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Chapter 1: Introduction, Context and Research Aim

1.1 Introduction
Dementia is one of the most pressing public-health challenges in the United Kingdom (UK), affecting hundreds of thousands of people and their families. It is a progressive condition that impacts memory, behaviour, and the ability to carry out daily tasks. As the population ages, the number of people living with dementia continues to rise, increasing the demand for long-term care and support. In most cases, this care is provided not by professionals but by family members or close friends.
Family carers play an essential role in supporting people living with dementia, yet their contribution is often undervalued and under-supported. Providing care can be rewarding, but it can also lead to stress, exhaustion, and emotional strain. Research shows that many carers face physical health problems, financial difficulties, and social isolation because of their caring responsibilities (Alzheimer’s Society (AS), 2022). The purpose of this research is to explore these challenges and evaluate what support systems exist to help family carers in the UK. Understanding their lived experiences is vital for improving both carer wellbeing and the quality of care provided to people with dementia.

1.2 Key Definitions
To ensure clarity and consistency, the following key terms are defined:
· Dementia – a progressive neurological condition that affects memory, cognition, communication, and the ability to perform everyday activities (National Health Service (NHS), 2023).
· Carer / Family Carer – an individual who provides unpaid care and support to a family member or friend living with illness, disability, or old age (Carers UK (CUK), 2022).
· Health and Social Care – services that provide medical, emotional, and practical support to individuals in need, often delivered collaboratively by the NHS and local authorities (DfE, 2023).
· Wellbeing – a holistic state of mental, physical, and emotional health, reflecting life satisfaction and resilience (World Health Organization (WHO), 2023).
These definitions will guide the discussion throughout the dissertation and ensure a shared understanding of the main concepts.

1.3 Background and Current Context
The number of people living with dementia in the UK is increasing each year. The Alzheimer’s Society (AS) (2022) estimates that more than 900,000 people currently live with dementia, and this figure is expected to surpass one million by 2030. The majority are cared for at home by relatives, most often spouses or adult children. This unpaid care saves the economy billions of pounds annually but often comes at a personal cost to carers’ health and wellbeing.
According to the National Health Service (NHS) (2023), family carers provide more than 40 hours of unpaid support per week on average. Many faces emotional exhaustion, physical fatigue, and reduced social connections. The Carers UK (CUK) State of Caring Report (2022) found that 75 per cent of carers feel anxious or stressed, while 45 per cent have developed health problems as a direct result of their caring role.
Policy frameworks such as the Care Act 2014 and the NHS Long Term Plan (2019) recognise the importance of carers, giving them rights to assessment and support. However, the King’s Fund (2022) argues that many carers remain unaware of these rights or find services too difficult to access. Limited respite care, long waiting times, and financial pressure often leave carers isolated and overwhelmed. This situation highlights the urgent need for better coordination between health, social care, and voluntary organisations to ensure that carers receive practical and emotional support.
Critical analysis of sources
Although organisations such as the Alzheimer’s Society (2022) and Carers UK (2023) provide valuable insight into carers’ experiences, their reports are often based on voluntary surveys and advocacy work, meaning findings may reflect the views of those already engaged with support networks. In contrast, peer-reviewed studies such as Greenwood and Smith (2019) highlight deeper emotional and relational changes within families that are not always captured in policy documents. This difference shows a gap between policy-led descriptions of need and the more complex realities identified in academic research. Recognising these contrasting perspectives strengthens the rationale for this study by demonstrating that carers’ challenges cannot be fully understood through policy evidence alone.


1.4 Rationale for Research
Caring for a person living with dementia can be both meaningful and demanding. While family carers provide most of the day-to-day support, they often do so with little external help. The NHS (2023) and AS (2022) stress that carers’ health and wellbeing are closely linked to the quality of life of the person with dementia. When carers become exhausted or unwell, the standard of care may decline, and hospital admissions may increase.
Despite the existence of policies such as the Care Act 2014 and the NHS Long Term Plan, carers frequently report feeling undervalued and excluded from decision-making processes. The CUK (2022) report revealed that many carers find it difficult to access respite services or financial support. They also experience emotional challenges such as grief, guilt, and loneliness. This research is significant because it seeks to understand these everyday realities and identify gaps in support provision.
By examining the lived experiences of family carers, this study aims to contribute to a better understanding of how dementia care can be improved through more inclusive and person-centred approaches. The findings will help inform professionals in health and social care about the types of interventions that could ease carers’ burdens and enhance overall wellbeing for both carers and people living with dementia.

Assumptions & unresolved questions
This study assumes that national policies—including the Care Act 2014 and NHS Long Term Plan—are implemented consistently across regions; however, research suggests that local authorities vary significantly in funding, staffing, and service availability (King’s Fund, 2023). There is also an underlying assumption that carers are aware of their legal rights to assessment and support, although evidence shows many remain unaware or struggle to access services. These unresolved issues highlight the need to analyse how existing literature represents carers’ experiences and whether policy intentions match everyday practice.

1.5 Aim and Objectives
Aim
To explore the challenges faced by family carers of people living with dementia in the United Kingdom and evaluate how health and social care systems can better support them.
Objectives
1. Define and examine the key challenges faced by family carers of people with dementia, including emotional, financial, and social factors.
2. Analyse the effectiveness of existing UK policies and frameworks, such as the Care Act 2014 and the NHS Long Term Plan, in supporting carers.
3. Evaluate the impact of caregiving on carers’ physical and mental wellbeing and their access to support services.
4. Provide recommendations to improve carer recognition, access to respite care, and inter-agency collaboration within health and social care systems.
These objectives will guide the structure of the research and ensure the study provides practical insights for improving carer support.
Aligning method & objectives
Each objective of this project can be addressed effectively through secondary research. Academic studies provide definitions and explanations of carers’ emotional, financial, and social challenges, while policy documents allow for analysis of national frameworks such as the Care Act 2014. Evaluating carers’ wellbeing is achievable through reviewing existing research on stress, coping, and health outcomes. Finally, recommendations can be developed by comparing findings across the literature to identify what support strategies are most effective. This ensures that every objective is grounded in evidence that can be accessed through systematic secondary analysis.


1.6 Conclusion
This chapter introduced the topic of dementia and the critical role of family carers in the UK. It defined the key terms, outlined the national context, and explained why this research is important within health and social care. The evidence demonstrates that while family carers provide essential support, they often face high levels of stress and limited access to help. Despite supportive legislation, the gap between policy and practice remains wide.
By identifying the research aim and objectives, this chapter sets the foundation for the next stage of the dissertation. Chapter 2 will review existing academic and policy literature, focusing on previous studies and theoretical perspectives related to caregiving, wellbeing, and dementia care in the UK.


Chapter 2 – Background and Literature Review
2.1 Introduction 
This chapter provides an overview of the background and existing literature on dementia and the experiences of family carers in the United Kingdom (UK). It outlines how the concept of caregiving has evolved within health and social care, highlighting key historical developments, theories, and policies that shape current support systems. The chapter also explores international and national approaches to carer wellbeing and protection, recognising the growing importance of unpaid care in an ageing society. Establishing this foundation supports the understanding of the challenges faced by carers and informs the research design discussed in the following chapter.
2.2 Historical Background 
Understanding the current challenges faced by family carers of people with dementia requires exploring how attitudes, policies, and care practices have developed over time. The historical development of dementia care in the United Kingdom (UK) reflects major changes in medical understanding, social attitudes, and government recognition of unpaid caregiving.
In the early twentieth century, dementia was often misunderstood and associated with normal ageing or mental illness. People with dementia were commonly placed in long-stay psychiatric institutions, where treatment focused more on containment than care. Progress began after the establishment of the National Health Service (NHS) in 1948, which provided free medical treatment and recognised mental health as part of public healthcare. This shift laid the foundation for community-based care and brought greater attention to the needs of both patients and their families.
The 1960s and 1970s marked a turning point in understanding dementia as a neurological condition rather than simply a psychological one. Advances in medical research, particularly through the work of organisations like the World Health Organization (WHO), helped to classify and study dementia scientifically. During the same period, growing awareness of long-term illness led to the early development of carer support networks, though most family caregivers still lacked recognition and assistance.
The establishment of the Alzheimer’s Society in 1979 represented a significant milestone. It provided education, advocacy, and research funding, while campaigning for better public understanding of dementia. The Society’s work directly influenced later policy changes and set the stage for more compassionate care approaches. Another key development was the founding of Carers UK (originally the National Council for the Single Woman and Her Dependants, 1965), which began highlighting the economic and emotional strain of unpaid care. These organisations continue to play central roles in policy development and public awareness.
The Community Care Act 1990 and Carers (Recognition and Services) Act 1995 formally acknowledged the rights and responsibilities of carers, marking the first time the government recognised unpaid care as an essential part of the health and social care system. This was followed by the Carers and Disabled Children Act 2000 and the Care Act 2014, which strengthened carers’ legal rights to assessment, support, and respite services.
Today, dementia care and carer support are guided by frameworks such as the NHS Long Term Plan (2019) and National Dementia Strategy (2009, updated 2023). These emphasise early diagnosis, community support, and carer wellbeing. Historically, the journey from institutionalisation to community-based support demonstrates how understanding, empathy, and policy have evolved together. Recognising these historical developments is essential to appreciating the ongoing challenges faced by family carers today — and to ensuring that future dementia policies remain compassionate, inclusive, and sustainable.
Critical Reflection on Historical Development
While the historical shift from institutional care to community support represents significant progress, some researchers argue that policy changes were often reactive rather than proactive. For example, Kitwood’s (1997) critique of institutional cultures highlighted systemic failures long before national policies responded. Although organisations such as the Alzheimer’s Society played an important role in raising awareness, the pace of policy reform has not always matched the growing complexity of carers’ needs. This highlights a gap between evolving understanding of dementia and the speed at which services and formal support structures have adapted.

2.3 Theoretical Background 
Understanding the challenges faced by family carers of people with dementia requires using psychological and social theories that explain stress, role adaptation, and care relationships. These frameworks help interpret the emotional, behavioural, and practical experiences of carers while guiding professional practice within health and social care.
The Stress and Coping Theory (Lazarus and Folkman, 1984) explains how individuals respond to ongoing stress through cognitive appraisal and coping strategies. Caring for someone with dementia is a long-term stressor that can cause emotional strain, fatigue, and social isolation. According to this theory, carers use two types of coping: problem-focused (seeking solutions or support) and emotion-focused (managing feelings of guilt or anxiety). Recognising these coping styles helps professionals design interventions such as counselling, peer support, and respite services that strengthen carer resilience.
Role Theory (Biddle, 1986) further explains how carers manage expectations within family and social contexts. Many carers experience “role strain” when balancing multiple responsibilities such as employment, parenting, and caregiving. As dementia progresses, family members often assume new identities as full-time carers, leading to emotional adjustment and potential relationship changes. Understanding these role transitions helps practitioners support carers in maintaining personal wellbeing and boundaries.
The Person-Centred Care Approach (Kitwood, 1997) remains central to dementia practice. It challenges the medicalised view of dementia by focusing on the individual’s identity, dignity, and emotional needs. Kitwood’s model encourages empathy, respect, and positive communication—principles that guide both professional and family carers. Adopting this approach helps carers maintain meaningful relationships and improves the wellbeing of those they support.
In the UK, these theories shape carer-focused policies and training. For example, the Care Act 2014 and NHS Long Term Plan (2019) recognise the importance of supporting carers’ physical and emotional health. The Stress and Coping framework underpins community-based programmes that teach stress management, while Role Theory informs policies promoting flexible working for carers. The Person-Centred Care model is applied through national initiatives such as the Dementia Well Pathway (NHS England, 2023), which emphasises personalised care planning and carer inclusion.
Each theory also has limitations. Stress and Coping Theory focuses mainly on individual response, overlooking wider social and financial pressures. Role Theory may not fully capture cultural differences in caregiving, while Person-Centred Care can be difficult to apply consistently due to time and resource constraints. Nevertheless, together they offer a holistic understanding of caregiving, combining emotional resilience, social identity, and compassion. These frameworks form the theoretical foundation for analysing carers’ experiences and improving dementia support systems in the UK.
Critical Analysis of Theoretical Approaches
Although the Stress and Coping Theory, Role Theory, and Person-Centred Care provide valuable frameworks, each offers only a partial explanation of carers’ experiences. Stress and Coping Theory focuses mainly on individual emotional responses and may overlook structural barriers such as limited respite services or financial strain. Role Theory explains changes in family dynamics but cannot fully account for cultural or socioeconomic variations. Person-Centred Care is widely promoted, yet its practical implementation often depends on staff training and available resources, which vary across regions. These limitations show that carers’ experiences are shaped not only by psychological processes but also by wider systemic and social conditions.

2.4 Global Perspective 
Dementia is a global public health challenge that affects millions of people and their families. According to the World Health Organization (WHO, 2023), over 55 million people live with dementia worldwide, and nearly 10 million new cases occur each year. Most care is provided by family members, often without formal training or adequate support. The global rise in dementia has highlighted the critical role of unpaid carers and the need for international policies that recognise and assist them.
The WHO Global Action Plan on the Public Health Response to Dementia (2017–2030) urges countries to promote awareness, improve diagnosis, and strengthen carer support. High-income nations such as the United Kingdom, Sweden, and Australia have developed structured policies to address these goals. In Sweden, local authorities provide publicly funded respite care and counselling for carers, reflecting a commitment to equality and accessibility. In contrast, many low- and middle-income countries (LMICs) rely heavily on informal family support, where care is often viewed as a moral or cultural duty rather than a social right.
Comparative analysis reveals key differences in how countries recognise and support carers. The UK’s Care Act 2014 and NHS Long Term Plan (2019) give carers legal rights to assessment and support, whereas in the United States, support depends largely on private insurance and voluntary organisations such as the Alzheimer’s Association (US). Research indicates that American carers experience higher financial and emotional strain due to fragmented healthcare provision (Brodaty et al., 2021).
Japan offers a distinctive model through its Long-Term Care Insurance System (2000), which provides financial and professional support to families caring for older adults. The system reflects Japan’s cultural respect for elders while ensuring universal access to long-term care. Similarly, Australia’s Carer Recognition Act (2010) acknowledges carers as partners in care and funds initiatives such as the Carer Gateway Programme, which provides training and counselling.
Case studies demonstrate successful global practices. In Sweden, the Family Care Competence Centre (SFCCC, 2020) coordinates carer education and respite programmes, improving wellbeing and delaying institutionalisation. In Japan, local governments provide dementia day centres and home-based care services that combine traditional values with modern support. In Australia, government-funded initiatives have improved early diagnosis and access to community services, empowering carers to manage stress and maintain social participation.
Overall, global perspectives highlight that effective dementia care depends on recognising carers as central to health systems. While the UK has made substantial progress, it can learn from international examples that combine public funding, education, and cultural awareness. Strengthening collaboration between countries and adapting best practices will help create more sustainable, equitable systems of support for carers worldwide.
Critical Comparison of International Models
Although global examples such as Sweden, Japan, and Australia demonstrate promising approaches to carer support, these models cannot always be directly applied to the UK. Cultural expectations, funding structures, and welfare systems differ widely. For example, Japan’s long-term care insurance system is successful partly because of cultural norms around ageing, while Sweden’s publicly funded services rely on higher taxation and a strong social welfare tradition. These contrasts highlight that while the UK can learn from global practice, imported strategies must be adapted to fit national policy frameworks and local community needs.

2.5 National and Local UK Context 
In the United Kingdom (UK), dementia care and support for family carers are central priorities within health and social policy. Nationally, this work is guided by legislation such as the Care Act 2014, which gives carers the same legal rights to assessment and support as those they care for. This marked a major shift by recognising carers as partners in care rather than informal helpers. The National Dementia Strategy (2009) and subsequent Prime Minister’s Challenge on Dementia (2020) further promoted early diagnosis, person-centred care, and community support. The NHS Long Term Plan (2019) reaffirmed these aims, focusing on improved post-diagnosis pathways and emotional wellbeing for carers.
National organisations including NHS England, Public Health England, and Health Education England work alongside charities such as the Alzheimer’s Society and Carers UK to implement these strategies. For example, the Alzheimer’s Society’s Dementia Connect programme offers information, emotional support, and local services, while Carers UK campaigns for financial recognition and workplace flexibility. Together, these bodies form an integrated framework for supporting carers, though access and funding vary across regions.
At the local level, Integrated Care Systems (ICSs) and Local Authorities are responsible for delivering services outlined in national policy. These include carer assessments, respite care, and home support. Many councils work with voluntary groups to tailor services to community needs. For instance, Manchester City Council’s “Dementia Friendly Communities” project promotes awareness and training, helping businesses and residents understand how to support people living with dementia. Similar initiatives operate across the UK, supported by the Alzheimer’s Society’s national network of Dementia Friendly Communities, which now exceeds 500 partnerships.
Devolved nations apply the same principles through their own frameworks. Scotland’s National Dementia Strategy (2021) emphasises community-based care and peer support, while Wales enforces carers’ rights under the Social Services and Wellbeing (Wales) Act 2014. Northern Ireland’s Dementia Strategy (2011) and Carers’ Support Framework (2022) promote advocacy and training for both carers and professionals. These regional variations demonstrate flexibility within a unified UK approach, ensuring that care systems reflect local priorities while maintaining national standards.
Despite strong policy foundations, challenges remain. The King’s Fund (2023) notes ongoing inequalities in access to respite care and financial support. Many carers experience emotional strain and limited awareness of available services. The government’s People at the Heart of Care (2022) reform aims to address these issues through better integration, workforce training, and sustainable funding. Continued collaboration between national agencies, local councils, and voluntary organisations remains essential to ensuring that carers across the UK receive consistent and effective support.
Critical Evaluation of UK Policy Implementation
Despite strong national policies, research shows that the consistency of support for carers remains uneven. The King’s Fund (2023) reports that carer assessments are not delivered equally across local authorities, and funding constraints mean that even when carers qualify for support, practical services such as respite care may be unavailable. Additionally, voluntary organisations often fill gaps left by statutory services, raising concerns about long-term sustainability. These inconsistencies indicate that the strength of UK policy does not always translate into reliable, everyday support for family carers.

2.6 Conclusion 
This chapter explored the historical, theoretical, and policy contexts surrounding the experiences of family carers supporting people with dementia in the United Kingdom (UK). It traced how understanding of dementia evolved from institutional care to person-centred and community-based approaches. Theories such as Stress and Coping, Role Theory, and Person-Centred Care were discussed to explain carers’ experiences and resilience. A global comparison highlighted how cultural and policy differences influence support systems, while UK frameworks such as the Care Act 2014 and NHS Long Term Plan demonstrate continued progress. These foundations inform the next chapter, which examines the research methods guiding this study.
Overall Limitations of Secondary Research
As this study relies entirely on secondary research, it is limited by the availability and quality of existing literature. Some sources, particularly organisational reports, may reflect advocacy perspectives rather than fully objective analysis. Additionally, not all findings are directly comparable due to differences in methodology, sample sizes, or regional contexts. Despite these limitations, secondary analysis remains a valuable and ethical method for exploring carers’ experiences, provided that sources are selected carefully and interpreted critically.
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