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Chapter 1
1.1 Introduction
With the UK's population ageing rapidly, residential care homes have become the primary place of death for many older adults (Seymour et al., 2021). Ensuring that these final days are met with dignity, comfort, and person-centred support is a fundamental goal of health and social care practice (NICE, 2015). However, the reality of delivering high-quality end-of-life (EoL) care in these settings is often undermined by persistent systemic barriers. Foundational systematic reviews, such as Spacey et al. (2018), have already mapped out the broad challenges facing UK care homes, including staff shortages, insufficient palliative training, and poor inter-professional communication. More recent research has further explored specific hurdles, such as the complexities of end-of-life decision-making among healthcare assistants (Andersson et al., 2018), avoidable emergency department admissions (Bone et al., 2019), and the impacts of the COVID-19 pandemic (Bradshaw et al., 2023).
This dissertation will critically explore the barriers affecting the delivery of dignified EoL care within UK residential care homes. By synthesising current UK-based literature, this study aims to identify gaps in practice and offer evidence-based recommendations to improve resident wellbeing. This chapter establishes the foundation for the research by defining key terms, exploring the background and current context, stating the rationale, and outlining the study's specific aim and objectives. Chapter 2 will provide the background information and analysis of the topic, exploring relevant theory and policy. Chapter 3 will outline the methods and search strategy used to identify the literature. Chapter 4 will present the findings and discussion, and Chapter 5 will conclude with evidence-based recommendations.
1.2 Definitions and Terminology
To establish a shared understanding between the researcher and the reader, it is necessary to define the central concepts of this dissertation: end-of-life care, dignity, and residential care homes.
End-of-life care (EoL): The National Institute for Health and Care Excellence (NICE, 2015) defines end-of-life care as support for people who are likely to die within the next 12 months. This includes individuals with advanced, progressive, incurable conditions and those with general frailty and co-existing conditions. It prioritises symptom management, psychological support, and respecting patient preferences.
Dignity: In health and social care, dignity refers to the intrinsic worth of every individual. It involves treating a person with respect, honouring their autonomy, maintaining their privacy, and supporting their sense of self-worth, even at the very end of life (CQC, 2022). For the purposes of this study, dignified care refers to compassionate, person-centred practice that upholds the resident's choices and preserves their identity until death.
Residential care homes: In the UK, residential care homes provide accommodation, personal care, and 24-hour support for older adults who can no longer live independently. This dissertation uses "residential care homes" to broadly cover both types of long-term care facilities, focusing on the barriers to delivering EoL care within them.
Acronyms and Abbreviations:
· CQC: Care Quality Commission (the independent regulator of health and social care in England).
· EoL: End-of-life.
· NHS: National Health Service.
· NICE: National Institute for Health and Care Excellence (provides national guidance and advice).
· ONS: Office for National Statistics.
Background and Current Context
Background
Historically, death in the UK was managed within hospitals or the individual's own home. Over recent decades, a policy shift towards community-based care has resulted in an increasing number of older adults spending their final months in residential care settings. However, research has consistently highlighted that integrating palliative care into long-term facilities is fraught with difficulty. Spacey et al. (2018) conducted a comprehensive systematic review of UK care home EoL care, identifying that while high-level policy exists, the translation into frontline practice is frequently hindered by a lack of specialist staff and a task-focused culture rather than a holistic, person-centred model. Foundational research by Goodman et al. (2017) also highlighted the unique hurdles faced by residents with dementia, particularly regarding communication and prognosis uncertainty, which remain key obstacles to dignified deaths.
Current Context
Today, the urgency of addressing barriers to EoL care has intensified. The Office for National Statistics (ONS, 2023) highlights a continually ageing UK population, which places immense pressure on the care home sector. The recent landscape has been heavily shaped by the COVID-19 pandemic, which Bradshaw et al. (2023) found critically disrupted provisions, isolated residents from families, and exacerbated pre-existing staffing crises. Furthermore, specific barriers have been scrutinised in recent qualitative literature. Harasym et al. (2020) examined the perspectives of specialist palliative care physicians, revealing that profound communication gaps and a lack of clear palliative protocols in long-term care facilities often result in poor symptom control. Bone et al. (2019) found that a significant barrier to a dignified death is the high rate of avoidable emergency department attendances towards the end of life, driven by care home staff feeling unequipped to manage acute deteriorations. Crucially, recent literature has drawn attention to the needs of specific groups; Hollowood et al. (2026) and Pardi et al. (2026) have conducted systematic reviews exploring the distinct experiences and barriers faced by ethnic minority groups within UK care homes and palliative settings, highlighting that cultural competency is a currently underdressed aspect of dignified care.
1.4 Rationale for Research / Problem Statement
Despite growing awareness of these issues, there remains a significant gap in the literature regarding the synthesis of current, UK-specific evidence on the specific barriers to dignified EoL care. Many existing studies focus on international settings, examine hospice or community-at-home care, or are pre-pandemic in date. Additionally, residents with dementia face unique communication and prognosis challenges that are often overlooked in general EoL research (Goodman et al., 2017).
Understanding these barriers is not merely an academic exercise; it has profound practical relevance. UK residential care homes are under immense pressure, and without synthesised, evidence-based recommendations, gaps in training, staffing, and communication will persist, leading to avoidable hospitalisations and undignified deaths. This research is necessary to produce meaningful, actionable guidance for care providers and professionals. It will help bridge the gap between high-level policy (such as NICE guidelines) and the day-to-day realities on the residential care floor.
1.5 Aim and Objectives
Aim:
To explore the barriers affecting the delivery of dignified end-of-life care within UK residential care homes and to synthesise evidence-based recommendations for improving care practices to enhance resident wellbeing and quality of care.
Objectives:
To define the meaning and principles of end-of-life care within residential care settings.
To analyse current literature regarding barriers affecting end-of-life care in UK residential care homes.
To evaluate themes identified within existing research relating to communication, staffing, training, emotional support, and person-centred care.
To recommend improvements for end-of-life care practices for residents, families, and healthcare professionals.
1.6 Conclusion
This introductory chapter has provided an overview of the research topic, highlighting the critical importance of dignified end-of-life care for older adults in UK residential care homes. Key terms have been defined, and the background and current context have been explored using a robust selection of recent evidence, ranging from foundational UK systematic reviews (Spacey et al., 2018) to very recent studies on ethnic minority experiences (Hollowood et al., 2026) and qualitative barriers identified by care professionals (Harasym et al., 2020). A clear rationale has been established, identifying a gap in the synthesis of these increasingly fragmented strands of UK-specific research. The research aim and four specific objectives have been presented to guide this dissertation. The following chapter will provide comprehensive Background Information and Analysis, delving deeper into relevant theory, policy (such as NICE and CQC), legislation, and thematic evidence on staffing, training, and communication in UK residential care homes.













Chapter 2: Background Information and Analysis
2.1 Introduction
Before we can properly examine the barriers to dignified end-of-life care in UK residential homes, it helps to look at the wider picture. This chapter sets the scene by exploring where the concept of palliative care in care homes came from, how it has developed over time, and the theories that guide current practice. By looking at how the UK compares internationally and how national policies filter down into local care home floors, we can start to understand why the barriers discussed in Chapter 4 are so persistent. This background is crucial because it shows that these problems are not new; they are deeply rooted in how care homes are structured and funded.
2.2 Historical Background
Historically, if you reached the end of your life in the UK, you were cared for in an acute hospital or, occasionally, at home surrounded by family and district nurses. However, from the mid-to-late 20th century onwards, there was a big policy push away from hospitals towards community-based care. The idea was to provide a more humane, less clinical setting for older people. The consequence was that more people began living out their final months and years in residential and nursing care homes (Seymour et al., 2021).
A significant turning point came in 2008 with the introduction of the End-of-Life Care Strategy, which aimed to bring high-quality palliative care into every care setting, including care homes. Alongside this, the Liverpool Care Pathway (LCP) was widely adopted. The LCP was originally designed to replicate the excellent care of hospices in hospitals and the community. However, as Andersson et al. (2018) found, putting pathways like the LCP into practice in care homes was incredibly difficult. The workforce simply was not trained in palliative principles, and there was a severe lack of specialist staff to guide them. Eventually, the LCP was withdrawn following concerns about misdiagnosis and poor communication with families. It was a prime example of a good national policy failing to translate into real-world practice.
The 2010s saw researchers paying much closer attention to these systemic failures. Goodman et al. (2017) did some foundational work highlighting how residents with dementia were being left behind, struggling with communication barriers, and doctors being uncertain about their prognosis. Then, Spacey et al. (2018) conducted a comprehensive systematic review, which really laid the groundwork for my study. They identified that UK care homes were not just under-resourced but often operated with a task-focused culture rather than a person-centred one. Looking back, the barriers we see today are not accidental; they are the result of decades of evolving policy crashing into a severely underfunded infrastructure.
2.3 Theoretical Background
To understand what a dignified death looks like and why it is so hard to achieve, we need to look at the theories that underpin modern health and social care. The most central of these is Person-Centred Care (PCC). Tom Kitwood's work on dementia care was a real game changer here. He argued that a person's identity, preferences, and emotional well-being must be the absolute focus of care, regardless of how confused or unwell they are. As Downs et al. (2016) explain in their textbook, applying PCC to end-of-life care means rejecting those rigid, task-focused routines that Spacey et al. (2018) warned about, and instead tailoring support to the individual resident.
Alongside PCC is the concept of Dignity. The CQC (2022) defines this as respecting a person's intrinsic worth, maintaining their privacy, and supporting their autonomy. It sounds straightforward, but you cannot maintain a person's dignity if they are lying in pain, isolated from their family, or unable to make their own choices. This is where the theory of Integrated Palliative Care comes in; it advocates for a multidisciplinary approach where GPs, nurses, and social workers all collaborate. Seymour et al. (2021) argue that integrated models are brilliant in theory, but on the ground, they are frequently fractured by poor inter-professional communication.
This brings us to communication theory, specifically Advance Care Planning (ACP). The theoretical benefit of ACP is that it ensures a resident's end-of-life wishes are known and respected. However, Bone et al. (2019) found that when ACP is absent, care staff lack the confidence to manage sudden deteriorations, leading to unnecessary emergency hospital admissions. On a practical level, it is not that staff do not want to have these conversations; it is that they are overwhelmed by the pressures of the day (Harasym et al., 2020). The gap between ideal theory and daily reality is exactly what this dissertation aims to explore.
2.4 International Perspectives
Before I looked at this topic, I assumed the UK was unique in struggling with care home palliative care. However, looking internationally shows that every developed country is dealing with the same issues. Across Europe, populations are ageing, and deaths are increasingly happening in long-term care facilities (LTCFs), which are struggling to adapt.
The strongest comparative evidence comes from a massive multi-country initiative called the PACE study. Researchers there evaluated a "Steps to Success" programme across seven European nations. The results published by Oosterveld-Vlug et al. (2019) and Van den Block et al. (2020) were striking: every country faced the same barriers. Lack of time, high staff turnover, and inadequate palliative education were universal problems. The UK was not an outlier.
Interestingly, looking at Sweden provides some practical lessons. Andersson et al. (2021) used Swedish national records to show that simply having initiative-taking conversations about end-of-life preferences drastically improved symptom control and reduced distress for residents. Another Swedish study by Andersson et al. (2018) highlighted the emotional toll on care professionals, noting that they often felt unsupported. While the funding models may differ across borders, the core truth remains the same: implementing dignified end-of-life care is a global struggle that requires better training and protected time, not better policy.
2.5 National and Local Context
National policy in the UK looks very thorough on paper. The National Institute for Health and Care Excellence (NICE) published its guideline Care of Dying Adults in the Last Days of Life (NG31) back in 2015. It provides clear clinical standards for managing symptoms, nutrition, and psychological support, and explicitly states that care must be tailored to the individual's wishes.
However, putting these guidelines into action is completely different. There have been localised attempts to bridge the gap, such as the Six Steps to Success programme trialled in the Northwest of England (O'Brien et al., 2016). Springett (2017) evaluated a similar programme in the South of England and found that it only led to real improvement when the management team was fully committed, and there was access to specialist palliative nurses. If that local support was missing, the programmes fell apart.
A major issue is the lack of consistency across the country. The Care Quality Commission (CQC, 2022) has highlighted that staffing and training levels vary massively from one region to the next, creating a postcode lottery of care quality. This was brutally exposed during the COVID-19 pandemic. Bradshaw et al. (2023) found that national guidance was simply useless without local infrastructure. Residents were isolated from their families, staff were burnt out, and palliative provisions collapsed. It is a harsh reminder that a national policy is only as good as the local resources available to support it.




2.6 Conclusion
This chapter has explored the deep historical roots of the current barriers facing UK care homes, the theories that tell us how care should be delivered, and the international/national frameworks that shape practice. What is clear is that the desire to provide dignified, person-centred care is not new, and the theoretical backing for it is strong. However, the historical evidence shows that translating these ideals into reality has been an ongoing struggle, hampered by a lack of resources, rigid workplace cultures, and broken communication channels.
The international evidence from the PACE study and Swedish research confirms that the UK is not unique in facing these problems. Furthermore, the gap between NICE guidelines and the day-to-day reality highlighted by the CQC shows just how fractured the current system is. This comprehensive background now provides a solid foundation. In the following chapter, I will outline the exact methods and search strategy I used to identify and analyse the current literature focusing on these specific barriers.
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