingdom. The research used data obtained from a large online survey in which family members completed the Family-Reported Outcome Measure (FROM-16). A total of 711 family members and partners participated in this study, and most were women. The study found that dementia had significant negative implications for the quality of life of family caregivers. The average score showed a severe impact. The report also showed that female caregivers were more affected than male caregivers. The study also showed that dementia places a strong emotional and social burden on family members. The study then highlighted the urgent need to identify caregivers who require support to reduce burnout and improve their care plans. 

[bookmark: _Toc227144473]2.4	Theoretical Framework
A theoretical framework explains the main theory used in a research study. It helps to show why the study is important and how the problem can be understood using existing ideas or models (Abend & Swanson, 2008; 2013). It also shows that the researcher understands the relevant theories.

For this study, Watson’s Theory of Human Caring is used to explain how caregivers of people living with dementia respond to caregiving situations. This theory was developed between 1975 and 1979. Fawcett (2006) explained that it is a theory that helps people understand difficult and confusing situations. Watson’s theory focuses on care, relationships, love, and respect in the caring process. Watson’s Theory of Human Caring has four main ideas: Transpersonal caring relationship, Caring moment (or caring occasion), Caring–healing consciousness, Caritas processes (also called creative factors) (Senturk et al., 2017)

Transpersonal caring relationship: the relationship that develops between a caregiver and the person receiving care. It is a relationship built on respect, kindness, empathy, and understanding. Through this relationship, caregivers treat individuals with dignity, sensitivity, and compassion.
Caring moment (caring occasion): the moment when caregivers and care recipients interact. During this moment, communication, connection, and understanding take place.
Caring–healing consciousness: Watson explains that healing can happen through love and genuine care. Caregivers should therefore show love, kindness, and concern, as this helps support healing and promote emotional well-being.

Caritas processes (caritative factors): guides that enable caregivers to provide high-quality, meaningful care. This process ensures that care provided by the caregiver’s centre is centred on the whole person, including emotional. physical. spiritual and mental needs, rather than only medical treatment
Applying Watson’s Theory to Dementia Caregivers
There is strong evidence that caregivers of people who are living with dementia are laden with an immense burden and often face several challenges. These challenges have a significant negative effect on their physical, emotional, and mental well-being, thereby reducing the quality of their life. Watson’s theory provides a detailed explanation of how caregivers can be supported to cope with these challenges.

Caregivers are encouraged to see every caregiving experience as an opportunity to build trust and foster a quality relationship with the person receiving care. Nurses are also encouraged to listen carefully to caregivers, respect their feelings and support them with kindness and understanding. A good relationship between caregivers and people with dementia helps improve the caring and healing process.

Watson also explains that showing love, respect, and empathy helps caregivers feel valued and supported. This improves their confidence and ability to provide care. Caregivers should be allowed to express their feelings freely without fear of judgment. Nurses should communicate calmly and respectfully and provide support based on caregivers’ needs.

Support can be provided through face-to-face meetings or telephone counselling when needed. Activities such as music, games, arts, exercise, and relaxation can help reduce stress and improve well-being. Caregivers should also be encouraged to take care of themselves by resting, socialising, exercising, and asking family members for help.

Overall, Watson’s Theory of Human Caring helps caregivers understand that caregiving can be meaningful and rewarding despite its challenges. The theory guides nurses in providing person-centred, respectful, supportive, and compassionate care to caregivers of people living with dementia.
[bookmark: _Toc227144474]2.5	Conceptual framework
[bookmark: _Hlk218974468]The conceptual framework highlights a comprehensive analysis of the impact of caring for people living with dementia on family caregivers.Living with Dementia (Independent variable)

[bookmark: _Hlk218974552]Caregiving Responsibilities (Intervening variable)
[bookmark: _Hlk218974519]Impact on Family Caregivers (Dependent variable)




[bookmark: _Hlk191652117]
Figure 1.1	Conceptual framework of this study.
Figure 1.1 shows the conceptual framework of this study, which comprises independent, dependent and intervening variables. The study aims to investigate the impact of caring for people living with dementia on family caregivers, treating living with Dementia as the independent variable, impact on family caregivers as the dependent variable, and caregiving responsibilities as the intervening variable.

[bookmark: _Toc227144475]2.6	Gaps in the literature
Many studies have shown that caring for a person living with dementia affects family caregivers emotionally, physically, socially, and financially. However, most of these studies either focus mainly on measuring caregiver burden or quality of life, or they are carried out outside the UK, such as in China and South Africa. Even the UK studies do not clearly explain how everyday caregiving responsibilities turn the challenges of dementia into real problems in caregivers’ daily lives. 

Because of this, there is limited understanding of how caregiving duties relate to dementia and its overall impact on family caregivers in the UK. This shows the need for a study that focuses on caregiving responsibilities as the link between dementia and its impact on family caregivers in the UK.

[bookmark: _Toc227144476]2.7 	Summary of Chapter
Chapter 2 reviews existing literature on dementia and its impact on family caregivers and explains the nature and types of dementia. The chapter examines both local and international studies and highlights the emotional, psychological, social, physical and financial impact of caregiving on family members
[bookmark: _Toc227144477]CHAPTER 3
[bookmark: _Toc227144478]Research Methodology
[bookmark: _Toc227144479]3.1 	Introduction
According to Sileyew (2019), research methodology is the systematic process by which one designs, conducts, and analyses a study to obtain reliable and meaningful results. A clearly defined methodology helps ensure that research methods align with the study's aims and objectives. 

This chapter highlights the methodological approach used to conduct this systematic literature review. The chapter details the research design, research approach, data sources, search strategy, inclusion and exclusion criteria, study selection process, data extraction, data analysis, quality appraisal, ethical considerations, and methodological limitations. 
[bookmark: _Toc227144480]3.2 Research Design
This study adopted a systematic literature review (SLR) design to examine the experiences and impacts of dementia caregiving on family caregivers in the UK. A systematic literature review involves the structured identification, selection, appraisal, and synthesis of existing research using predefined and transparent methods (Carrera-Rivera et al., 2022).

This study design was chosen because it allows us to combine information from several studies and provides a comprehensive understanding of caregiving across its various aspects.  The review used only secondary data and did not involve any direct participation from people.
[bookmark: _Toc227144481]3.3 	Research Approach
A qualitative approach was used for this systematic review. Even though the included studies used qualitative, quantitative, and mixed methods, the findings were brought together by interpreting their meanings rather than combining numbers or statistics.

This approach was very suitable because the aim of the review was to understand real experiences, effects, challenges, and factors linked to dementia caregiving. The qualitative approach helped to identify and combine common themes from different studies, which supports the findings in Chapter 4.
[bookmark: _Toc227144482]3.4 	Data Sources
Data were obtained from peer-reviewed academic databases, primarily PubMed and PsycINFO. The university library was also used to access full-text articles. Also, only peer-reviewed journal articles were used.
[bookmark: _Toc227144483]3.5 	Search Strategy
Searches were conducted using combinations of keywords and Boolean operators (AND, OR) to identify a wide range of studies on dementia caregiving in the UK.
Searches were limited to:
· Studies published between 2015 and 2025
· Articles written in English
· Research conducted in the United Kingdom
This helped ensure that the findings reflected current UK policies, services, and caregiving situations.
[bookmark: _Toc227144484]3.5.1 	Search Strings
Search strings used across databases:
(“dementia” OR “Alzheimer’s disease”) AND (“family caregivers” OR “informal carers”) AND (“impact” OR “burden” OR “experience”) AND (“United Kingdom” OR “UK”)
[bookmark: _Toc227144485]3.6 	Inclusion and Exclusion Criteria
Inclusion criteria:
· Studies focusing on family or informal caregivers of people living with dementia
· Studies conducted in the United Kingdom
· Peer-reviewed journal articles
· Articles published between 2015 and 2025
· Articles written in English
Exclusion criteria:
· Studies conducted outside the United Kingdom
· Studies focusing solely on professional or paid caregivers
· Non-peer-reviewed sources (e.g. blogs, opinion pieces)
· Articles published before 2015
[bookmark: _Toc227144486]3.7 	Study Selection Process
A structured and systematic method for study selection was followed to ensure research integrity, transparency, and reliability. From the database searches, 312 records were found, and 65 duplicate studies were removed. 247 records remained for title and abstract screening. During the screening stage, 221 studies were removed because they did not meet the predefined inclusion criteria. The remaining 26 studies were then included in the final review.

[bookmark: _Toc227144487]3.8 	Data Analysis
The data were analysed using thematic analysis. This involved reading the findings as many times as possible to identify common patterns and ideas. The findings were then grouped into themes that showed caregivers’ experiences and impacts. The final themes aligned with those presented in Chapter 4:
· Emotional impact
· Psychological impact
· Social impact
· Physical impact
· Financial impact
· Major challenges faced by caregivers
· Factors influencing the caregiving experience
[bookmark: _Toc227144488]3.9 	Quality Appraisal
The methodological quality of included studies was assessed using the Critical Appraisal Skills Programme (CASP) checklist. This appraisal assessed the credibility, relevance, and design of the studies, ensuring the findings were based on strong, reliable evidence.
[bookmark: _Toc227144489]3.10 	Ethical Considerations
This study used only secondary data, and direct ethical approval was required. However, ethical standards were followed by properly citing all sources, respecting others’ work, and avoiding plagiarism. All references were listed using the Harvard style.
[bookmark: _Toc227144490]3.11 	Summary of Chapter 
Chapter 3 explains the research methodology used in the study. It adopts a systematic literature review with a qualitative approach to examine the impact of dementia caregiving in the UK. The chapter outlines the data sources, search strategy, inclusion and exclusion criteria, and study selection process. It also describes the use of thematic analysis, quality appraisal, and ethical considerations to ensure reliable and credible findings.




[bookmark: _Toc227144491]CHAPTER 4 
[bookmark: _Toc227144492]Results and Discussion
[bookmark: _Toc227144493]4.1	Introduction
This chapter presents the findings of a systematic literature review which examines the impact of dementia caregiving on family caregivers in the United Kingdom. It is based on 26 peer-reviewed studies found through careful searches of PubMed and PsycINFO. 

The findings were organised using thematic analysis, which helped identify common patterns and the main issues while also accounting for differences in how the studies reported information. The themes align with the objectives of the review and focus on the emotional, psychological, social, physical and financial impacts of caregiving. It also highlights the main challenges and factors that influence caregivers’ experiences

The study selection process is illustrated using the PRISMA 2020 flow diagram (Figure 4.1), which outlines the identification, screening, eligibility, and inclusion stages of the review.
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Figure 4.1: PRISMA 2020 Flow Diagram of Study Selection Process





[bookmark: _Hlk67299547]









2

A summary of the characteristics of the included studies is presented in Table 4.1. The full data extraction table, including detailed information on study aims, methodologies, and key findings, is provided in Appendix A.
	Author/s and publication year
	Aims
	Methodology and methods
	Summary and key findings
	Main Focus
	Location

	Stevens-Neck et al. (2022)
	To evaluate the feasibility, acceptability, and preliminary effectiveness of an online programme addressing pre-death grief and loss in carers of people with rarer dementias.
	Pre–post interventional mixed methods study. Nine family carers in the UK participated in a six-session online, facilitated group programme; interviews and wellbeing measures were collected.
	The programme was feasible and acceptable, with very high attendance. Findings suggested improved quality of life, reduced depression, and greater acceptance of grief and loss among carers.
	Online program helping carers process grief and loss in rare dementia caregiving
	UK

	Mogan et al. (2022)
	To explore bereaved informal caregivers’ experiences of health and social care services when supporting a person with dementia at home at the end of life.
	Qualitative interview study using in-depth semi-structured interviews with 29 bereaved informal caregivers; thematic analysis was used.
	Four main themes were identified: poor continuity of care, lack of expertise, limited advance care planning, and loss of autonomy. Caregivers reported dissatisfaction with fragmented and inflexible services.
	Experiences of end‑of‑life care at home for people with dementia
	UK

	Cherry et al. (2019)
	To explore the processes through which carers derive meaning from caring for a person with dementia.
	Qualitative study using in-depth semi-structured interviews with 20 carers; analysed using pluralist qualitative methodology.
	Carers derived meaning through relationship reciprocity, maintaining a protected sense of self, and social connectedness. Meaning-making supported coping and well-being despite caregiving strain.
	How carers derive meaning from caring for people with dementia
	UK

	Brazil et al. (2018)
	To evaluate the effectiveness of advanced care planning with family carers in dementia nursing homes.
	Paired cluster randomised controlled trial involving 24 nursing homes in Northern Ireland, UK; intervention included facilitation, family meetings, education, and documentation of care planning.
	Advance care planning reduced decisional conflict and improved carers’ perceptions of quality of care. The findings support structured communication and family education in dementia care planning.
	Effectiveness of advance care planning for dementia residents and carers
	Northern Ireland, UK

	Price et al. (2025)
	To explore the type and frequency of social support provided in an online forum for caregivers of people with comorbid dementia and cancer.
	Mixed methods study using descriptive statistics and qualitative content analysis of 893 posts from 258 forum users.
	Informational and emotional support were the most common forms of support. The forum served as a useful and accessible source of peer support and caregiving advice.
	Social support provided in online forums for dementia carers
	UK

	Jones et al. (2019)
	To understand resilience in informal dementia care and how carers maintain coping without losing their own identity.
	Qualitative study involving 13 carers, as listed in your appendix summary.
	The study showed that resilience does not mean the absence of distress. Carers continued to experience emotional strain, but meaning, optimism, and support helped them cope and adapt.
	Understanding resilience in informal dementia care
	UK



Table 4.1: Summary of data extraction table


[bookmark: _Toc227144494]4.2	Overview of Included Studies
26 peer-reviewed studies were included in this systematic literature review. These studies meet the predefined inclusion and exclusion criteria. All studies were conducted in the United Kingdom, published between 2015 and 2025, written in English, and focused on family or informal caregivers of individuals living with dementia. The review did not include studies involving professional caregivers, conducted outside the UK, or not peer-reviewed. The included studies used different methodological approaches, some of which included qualitative designs such as interviews, focus groups and online forum analysis. The sample size of the included studies also varied tremendously, ranging from small qualitative samples to large longitudinal cohorts and analyses. 

From the included studies, caregiving experiences were studied at different stages of dementia. The stages of dementia discussed were before diagnosis, at diagnosis, during long-term care, during crises, when moving to residential care and during end-of-life. Some of the studies focused on specific situations such as rare types of dementia, multiple health conditions, young-onset dementia and caregiving experiences during COVID-19. Other studies reviewed how caregivers used support services and various interventions, while some examined the relationship between factors such as age, gender, income, culture, and access to support, and caregivers’ experiences. 

Among the included studies, caregivers of people with dementia were mainly spouses, adult children, and other family members, with varying living situations, work conditions, and levels of responsibility. The results from the studies also varied. Emotional, psychological and social impacts were mostly studied while physical and financial impacts were discussed less often.  Also, caregivers’ challenges were identified either directly or indirectly through measures such as caregiver burden, residence, loneliness or quality of life. Overall, the evidence from the studies gives a wide but uneven picture of dementia caregiving in the UK.

The thematic analysis used in this study brings together all these findings to highlight common patterns, factors that influence caregiving, and gaps in the existing research.

[bookmark: _Toc227144495]4.2.1	Emotional Impact on Family Caregivers
Across the studies, emotional impact emerged as the key aspect of dementia caregiving. Caregivers consistently described caregiving as emotionally demanding, which caused sustained strain, distress, and emotional exhaustion. The emotions that were commonly reported included sadness, grief, frustration, anger, guilt, fear, anxiety, loneliness, and the feeling of being overwhelmed. There is no doubt that these experiences were closely linked to the patients' progressive cognitive and behavioural decline and the increasing demands on caregivers. 

Grief was commonly experienced and reported among caregivers, and it was not limited to end-of-life contexts. Caregivers often feel anticipatory grief, which means having a sad feeling before the death of a person. This was due to repeated losses and changes in their relationship with the person who had dementia. Reports showed that caregivers experienced elevated levels of emotional stress when the diagnosis was delayed or unclear. Poor communication from healthcare professionals made them feel frustrated and exhausted. Reports also showed that emotional stress worsened among caregivers due to fragmented or unorganised healthcare services.

Caregivers described crisis situations as emotionally difficult. They felt distressed and a strong sense of fear during emergency care, behavioural crises or when care was not adequately and respectfully provided. The review also showed that unclear or sudden information increased caregivers’ anxiety, while clear communication helped them feel calmer and more supported.

It was also reported that the COVID-19 pandemic significantly increased caregivers' emotional impact. Reports of fear, guilt, sadness, loneliness, and exhaustion were common due to isolation, less support, extra caregiving duties, and worries about hospitalisation and end-of-life decisions. Also, financial pressures, especially for those caring for people with young-onset dementia, were a major concern and contributed largely to caregivers’ emotional strain during the pandemic. 

Alongside emotional distress, some studies noted positive emotional outcomes. Caregivers experienced the feeling of love, acceptance, fulfilment and reassurance, especially when caregiving felt meaningful or when they received good support

The review found that emotional experiences changed over time. Several studies showed that caregivers moved between distress, coping, relief, and acceptance. Relief to a caregiver often came from getting a diagnosis, better symptom management, and easier access to support. Not every study looked at emotional impact directly. In some studies, this was measured using measures such as well-being, depression, loneliness, or social support. Overall, the results showed that caregivers' emotions were greatly influenced by relationships, support systems and situations surrounding caregiving. This goes a long way to show that caregiving can bring both emotional stress and meaningful experiences. 
Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Emotional experiences were combined from directly reported findings and evidence from indirect psychological measures, while noting studies that did not examine emotional impact separately.
[bookmark: _Toc227144496]4.2.2	Psychological Impact on Family Caregivers
Across the studies, family caregivers of people with dementia faced significant psychological impact, with distress being a central and consistent feature associated with caregiving. Outcomes that were constantly reported included stress, anxiety, depression, psychological burden, uncertainty, and feelings of helplessness. These experiences were often connected to ongoing caregiving demands, decision-making, uncertainty about how the disease would progress, and how to deal with fragmented health and social care

The studies measured psychological outcomes using several approaches. Many of the studies used validated tools to measure depression, anxiety, and overall psychological distress. The reviewed studies revealed that several intervention programs were initiated to help caregivers cope with depression, anxiety and stress. Some studies showed reduced depression or emotional distress, while others found no significant changes. Anxiety outcomes also varied, depending on the type of intervention, how it was delivered, and the caregiving situation.

It was also observed that periods of uncertainty were consistently linked to higher psychological distress. Caregivers often felt more stressed when diagnoses were delayed and care plans were unclear. The report also showed that the feeling of being unsupported and left out of decisions was strongly associated with a greater psychological burden.

From the review, decision-making emerged as a particularly challenging aspect of caregiving. Caregivers felt anxious, fearful, and unsure when handling ethical dilemmas, hospital admissions, and end-of-life decisions. Stress also heightened when critical decisions had to be made during crises or without professional guidance.

It was also reported that caregivers experienced higher anxiety, stress, uncertainty, and mental fatigue due to heavier caregiving duties, fear of infection, reduced services and social isolation during the COVID-19 pandemic. This resulted in increased psychological distress among caregivers. 

Several studies pointed out that psychological distress was connected to the vulnerability of caregivers. Greater anticipatory grief was significantly linked to higher burden and lower resilience. The resilience reported in the reports did not mean caregivers did not feel stressed. They often endured significant emotional strain but still managed to cope and bounce back. Also, financial insecurity added to the psychological impact, contributing to caregivers’ anxiety, depression, and stress.

Some studies, however, revealed that several factors protected caregivers and led to positive psychological outcomes. These factors, including finding meaning, being optimistic, having social support, and accessing practical or emotional support, were linked to improved caregivers’ coping and well-being. Other studies found that interventions such as peer support sometimes reduced distress. Not all studies measured psychological impact directly; in some cases, it was understood from well-being-related measures. Overall, it was observed that psychological impact was greatly influenced by caregiving demands, uncertainty, decision-making, healthcare services, crises and financial insecurity. 

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Psychological impacts were combined from directly reported outcomes, findings inferred from quantitative measures, and studies that did not directly measure psychological impact.

[bookmark: _Toc227144497]4.2.3	Social Impact on Family Caregivers
Across the included studies, it was found that caring for a family member with dementia significantly impacted caregivers' social lives. Caregivers often felt socially isolated, participated less in social activities, and experienced changes in relationships and roles. Caregiving responsibilities often reduced caregivers’ ability to keep friendships, enjoy leisure or community activities, and even live independently. Evidence showed that social withdrawal among caregivers was often linked to lack of time, emotional tiredness, and the unpredictable demands of caregiving.

Social isolation and loneliness were recurrent findings. Caregivers reported losing friendships, having less contact with extended family, having smaller social networks, and feeling like they did not belong. Loneliness, a common finding, was often measured using various parameters, and the results varied by caregiving role and living situation. The evidence also showed that non-spouse and co-resident caregivers were at higher risk of social isolation and loneliness and were also described as part of their anticipatory grief.

The reports also noted that interactions with health and social care services significantly affected caregivers’ social experiences. Caregivers reported strained relationships with professionals, feeling marginalised, and being left out of decisions. Poor communication and fragmented services often led to feelings of social exclusion, especially during long diagnostic processes. 

The caregiving role also changed family relationships and social roles. Caregivers reported role changes and family conflicts about who should provide care. Financial pressures also changed living arrangements and long-standing family roles.

The COVID-19 pandemic worsened social impacts. Caregivers experienced more isolation, separation from family, less contact with professionals, service closures, and limits on visits. Although digital technology helped people stay in touch, it could not fully replace face-to-face contact. Some caregivers continued to struggle socially even after the COVID-19 restrictions were lifted.

Despite the negative impacts, several studies reported positive social outcomes, especially when caregivers had access to supportive environments. Peer support groups, dementia cafés, online forums, social prescribing, and community activities helped reduce isolation, increase social interaction, and create a sense of belonging. Sharing experiences with others was especially important. Caregivers felt more included when support programs recognised different caregiving roles and cultural backgrounds. Not all studies examined social impact directly; in some cases, it was shown through measures of social support or resources. 

Overall, social impact was a major part of dementia caregiving, and strong social connections and peer support improved wellbeing when suitable support was available.

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Social impacts were combined from directly reported results, findings based on indirect measures such as social support or resources, and studies that did not treat social impact as a separate outcome.

[bookmark: _Toc227144498]4.2.4	Physical Impact on Family Caregivers
Across the included studies, the physical impact on family caregivers was reported rarely and inconsistently. Most studies did not examine physical health as a separate part of caregiving. Physical impacts were often only briefly mentioned or treated as secondary issues, without clear evidence of physical strain, tiredness, or health problems. Several studies explicitly stated that physical impact was not assessed.

Although several studies discussed caregiving burden, stress, and exhaustion, these were usually seen as emotional or psychological issues rather than physical health problems. In studies that included physical health, it was often treated as background information or measured indirectly through general health or quality-of-life measures. Very few studies focused directly on caregivers’ physical experiences.

Only a small number of studies reported physical impacts directly. In one study, caregivers reported physical exhaustion, ongoing tiredness, strain, and poorer physical health as a result of heavy caregiving tasks, such as lifting, assisting with mobility, and dealing with falls. Some caregivers said they could no longer continue their caregiving responsibilities due to factors such as reduced strength, ageing, or long-term strain.

Another study reported that the COVID-19 pandemic worsened the physical impact. Caregivers often felt more exhausted due to higher care demands, less support, and long periods of intense caregiving during lockdowns. Overall, quantitative evidence on physical impact was limited. One study reported that poorer physical health, reduced fitness, and lower well-being are closely linked, while another found a small positive link between social support and the physical aspect of quality of life. Detailed descriptions of physical strain and fatigue were mostly missing. Overall, the synthesis shows that physical impact is rarely reported in the literature. When it was studied, caregiving was linked to exhaustion, strain, and declining health, especially during intense care with little support. This suggests that physical impact is a less explored aspect of family caregiving in dementia.

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Physical impacts were combined by identifying studies that directly reported physical health outcomes, separating these from indirect or background mentions, and noting studies that did not examine physical impact as a separate outcome.

[bookmark: _Toc227144499]4.2.5	Financial Impact on Family Caregivers
Across the studies, the financial impact of caregiving was inconsistently reported. Most of the studies did not examine financial outcomes as a separate issue. Financial matters were often mentioned only in the background or indirectly through employment or access to services, rather than measured as caregivers’ personal financial burden. Some studies clearly stated that the financial impact was not assessed.

Issues like employment disruption, lost income, unpaid caregiving, and costs were sometimes discussed; however, the studies did not report the actual financial burden or strain on caregivers. Some intervention studies looked at service costs but did not examine caregivers’ personal financial situations.

A few studies highlighted financial burden as an important part of caregiving. Caregivers reported high personal expenses, especially when government services were delayed. Some of the reported costs included private care, respite services, equipment, transport, and specialist appointments. 

The financial impact was particularly evident in delayed diagnoses and fragmented care. It was reported that caregivers paid for private assessments, consultations, and travel, while also losing income due to long diagnostic processes. Work-related problems were very common. Many caregivers had to reduce their working hours or leave their jobs to manage their caregiving responsibilities.

Some caregivers also went through serious financial difficulties. This often happened because caregiving became more demanding, support was limited, and living arrangements had to change, especially during the COVID-19 pandemic. One study reported several financial effects, which included loss of income, reduced pension contributions, use of savings, higher care costs, and payments for private care services. Difficult-to-access financial support systems worsened the financial burden, leading some caregivers to depend on savings, loans, or the sale of property.

Quantitative evidence on the financial impact was limited. One intervention study reported no significant cost difference between caregivers whose patients received intervention and those in standard care groups.  However, the study did not examine personal financial burden. Overall, the synthesis shows that financial impact is underreported in the literature. 

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Financial impacts were combined by identifying studies that directly reported caregivers’ personal financial burden, separating these from system-level economic analyses, and noting studies that did not examine financial impact as a separate outcome.

[bookmark: _Toc227144500]4.3	Major Challenges Faced by Family Caregivers
Across the studies, family caregivers of people with dementia faced many connected challenges in emotional, psychological, social, physical and financial areas. These challenges often accumulate over time and intensify at crucial moments, such as diagnosis, crises, care transitions, and end-of-life decisions.

It was common for caregivers to report emotional and psychological challenges, which included ongoing grief, guilt, anxiety, stress, and general emotional strain. Anticipatory grief, uncertainty about future decline, and end-of-life issues were especially difficult, particularly when advance care planning was lacking. Caregivers also experienced emotional exhaustion, changes in their abilities to cope with caregiving responsibilities and difficulty balancing caregiving with their personal well-being. In some cases, when caregivers appeared to be “coping well,” they received less support, even though they still needed help.

Decision-making was a major challenge for caregivers. They struggled to make choices for individuals who could not decide for themselves. These difficulties were often made worse when caregivers were uncertain about their decisions, had limited professional guidance, or had poor communication. Also, caregivers reported that making decisions during crises added even more stress, especially during the COVID-19 pandemic.

The report highlighted that navigating health and social care services was often difficult. Caregivers reported broken systems, poor continuity, limited professional understanding of dementia, unclear information, and trouble getting support on time. Repeated referrals, long waiting times, disagreements with services, and being left out of discussions meant that caregivers had to keep pushing and asking for help. This made it harder for them to continue providing quality care.

Problems with services were also reported in both home care and residential care. Caregivers often reported inflexible home care, frequent staff changes, poor training, and difficulty finding suitable care homes. Dealing with challenging behaviours, crisis situations, and the increasing frailty of the person with dementia placed extra pressure on caregivers, and some of them felt they had reached their limits.

Social challenges were also commonly reported. This included isolation, loss of personal identity, reduced social involvement, strained family relationships, and sibling conflicts. Limited peer support and feelings of being marginalised increased isolation, which became worse during the COVID-19 pandemic because of reduced services, loss of respite care, and long periods of isolation.

Financial and physical challenges were reported in several studies. Caregivers found it difficult to fully understand financial benefits and experienced inconsistent assessments when applying for support. They often had to make repeated appeals and experienced delays in receiving support. These difficulties increased financial uncertainty and stress. 

Work-related issues, such as cutting back hours to continue caregiving, added to these pressures. Overall, the synthesis shows that caregiving challenges are complex and connected, influenced by systems, relationships, and context. These challenges often build up over time, highlighting the need for support that is accessible, well-coordinated, and inclusive.

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Caregiving challenges were combined from directly reported experiences, challenges identified indirectly through measured outcomes, and studies that did not clearly list challenges as separate findings.

[bookmark: _Toc227144501]4.4	Factors Influencing the Caregiving Experience
Across the included studies, it was reported that caregiving experiences were influenced by a complex mix of personal, relationship, service, and system factors. These factors affected how caregivers understood, managed, and continued their roles, leading to differences across settings and stages of dementia.

Individual and relationship factors played a very important role. The quality and history of relationships, the type of caregiving relationship, living arrangements, and the ability to maintain a sense of self and personal boundaries were factors that significantly influenced caregiving experiences. Caregivers who found meaning in their role or felt their relationship with patients was mutual often had more positive experiences. In contrast, role reversal and relationship imbalance caused more stress. 

Personal qualities such as resilience, optimism, confidence, and acceptance also influenced how caregivers coped with their responsibilities. However, resilience did not always mean they were free from emotional distress. Age, physical strength, work situation, and gender expectations also affected caregiving, especially when caregivers had to balance care with jobs and family responsibilities.

Social support was a key factor. The report showed that having enough support from family, friends, and peers was linked to better well-being and quality of life. Peer support helped caregivers feel understood and cope better, while poor social connections, stigma, and weak support networks made experiences worse. Differences in caregiving roles and living arrangements also affected how vulnerable caregivers were to loneliness and isolation.

Service-related factors were consistently important. Caregivers’ experiences were primarily influenced by the availability, accessibility, and coordination of health and social care services. When healthcare services were fragmented systems or poorly organized, it often created additional stress for caregivers. Caregivers’ experiences strongly depended on professionals’ knowledge of dementia and clear communication.  Access to specialist support helped improve caregivers’ experiences. However, delayed diagnoses, unclear care pathways, long waiting times, and the lack of a single point of contact often made caregiving more difficult.

Access to information and communication also affected caregivers’ experiences. Caregivers’ experiences were significantly affected by how clear, timely, and accessible the information was. Poorly timed or unclear communication increased stress, especially during crises. The report also showed that when caregivers had the opportunity to receive formal education, they took a more active role in the care process. givers take a more active role. However, factors such as digital access, language, and cultural representation influenced how fully they could participate.

Caregiving experiences were also shaped by structural and contextual factors, such as how services were organised, the availability of community and voluntary resources, geographic location, and financial resources. The ability to pay for care privately also affected caregivers’ independence, the choices they could make, and their access to timely support. Also, taking part in interventions such as psychosocial, psychological, or social programs provided coping strategies, emotional support, and connections with peers. The extent to which caregivers engaged with these interventions depended on accessibility, how they were delivered, the quality of facilitation, cultural relevance, digital skills, and overall appropriateness.

The stage of dementia and how intense caregiving was where crucial factors in shaping caregivers’ experiences. Caregivers’ needs changed throughout the journey depending on symptom severity, other health conditions, crisis events, and disease progression. The length of time spent caregiving and the availability of additional support influenced caregivers’ burden, grief, and coping ability. The COVID-19 pandemic brought additional challenges, including fear of infection, reduced services, rapid policy changes, and increased reliance on voluntary sector support.

Overall, caregiving experiences were influenced by a mix of personal, relationship, social, service, and system factors. These factors could either help or hinder caregivers, affecting their ability to cope, adapt, and continue providing care over time.

Transparency statement
This synthesis brings together findings from the 26 studies reviewed. Influencing factors were combined from directly reported personal, relationship, service-related, and systemic influences, while clearly showing differences across the studies.

[bookmark: _Toc227144502]4.5	Limitations of the research
1. Limited evidence on physical impacts: Physical impacts on family caregivers were rarely studied as main outcomes. Most studies did not report physical health effects or mentioned them only indirectly. When they were examined, the focus was mostly on fatigue, physical strain, or reduced capacity, showing a clear gap in evidence across different dementia stages and over time.
2. Underrepresentation of financial impacts: While some studies noted significant financial impacts, such as income loss, private care expenses, and work disruption, most did not look at caregivers’ personal financial burden. Financial issues were usually considered at a system or service level, making it hard to understand the full scale and long-term effects of financial strain.
3. Inconsistent examination of caregiving roles: Differences in caregiving roles, such as spouses and adult children, were not consistently examined. Evidence is also limited on how caregiving experiences vary by relationship type, gender, age, work status, or living arrangements.
4. Limited evaluation of intervention mechanisms: Although some interventions showed positive outcomes, few studies explored how or why they worked. There is limited evidence on how cultural relevance, service delivery methods, inclusivity, digital access, and service context affect caregiving experiences.

[bookmark: _Toc227144503]4.6	Strength of the research
1. The study employed a systematic literature review process, which provides a structured yet transparent approach to identifying, selecting and analysing relevant studies. 
2. The study focused specifically on UK-based research, which makes the study highly relevant to UK health and social care practices 
3. The research used 26 peer-reviewed studies, which significantly strengthened the quality of the evidence base. 
4. The research employed the use of thematic analysis, which enabled the identification of key patterns and themes. 
5. The study examined the emotional, psychological, social, physical and financial impacts on family caregivers, which provided a comprehensive understanding of dementia caregiving. 
6. The research identified the key gaps in the literature, particularly in relation to physical and financial pacts, which help support the need for further research.

[bookmark: _Toc227144504]4.6 	Summary of Chapter Findings
This chapter synthesised findings from 26 studies on the experiences of family caregivers of people with dementia in the United Kingdom. Seven main themes were identified. These themes highlight the varied impacts of caregiving, the key challenges caregivers face, and the factors that shape their experiences.

Caregiving was linked to several emotional and psychological effects, including grief, anxiety, stress, and emotional exhaustion. These feelings were often stronger during times of uncertainty, crisis situations, delayed diagnosis, and end-of-life decision-making. Despite these difficulties, some caregivers reported positive experiences when they found caregiving meaningful or received enough support and emotional understanding from others.

Social impacts were significant, with caregiving associated with isolation, reduced social participation, and disruption to family and social roles. Fragmented services heightened feelings of marginalisation, whereas peer support and community resources helped reduce isolation and promote social connection. Physical and financial impacts were less consistently examined. Physical strain and fatigue were reported in only a few studies, showing limited evidence on physical consequences, while financial impacts were inconsistently addressed despite indications of stress from employment disruption, private care costs, and income loss.

Major challenges for caregivers included navigating complex care systems, making difficult decisions, accessing timely and appropriate services, coping with social isolation, and balancing caregiving with their work and personal lives. These challenges were often heightened during critical points, such as diagnosis, crises, care transitions, and the COVID-19 pandemic.

Overall, the findings show that family caregiving in dementia is a complex and ever-changing experience, influenced by emotional, psychological, social, physical, and financial factors. Caregiving experiences were influenced by personal characteristics, the nature of relationships, the level of social support, access to services, professional knowledge, the quality of communication, and wider system factors.

The synthesis also highlights key gaps in the evidence, particularly regarding physical and financial impacts, which underpin the recommendations and conclusions presented in the next chapter









[bookmark: _Toc227144505]CHAPTER 5
[bookmark: _Toc227144506]Recommendations and Conclusion
[bookmark: _Toc227144507]5.1 	Recommendations for Research
The findings of this systematic literature review highlight several key areas for future research to strengthen the evidence on family caregiving in dementia in the UK context.

First, the review of the included studies shows a clear need for further research, especially on the physical impacts of caregiving. From the review, it was observed that emotional, psychological, and social effects were critically examined, whereas physical health outcomes were examined only sparingly as a focus. When physical impacts were reported, they were usually limited to fatigue, physical strain, or reduced physical capacity and came from only a few studies. Future research should directly explore caregivers’ physical health, including muscle and joint strain, sleep problems, chronic conditions, and long-term physical decline. Longitudinal studies would be especially useful for understanding how physical impacts build up or change across different stages of dementia.

Second, it is important that the financial impacts on family caregivers be studied more systematically. A few studies reported serious financial strain, including income loss, work disruption, private care costs, and the use of savings; however, most studies did not explore caregivers’ personal financial situations in detail. Future research should go beyond system-level cost analyses to examine household-level economic effects, including long-term financial insecurity, pension implications, and intergenerational effects. 
.
Third, the review highlights the need for more longitudinal research across the caregiving journey. Most studies examined caregivers’ experiences at a single point in time or focused on specific events such as diagnosis, crises, interventions, or the COVID-19 pandemic.

Fourth, future research should endeavour to employ integrated, multi-domain approaches to caregiving. The report's findings show that emotional, psychological, social, physical, and financial impacts are closely linked, yet these areas are often studied separately. Research that directly examines how these impacts interact and build on one another is important, as it would offer a more complete understanding of caregiving experiences.

Fifth, evidence on diverse caregiving contexts and populations remains limited. Although a few studies examined differences between spouses and adult children, caregivers of people with rarer forms of dementia, or those caring for individuals with additional health conditions, were largely underrepresented. Further research should therefore explore how caregiving experiences vary by relationship type, gender, age, work status, cultural background, and socioeconomic circumstances to better address inequalities in burden and access to support.

Finally, future intervention research should focus more on understanding how interventions work, the settings in which they are delivered, and how they can be sustained over time. While some interventions showed positive emotional, psychological, or social outcomes, the limited examination of why they were effective remained. Future studies should therefore explore factors such as cultural relevance, inclusivity, accessibility, digital skills, integration with existing services, and long-term engagement to help design interventions that are both effective and equitable.



























[bookmark: _Toc227144508]5.2 	Recommendations for Policy and Practice
The findings of this review have significant implications for dementia policy and practice in the United Kingdom, especially in highlighting the need to recognise and support family caregivers as essential partners in care.

First, the report shows a clear need for better-coordinated, integrated health and social care systems. Fragmented services, poor communication, and lack of continuity were repeatedly identified as major challenges that increased the difficulty of caregiving. It is therefore important that policymakers should prioritise the development of integrated care pathways, stronger collaboration between healthcare services, and clear, consistent points of contact. These actions could help reduce caregiver burden and limit dependence on emergency or crisis-based care.

Second, ensuring timely and accurate diagnosis should be an important policy priority. Delays in diagnosis, unclear care pathways, and limited professional knowledge, especially about rare types of dementia, were often linked to increased emotional, psychological, and financial stress for caregivers. Policy measures should also focus on improving professional training, creating clearer diagnostic processes, and ensuring fair access to specialist support. These actions can help reduce caregivers' stress and the need to rely on private healthcare.

Third, policies should directly address family caregivers' financial vulnerability. This may include providing clear and accessible information on financial entitlements, simplifying assessment and eligibility processes, and offering proactive support for financial planning. Assisting caregivers in managing complex financial systems and preparing for future care costs may help reduce long-term economic strain and promote more equitable access to services and support.

Fourth, the review highlights the importance of social, peer, and community-based support interventions. Services such as dementia cafés, peer support groups, online forums, and social prescribing initiatives helped reduce social isolation and improve caregivers’ wellbeing, particularly when they were accessible, inclusive, and culturally appropriate. Policymakers should therefore support sustainable funding, ongoing development, and better integration of these services within local dementia care systems.

Fifth, it is important that education and training methods for health and social care professionals place greater emphasis on communication skills, relational care, and the recognition of caregivers lived experience. Caregiving experiences were heavily influenced by the feeling of being heard, respected and involved in the decision-making process. Improving communication and using approaches that actively involve caregivers could greatly enhance their experiences without requiring significant additional resources.
 
Finally, policy and practice should therefore acknowledge that caregiving is a dynamic and evolving role. Support needs change as dementia progresses, caregiving demands increase, and caregivers’ personal circumstances change. Providing a flexible, anticipatory, and stage-specific support is crucial to prevent burnout, maintain caregivers’ capacity, and reduce dependence on emergency or crisis-driven care.





























[bookmark: _Toc227144509]5.3 	Conclusion
This systematic literature review brought together findings from 26 studies on the experiences of family caregivers of people with dementia in the United Kingdom. Seven key themes were identified, reflecting the emotional, psychological, social, physical, and financial impacts of caregiving, as well as the main challenges caregivers face and the factors influencing their experiences.

The findings showed that caregiving is linked to considerable emotional and psychological burden, which becomes worse with uncertainty, fragmented services, and crisis situations. Social isolation and disruption of relationships were also common, especially when support was limited or services were withdrawn. In comparison, physical and financial impacts were examined less consistently. However, some studies still reported that caregivers experienced significant physical strain and financial difficulties.

Family caregivers often face complex and ongoing challenges. These included navigating health and social care systems, accessing timely and appropriate support, making ethical and care-related decisions, and balancing caregiving with their personal, family, and work responsibilities. These challenges were influenced by different factors such as individual characteristics, relationship dynamics, access to social support and the quality of services. 

While the literature highlights caregivers’ resilience and ability to adapt, it also exposes significant gaps in the evidence. Addressing these gaps is crucial and vital to developing more inclusive, coordinated, and sustainable support for family caregivers. Overall, this review highlights the important role family caregivers play in dementia care. It also shows the urgent need for research, policy, and practice to recognise, support, and value caregivers’ contributions.
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	Author/s and publication year
	Aims
	Methodology and methods
	Summary and key findings
	Main Focus
	Location

	Stevens-Neck et al. (2022)
	To evaluate the feasibility, acceptability, and preliminary effectiveness of an online programme addressing pre-death grief and loss in carers of people with rarer dementias.
	Pre–post interventional mixed methods study. Nine family carers in the UK participated in a six-session online, facilitated group programme; interviews and wellbeing measures were collected.
	The programme was feasible and acceptable, with very high attendance. Findings suggested improved quality of life, reduced depression, and greater acceptance of grief and loss among carers.
	Online program helping carers process grief and loss in rare dementia caregiving
	UK

	Mogan et al. (2022)
	To explore bereaved informal caregivers’ experiences of health and social care services when supporting a person with dementia at home at the end of life.
	Qualitative interview study using in-depth semi-structured interviews with 29 bereaved informal caregivers; thematic analysis was used.
	Four main themes were identified: poor continuity of care, lack of expertise, limited advance care planning, and loss of autonomy. Caregivers reported dissatisfaction with fragmented and inflexible services.
	Experiences of end‑of‑life care at home for people with dementia
	UK

	Cherry et al. (2019)
	To explore the processes through which carers derive meaning from caring for a person with dementia.
	Qualitative study using in-depth semi-structured interviews with 20 carers; analysed using pluralist qualitative methodology.
	Carers derived meaning through relationship reciprocity, maintaining a protected sense of self, and social connectedness. Meaning-making supported coping and well-being despite caregiving strain.
	How carers derive meaning from caring for people with dementia
	UK

	Brazil et al. (2018)
	To evaluate the effectiveness of advanced care planning with family carers in dementia nursing homes.
	Paired cluster randomised controlled trial involving 24 nursing homes in Northern Ireland, UK; intervention included facilitation, family meetings, education, and documentation of care planning.
	Advance care planning reduced decisional conflict and improved carers’ perceptions of quality of care. The findings support structured communication and family education in dementia care planning.
	Effectiveness of advanced care planning for dementia residents and carers
	Northern Ireland, UK

	Price et al. (2025)
	To explore the type and frequency of social support provided in an online forum for caregivers of people with comorbid dementia and cancer.
	Mixed methods study using descriptive statistics and qualitative content analysis of 893 posts from 258 forum users.
	Informational and emotional support were the most common forms of support. The forum served as a useful and accessible source of peer support and caregiving advice.
	Social support provided in online forums for dementia carers
	UK

	Jones et al. (2019)
	To understand resilience in informal dementia care and how carers maintain coping without losing their own identity.
	Qualitative study involving 13 carers, as listed in your appendix summary.
	The study showed that resilience does not mean absence of distress. Carers continued to experience emotional strain, but meaning, optimism, and support helped them cope and adapt.
	Understanding resilience in informal dementia care
	UK

	Akhtar et al. (2017)
	To report carers’ experiences of dementia cafés and generate recommendations for improving them.
	Qualitative interview study with 11 informal carers from five dementia cafés; thematic analysis was used.
	Carers valued dementia cafés highly for support and social connection. Recommendations included better training for coordinators, clearer presentation of services, and stronger dedicated support for carers.
	Experiences of dementia cafés and recommendations for support
	UK

	Livingston et al. (2019)
	To assess the long-term clinical effectiveness of the START psychological intervention and its effect on cost and care home admission.
	Randomised controlled trial with 260 family carers, comparing START with treatment as usual over 6 years.
	START improved carers’ anxiety and depression outcomes over the long term without increasing care costs. It is one of the strongest intervention studies in your review.
	Long‑term effectiveness of the START psychological intervention
	UK

	Gilsenan et al. (2022)
	To examine the dimensional structure and usefulness of the Marwit-Meuser Caregiver Grief Inventory in a UK sample of dementia carers.
	Quantitative survey of 508 caregivers using exploratory factor analysis and associated psychological measures.
	A three-factor model of anticipatory grief was supported. The short-form grief inventory showed acceptable validity and reliability, making it useful for assessing caregiver grief.
	Factor analysis of the caregiver grief inventory
	UK

	Parkinson et al. (2020)
	To identify how social coping helps sustain family care for people living with dementia despite stress.
	Qualitative evaluation involving 17 family carers, as listed in your appendix summary.
	Social coping, especially seeking emotional and practical support from others, was critical in sustaining caregiving. Barriers such as limited resources and inadequate support weakened this coping process.
	Role of social coping and support in sustaining dementia care
	UK

	Scheibl et al. (2024)
	To adapt a Dutch web-based support intervention for family caregivers of people with dementia for use in the UK.
	Mixed methods co-design study using Accelerated Experience-Based Co-Design; interviews, workshops, and stakeholder consultation with caregivers and staff.
	Web-based support was broadly acceptable, but language and inclusivity required adaptation. The study highlighted the importance of co-design and cultural relevance in the development of interventions.
	Development of a web‑based caregiver support intervention
	UK

	Redley et al. (2025)
	To explore caregivers’ experiences of supporting a family member with dementia to remain at home while receiving crisis support services.
	Qualitative interview study using thematic analysis with caregivers who had experience of support from a team managing crises in dementia.
	Caregiver experiences were strongly shaped by crisis pressures and service engagement. Medication support and having a service to call in a crisis were seen as especially helpful, though long-term home support remained difficult.
	Experiences supporting relatives with dementia to live at home
	UK

	Davies-Abbott et al. (2024)
	To explore the diagnostic pathway experiences of people with rare dementia and their family caregivers in Wales, including emotional and economic consequences.
	Cross-sectional mixed methods study using semi-structured interviews and economic analysis; 10 participants were included.
	Diagnostic pathways were often delayed, confusing, and emotionally costly. Access to private care sometimes accelerated diagnosis, and higher costs were linked to repeated or inappropriate referrals.
	Diagnostic pathway experiences in rare dementia
	Wales, UK

	Francis and Hanna (2020)
	To understand informal carers’ experiences of UK dementia services and identify barriers in service access and support.
	Systematic review of eight UK studies, using a qualitative synthesis approach.
	The review highlighted problems in diagnosis pathways, limited information for carers, service access difficulties, and cultural differences in experiences. It emphasized the need for more accessible and responsive dementia services.
	Experiences of informal carers using dementia services
	UK

	Laparidou et al. (2019)
	To explore caregivers’ experiences and perceptions of interacting with health care services and whether such support mediates or intensifies caregiver stress.
	Qualitative study using focus groups and one interview with 18 caregivers and 17 healthcare professionals in Lincolnshire, UK.
	Caregivers reported fragmented services, poor communication, limited dementia knowledge among professionals, and insufficient support. Rather than reducing stress, services often added strain.
	Caregiver interactions with health services and stress
	UK

	Tuijt et al. (2021)
	To explore the experiences of people living with dementia and their family carers during the early months of COVID-19 restrictions in England.
	Qualitative study using remote interviews with 30 people with dementia and 31 family carers; thematic analysis was used.
	COVID-19 restrictions disrupted routines, increased anxiety, reduced social engagement, and added caregiving strain. Stable routines and social contact were important protective factors.
	Impact of COVID‑19 lockdown on dementia care
	England, UK

	Perach et al. (2023)
	To identify predictors and pathways to loneliness in people with dementia and carers during the COVID-19 pandemic in England.
	Longitudinal quantitative study using data from DETERMIND; baseline and follow-up assessments were completed before and after the first lockdown.
	Loneliness in carers was associated with anxiety, non-spouse co-resident caregiver type, more formal day activities, and cognitive impairment in the person with dementia. The study showed that loneliness during the pandemic operated through different mechanisms for carers and people with dementia.
	Predictors of loneliness among people with dementia and carers during COVID‑19
	England, UK

	Mohammed et al. (2025)
	To review the evidence on social prescribing interventions for carers of people living with dementia in the UK and identify processes, mechanisms, and outcomes.
	Complex intervention systematic review using PRISMA guidance; 17 studies were included.
	Social prescribing showed promise for improving wellbeing, social connection, practical support, and access to community resources, but the evidence base remained limited and a more robust evaluation was recommended.
	Social prescribing interventions supporting dementia carers
	UK

	Aker et al. (2021)
	To explore the challenges faced by family carers of people with dementia towards the end of life during the COVID-19 pandemic in England.
	Qualitative study using semi-structured interviews with eight telephone support line staff from two UK charities.
	Five themes emerged: care transitions, uncertainty in seeking support, pandemic-motivated care planning, maintaining wellbeing, and trust/loss of agency/confusion. Carers often delay seeking support because of fear and uncertainty.
	Challenges faced by carers during end‑of‑life decisions in COVID‑19
	England, UK

	Smith and Rodham (2022)
	To explore the experiences of adult daughters supporting a parent with dementia to remain at home.
	Qualitative study with eight adult daughters, as listed in your appendix summary.
	The study highlighted the emotional burden, the responsibilities, and the adjustments involved in providing parental care at home. Caregiving reshaped relationships, routines, and daughters’ sense of self.
	Experiences supporting parents with dementia at home
	UK

	Sutcliffe et al. (2013)
	To explore experiences of people with dementia and carers regarding dementia care services in the UK
	Qualitative focus group study with 27 participants (people with dementia and carers); thematic/content analysis
	Delays in diagnosis and difficulties accessing appropriate services were common; the need for better information, training, and flexible support services was identified
	Experiences of dementia care services
	UK

	Danby et al. (2024)
	To explore how family caregivers managed COVID-19 restrictions and adapted post-lockdown
	Qualitative study using semi-structured interviews with 14 caregivers; reflexive thematic analysis
	Caregivers experienced isolation and reduced service access but demonstrated resilience, optimism, and adaptation during and after lockdown
	Caregiving experiences during and after the COVID‑19 lockdown
	UK

	Mayrhofer et al. (2021)
	To examine the financial impact of young-onset dementia on individuals and families in the UK
	Quantitative online survey with 55 respondents; mixed question formats (binary, open-ended, multiple response)
	Diagnosis led to loss of income, increased care costs, and financial strain; complex assessment systems and lack of support worsened financial burden
	Financial impact of young‑onset dementia on families
	UK

	Cartwright et al. (2022)
	To validate the MSPSS scale for measuring social support among dementia caregivers
	Quantitative study with 270 caregivers; psychometric testing (reliability, validity, factor analysis)
	MSPSS showed strong reliability and validity; social support plays a key role in reducing caregiver burden and improving well-being
	Validation of the MSPSS social support scale for dementia carers
	UK

	Clare et al. (2019)
	To identify factors influencing caregivers’ ability to “live well” while caring for people with dementia
	Quantitative cohort study using 1,283 caregivers from the IDEAL study; structural equation modelling
	Psychological health, physical health, and social support significantly influence caregiver wellbeing, highlighting the importance of coping strategies and resources
	Factors associated with caregivers’ ability to live well
	Great Britain

	Wolverson et al. (2023)
	To explore the information needs of people with dementia and caregivers during mental health ward admission
	Mixed methods study including focus groups and content analysis of NHS leaflets
	Existing information materials did not meet caregivers’ needs; need for clear, accessible, and tailored information during hospital admission
	Information needs of dementia patients and carers in mental health wards
	UK
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A comprehensive and systematic search strategy was developed to identify relevant literature on the impact of caring for people living with dementia on family caregivers in the United Kingdom.
Databases Searched
· PubMed
· PsycINFO
· UWTSD LIBRARY
Search Terms and Keywords
· Dementia
· Alzheimer’s disease
· Family caregivers
· Informal carers
· Caregiving
· Impact
· Burden
· Experience
· United Kingdom / UK
Example Search String
(“dementia” OR “Alzheimer’s disease”) AND (“family caregivers” OR “informal carers”) AND (“impact” OR “burden” OR “experience”) AND (“United Kingdom” OR “UK”)
Search Limits Applied
· Publication date: 2015 – 2025
· Language: English
· Study type: Peer-reviewed journal articles
· Location: United Kingdom
Screening Process
· Titles and abstracts were screened for relevance
· Full-text articles were retrieved for eligible studies
· Inclusion and exclusion criteria were applied
Additional Search Methods
· Reference lists of selected articles were reviewed
· Backwards referencing was used to identify additional studies
Outcome of Search
· Records identified: 312
· Duplicates removed: 65
· Records screened: 247
· Studies included: 26
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The following inclusion and exclusion criteria were applied during the study selection process to ensure only relevant, high-quality studies were included in the review.
Inclusion Criteria
· Focused on people living with dementia and their family or informal caregivers
· Examined the impact of caregiving (e.g., emotional, psychological, social, physical, or financial)
· Conducted within the United Kingdom context
· Published between 2015 and 2025
· Written in the English language
· Published as peer-reviewed journal articles
· Used qualitative, quantitative, or mixed methods research designs
Exclusion Criteria
· Focused on non-dementia conditions
· Did not include family or informal caregivers
· Conducted outside the United Kingdom
· Published before 2015
· Not written in English
· Not peer-reviewed (e.g., reports, conference abstracts, dissertations)
· Focused solely on clinical outcomes without caregiver perspectives
These criteria ensured that the review remained focused, relevant, and methodologically robust, while minimising bias in the selection of studies.
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The Critical Appraisal Skills Programme (CASP) checklist was used to assess the quality of the included studies. Each study was evaluated against key criteria including clarity of aims, appropriateness of methodology, research design, data collection, analysis, and relevance of findings. Ratings were assigned as Yes, No, or Unclear.

	Author & Year
	Clear Aim
	Appropriate Method
	Data Collection
	Analysis
	Overall Quality

	Stevens-Neck et al.
	Yes
	Yes
	Yes
	Yes
	High

	Mogan et al.
	Yes
	Yes
	Yes
	Yes
	High

	Cherry et al.
	Yes
	Yes
	Yes
	Yes
	High

	Brazil et al.
	Yes
	Yes
	Yes
	Yes
	High

	Price et al.
	Yes
	Yes
	Yes
	Yes
	High

	Jones et al.
	Yes
	Yes
	Yes
	Yes
	Moderate

	Akhtar et al.
	Yes
	Yes
	Yes
	Yes
	Moderate

	Livingston et al.
	Yes
	Yes
	Yes
	Yes
	High

	Gilsenan et al.
	Yes
	Yes
	Yes
	Yes
	High

	Parkinson et al.
	Yes
	Yes
	Yes
	Yes
	Moderate

	Scheibl et al.
	Yes
	Yes
	Yes
	Yes
	High

	Redley et al.
	Yes
	Yes
	Yes
	Yes
	High

	Davies-Abbott et al.
	Yes
	Yes
	Yes
	Yes
	High

	Francis & Hanna
	Yes
	Yes
	Yes
	Yes
	High

	Laparidou et al.
	Yes
	Yes
	Yes
	Yes
	High

	Tuijt et al.
	Yes
	Yes
	Yes
	Yes
	High

	Perach et al.
	Yes
	Yes
	Yes
	Yes
	High

	Mohammed et al.
	Yes
	Yes
	Yes
	Yes
	High

	Aker et al.
	Yes
	Yes
	Yes
	Yes
	High

	Smith & Rodham
	Yes
	Yes
	Yes
	Yes
	Moderate

	Sutcliffe et al. (2013)
	Yes
	Yes
	Yes
	Yes
	High

	Danby et al. (2024)
	Yes
	Yes
	Yes
	Yes
	High

	Mayrhofer et al. (2021)
	Yes
	Yes
	Yes
	Yes
	High

	Cartwright et al. (2022)
	Yes
	Yes
	Yes
	Yes
	High

	Clare et al. (2019)
	Yes
	Yes
	Yes
	Yes
	High

	Wolverson et al. (2023)
	Yes
	Yes
	Yes
	Yes
	High



Overall, most studies were rated as high quality due to clear aims, appropriate methodologies, and rigorous analysis. Some qualitative studies were rated moderate due to smaller sample sizes, though they still provided valuable insights.
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The PRISMA 2020 checklist was used to ensure transparent and complete reporting of the systematic literature review. The table below outlines key sections of the checklist and where they are addressed in this dissertation.

	Section/Topic
	Checklist Item
	Location in Dissertation

	Title
	Identify the report as a systematic review
	Title page

	Abstract
	Provide a structured summary
	Abstract section

	Introduction
	Describe rationale and objectives
	Chapter 1

	Methods
	Eligibility criteria, information sources, search strategy
	Chapter 3

	Methods
	Study selection process
	Chapter 3

	Methods
	Data collection process
	Chapter 3

	Results
	Study selection (PRISMA diagram)
	Chapter 4

	Results
	Characteristics of included studies
	Chapter 4 & Appendix A

	Results
	Synthesis of results
	Chapter 4

	Discussion
	Summary of evidence
	Chapter 5

	Discussion
	Limitations
	Chapter 5

	Other
	Funding and conflicts of interest
	Not applicable / Not reported



This checklist demonstrates that the study adheres to PRISMA 2020 reporting standards, ensuring transparency, rigour, and completeness in the reporting of the systematic literature review.
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