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CHAPTER 1: Introduction.
End-of-life and palliative care is a fundamental component of UK health and social care, dedicated to supporting people living with life-limiting or terminal illness, alongside their families and carers (Department of Health and Social Care [DHSC], 2021). Its core aim is to relieve physical, emotional, social and spiritual suffering, uphold personal dignity, and maximise quality of life, rather than to cure underlying conditions. Demand for these services is growing rapidly: Hospice UK (2023) projects that by 2040, over 75% of all deaths in the UK will follow a chronic illness trajectory, placing significant strain on existing service capacity. Despite strong national commitments to consistent, high-quality care for all, evidence shows provision remains uneven, with many people facing barriers to accessing the support they need. Too often, the most vulnerable people are left without help, while services struggle to keep up with fast-rising demand and growing expectations for fair, person-centred care for all.
Structure of the Dissertation
This dissertation explores challenges to equitable end-of-life care and identifies evidence-based best practice across health and social care settings. Chapter 2 provides a detailed analysis of historical, theoretical, international and UK national context; Chapter 3 outlines the secondary research methodology used; Chapter 4 presents and discusses key findings; and Chapter 5 sets out conclusions and actionable recommendations.
1.2 Definitions and Terminology.
Key Definitions
To ensure clarity for all readers, key terms are defined below using authoritative academic and official sources:
• Palliative Care: Defined by the World Health Organization (2020) as “an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual”. It can be delivered alongside active treatment, and is not restricted to the final stages of life.
• End-of-Life Care: Care provided in the final months, weeks or days of life, to help people live as well as possible until they die, and to support those close to them (National Institute for Health and Care Excellence [NICE], 2021). It forms a specific subset of broader palliative care provision.
• Person-Centred Care: An approach that places the individual’s needs, preferences, values and circumstances at the centre of all care decisions, rather than applying standardised routines (Kitwood, 1997).
• Marginalised Groups: Populations facing disproportionate access barriers, including ethnic minorities, people in socio-economically deprived areas, disabled people, and those experiencing homelessness (Seymour et al., 2022).

Acronyms and Abbreviations
• NHS: National Health Service
• NICE: National Institute for Health and Care Excellence
• DHSC: Department of Health and Social Care
• CQC: Care Quality Commission
• EOLC: End-of-Life Care

1.3 Background and Current Context.
Background
Modern palliative care in the UK was pioneered from the 1960s by Dame Cicely Saunders, who established St Christopher’s Hospice as the world’s first purpose-built specialist palliative care facility, and developed the holistic “total pain” framework addressing physical, emotional and social distress (Clark, 2018). For decades, provision was largely limited to specialist hospices, but the 2008 End of Life Care Strategy for England set out to integrate palliative skills across all NHS and social care settings. Subsequent policy including the Care Act 2014 and NICE (2021) guidelines placed statutory duties on services to deliver dignified, equitable care.
Current Context
However, implementation has been inconsistent. The CQC (2024) found only 62% of service users reported well-coordinated care, and fewer than half of people die in their preferred setting. Post-pandemic workforce shortages and funding constraints have widened gaps: Black, Asian and minority ethnic groups are 30% less likely to access specialist palliative care, while people in the most deprived areas receive significantly less support than those in affluent regions (Hospice UK, 2025). These persistent inequalities make this topic as urgent today as it was when national strategies were first introduced.
1.4 Rationale for Research / Problem Statement 
Purpose of the Research
While individual studies explore specific barriers such as staffing or funding, there is limited research that systematically brings together systemic challenges, policy impacts and cross-setting best practice. This research addresses this gap, as equitable end-of-life care is a core marker of a fair society, and identifying solutions is essential to uphold human dignity and reduce avoidable suffering.
Research Gap
Existing evidence often focuses on single settings or groups, rather than comparing challenges across NHS, social care and community services. There is also little synthesis
of how national policies translate to frontline practice, and which approaches most effectively reduce inequalities.
Practical Relevance
Findings will directly benefit service commissioners, care providers, frontline staff and policymakers, providing clear evidence to shape future service design, training and resource allocation.
1.5 Aim and Objectives
Research Aim
This research explores the quality of end-of-life and palliative care provision across UK health and social care settings. It identifies barriers to person-centred support and highlights evidence-based approaches to enhance comfort, dignity and quality of life for patients and families.
Research Objectives
1. Define and examine the core principles of person-centred palliative and end-of-life care, drawing on theory and national policy.
2. Analyse current literature, official evidence and national data to map service delivery challenges: staffing shortages, funding gaps, and unequal access for marginalised groups.
3. Evaluate findings through structured thematic analysis to assess how national policies and guidelines shape care standards and patient outcomes.
4. Formulate actionable recommendations for commissioners, healthcare professionals and social care providers to deliver equitable, compassionate end-of-life care across all settings.
1.6 Conclusion.
Summary of Chapter 1
This chapter has introduced the research topic, defined key terminology, outlined historical and current policy context, explained the rationale for the study, and set out the overarching aim and four specific objectives. It has established that while strong policy frameworks exist, significant gaps remain between intended standards and the care people receive, particularly for disadvantaged groups. It has also demonstrated that these inconsistencies are not isolated or random, but stem from deeper structural challenges including long-standing funding pressures, uneven service coverage, diagnostic bias, and a lack of joined up working across health, social care and voluntary sectors. What remains less clearly understood is how these barriers operate in everyday practice, how they are experienced by patients, families and care providers, and what practical changes could help turn policy commitments into equitable, person-centred care for all.

CHAPTER 2: Background Information and Analysis
This chapter sets out the broader context for the research, establishing the historical, theoretical, international and national foundations needed to understand current end-of-life and palliative care challenges. It provides critical analysis of how the field has developed, the theories that underpin best practice, how the UK compares to other nations, and the policy landscape shaping service delivery today. This chapter focuses on existing evidence and context only; detailed analysis of your specific research themes will be presented in Chapter 4. The information here will frame your methodology in Chapter 3 and provide a benchmark against which to evaluate your findings.
Historical Background:
Development of the Topic

Before the 1960s, care for people nearing the end of life was largely focused on medical treatment in hospitals, with little attention paid to pain control, emotional support, or personal dignity (Clark, 2018). Many people died in institutional settings without the comfort of family or individualised care. This changed fundamentally with the work of Dame Cicely Saunders, widely recognised as the founder of the modern palliative care movement. Her pioneering work at St Christopher’s Hospice, opened in 1967, introduced the concept of “total pain” – the understanding that suffering is physical, emotional, social and spiritual – and established holistic care as the gold standard (Saunders, 1993).

For the next 40 years, specialist palliative care was delivered almost exclusively by independent hospices, with limited integration into mainstream NHS or social care. The first major national shift came with the publication of the End-of-Life Care Strategy for England (Department of Health, 2008), which set out a vision for universal access to high-quality palliative support across all care settings. Key milestones since then include: the Care Act 2014, which placed a statutory duty on local authorities to consider people’s wellbeing and preferences in care decisions; the NICE Guidelines for End-of-Life Care for Adults (2021), which set consistent national standards; and the Health and Care Act 2022, which aimed to remove barriers between health and social care services.
Significant Historical Contributions
Alongside Dame Cicely Saunders, key figures include Tom Kitwood, whose 1997 work on person-centred care revolutionised how dignity and autonomy are understood in practice. Organisations including Hospice UK, Marie Curie, and Macmillan Cancer Support have also been central to shaping policy, collecting evidence, and advocating for fairer access for marginalised groups. Their work has moved palliative care from a niche specialism to a core component of universal health and social care.

2.3 Theoretical Background
Key Theories and Concepts:

This research draw on three foundational theories:

1. Person-Centred Care (Kit wood, 1997): This theory argues that care must be organised around the individual’s identity, values and choices, rather than their illness or organisational routines. It identifies “malignant social psychology” – ways of interacting that diminish a person’s sense of worth – as a key barrier to good care. This is central to the study, as the core aim is to identify how to deliver care that respects individual needs.

2. Social Determinants of Health (Marmot, 2020): This framework explains how social, economic and environmental factors – such as income, housing, education and discrimination – shape health outcomes and access to services. It underpins the analysis of why marginalised groups face greater barriers to end-of-life care.

3. Equity of Access Theory (Levy & Landman, 2017): This distinguishes between “equal access” (treating everyone the same) and “equitable access” (providing extra support to those who need it most). It highlights that national policies can appear fair on paper but still leave groups behind if they do not account for existing disadvantage.
Application of Theories

Previous research has used person-centred care to evaluate care home and hospital practice, but less often to analyse systemic barriers such as funding or staffing (Seymour et al., 2022). The social determinants framework has been applied to cancer care, but rarely to cross-setting end-of-life provision. This study combines these theories to look at both individual practice and wider system design.

Critical Evaluation

Person-centred care is widely accepted as an ideal, but critics argue it is often difficult to implement in under-resourced services, where staff lack time or training to build individual relationships (O’Reilly et al., 2023). There is also ongoing debate about how to balance individual choice with limited public resources, and how to define “need” fairly across different groups. These debates are central to identifying realistic, evidence-based recommendations. 
2.4 International Context
Global Perspective

The World Health Organization (2021) Global Strategy for People-Centred and Integrated Health Services recognises palliative care as a universal human right, yet it is estimated that only 14% of people globally who need it currently have access (WHO, 2024). High-income nations approach this in very different ways.

Comparative Analysis

• Scotland: The National Palliative and End of Life Care Strategy 2022–2032 adopts a “right to care” model, placing duties on all public bodies to deliver consistent support, with strong investment in community outreach. Early data shows it has reduced inequalities in access for rural communities (Scottish Government, 2025).

• Ireland: The Palliative Care Competence Framework makes palliative training mandatory for all health and social care staff, not just specialists. This has improved confidence in non-specialist settings, but workforce shortages remain a challenge (Health Service Executive, 2024).

• New Zealand: The Palliative Care Funding Review (2023) moved to ring-fenced national funding, reducing regional variation. This is widely cited as a model the UK could learn from.

Case Studies

Canada’s national palliative care strategy includes specific targets for Indigenous peoples, who historically had very low access rates. While implementation remains uneven, dedicated funding and community-led design have reduced gaps by 22% since 2020 (Canadian Institute for Health Information, 2025). This offers important lessons for addressing UK ethnic and regional inequalities.

2.5 National/Local UK Context UK Perspective

The UK has strong national frameworks, but delivery is highly devolved and inconsistent. England’s approach is set out in the NHS Long Term Plan (2019) and updated NICE (2021) guidelines, which aim to expand community and home-based care. However, the Care Quality Commission (2024) found that 40% of services do not meet national standards for equitable access. Devolved nations take different approaches: Wales prioritises integrated health and social care, while Northern Ireland faces ongoing funding gaps that limit service expansion.

Policy and Regulation
Key regulations include:

• NICE End of Life Care Guidelines (2021): Sets standards for assessment, care planning, and support for families.

• Care Act 2014: Requires local authorities to involve people in decisions about their care and consider their wellbeing.

• CQC Inspection Standards: Requires providers to demonstrate they deliver “compassionate, responsive” care.

However, research by the King’s Fund (2025) finds these policies are rarely fully funded, and there is no consistent enforcement mechanism to ensure they are applied equally across all areas.

Local Context

Regional variation is stark. In the most deprived areas of the Northwest (including Burnley and Lancashire), CQC (2024) data show specialist palliative care access is 35% lower than in affluent parts of the Southeast. Local initiatives such as the Lancashire and South Cumbria End of Life Care Partnership aim to improve this but rely on short-term funding that limits long-term progress. There is also a recognised gap in culturally appropriate services for Black, Asian and minority ethnic communities in the region.

2.6 Conclusion:
Summary of Key Points
This chapter has traced the historical development of palliative care from specialist hospice provision to a universal service; explored core theories of person-centred care, equity and social determinants; compared UK policy to international models; and highlighted significant national and local inequalities in access and practice. It confirms that while strong policy and theoretical foundations exist, implementation remains inconsistent and unfair.





