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Introduction
Imagine spending your final days in a place that should feel like home, but instead, you are surrounded by staff who are rushed, under-trained, and unable to provide the comfort you need. This is the reality facing many individuals with advanced dementia in UK care homes today. As our population ages, the number of people living and dying with dementia in care homes continues to rise, making the quality of end-of-life care in these settings one of the most pressing challenges in our healthcare system.
End-of-life care encompasses the support and medical attention given to people who are in the final months or years of their lives. For individuals with advanced dementia, this care requires sensitivity, as they often cannot communicate their needs or pain. Care homes have become the de facto hospices for this population, with statistics showing that most people with dementia will die in these settings rather than in hospitals or their own homes (Kupeli et al., 2016).
Despite this, research consistently shows that the quality of end-of-life care in UK care homes is often suboptimal. Many care homes struggle with insufficient staffing, inadequate training, and complex systemic barriers that prevent them from providing the compassionate, person-centred care that every individual deserves at the end of their life. The recent COVID-19 pandemic further exposed and exacerbated these challenges, with visiting restrictions creating additional emotional distress for both residents and their families (Hanna et al., 2022; Bradshaw et al., 2023).
This scoping review aims to explore the current landscape of end-of-life care for people with dementia in UK care homes. My central review question is: "What are the key challenges and potential improvements in providing end-of-life care for people with dementia in UK care homes?"
To address this question, I have established three key objectives:
1. To identify the systemic and organisational barriers that hinder quality end-of-life care in UK care homes.
2. To explore the experiences and challenges faced by care home staff when delivering end-of-life care
3. To evaluate interventions and approaches that have shown promise in improving end-of-life care practices.
By examining these areas, this review seeks to contribute to our understanding of how we can better support some of the most vulnerable members of our society during their final days, ensuring they receive the dignity, comfort, and quality of care they deserve.
Background
The United Kingdom is facing a demographic shift that will fundamentally reshape how we provide care in later life. With people aged eighty-five and over representing the fastest-growing segment of our population, and approximately 70% of care home residents living with dementia or significant memory problems, care homes have become crucial settings for end-of-life care (Kupeli et al., 2016). For many older people, a care home is not just a temporary facility but their final home—the place where they will spend their last days.
In an ideal world, every care home would provide the kind of compassionate, skilled end-of-life care we would wish for our own family members. However, the reality is often more complex. The very nature of dementia creates unique challenges for end-of-life care. As the condition progresses, individuals often lose the ability to communicate their needs, preferences, and pain, making it difficult for care staff to recognise when someone is entering the final stages of life or experiencing discomfort (Kupeli et al., 2016). This communication barrier, combined with the unpredictable trajectory of dementia, means that many residents do not receive the timely palliative care that those with more predictable conditions, like cancer, might access.
The UK policy landscape recognises these challenges. The End-of-Life Care Strategy, first introduced in 2008, emphasised the importance of enabling people to die in their preferred place of care, which for many is a care home. More recently, initiatives like the NHS's "Route to Success in End-of-Life Care" have specifically targeted care homes, providing frameworks to improve quality (O'Brien et al., 2016). However, implementation has been inconsistent across the country, creating what has been described as a "postcode lottery" of care quality (Rolls et al., 2011).
Cultural factors significantly influence end-of-life care expectations, with research showing varying preferences between ethnic groups (Seymour et al., 2007; Pumphrey et al., 2009). Additionally, family perceptions of care quality vary, with many families expressing concerns about the consistency and compassion of end-of-life care in care home settings (Kelly, 2018).
The care home sector itself operates within a complex web of challenges. Most homes are privately run businesses that must balance financial sustainability with care quality. This commercial reality can create tensions, with concerns that profit motives sometimes overshadow person-centred care (Kupeli et al., 2016). Staff in these homes—often underpaid, undertrained, and facing high turnover rates—are expected to provide increasingly complex medical and emotional support with limited resources and training (Kupeli et al., 2016; O'Brien et al., 2016).
The COVID-19 pandemic brought these existing weaknesses into sharp focus. Visiting restrictions, while necessary for infection control, created heart-breaking scenarios where residents died without family members present, and care staff shouldered immense emotional burdens while trying to bridge this gap (Hanna et al., 2022; Bradshaw et al., 2023). The pandemic revealed how fragile the systems supporting care homes truly are, and how quickly person-centred care can be compromised in a crisis (Hanna et al., 2022).
Despite these challenges, there is hope and evidence of what good looks like. Programmes like the "Six Steps to Success" end-of-life care initiative have demonstrated that with proper training and support, care home staff can develop the confidence and skills to provide excellent end-of-life care (O'Brien et al., 2016). Research shows that when staff feel empowered and knowledgeable, they can better advocate for residents, improve communication with families and healthcare professionals, and help residents experience a more peaceful and dignified death (O'Brien et al., 2016; Kinley et al., 2018).
This background sets the stage for understanding why a comprehensive examination of end-of-life care in UK care homes is both timely and necessary. By exploring both the systemic challenges and the promising practices, we can identify pathways toward ensuring that every care home resident receives the quality of care they deserve at the end of life.
Methods
This scoping review was conducted following the established framework for scoping studies to map the key concepts and evidence available on end-of-life care in UK care homes (Arksey & O'Malley, 2005). The approach was designed to systematically identify, select, and synthesise relevant peer-reviewed literature to address the review question.
Search Strategy and Data Collection
A comprehensive search was conducted using electronic academic databases including PubMed, Google Scholar, and the University of Wales Trinity Saint David (UWTSD) Library database. The search strategy employed key terms and Boolean operators to maximise relevant results: ("end of life care" OR "palliative care") AND ("care home" OR "nursing home") AND ("United Kingdom" OR UK) AND (dementia).
The initial search was limited to articles published between 2011 and 2024 to ensure the findings reflected current care contexts and policies, while also capturing the influential economic study by McBride et al. from 2011. This period captures significant developments in UK end-of-life care, including the implementation of the End-of-Life Care Strategy and the impact of the COVID-19 pandemic.
Inclusion and Exclusion Criteria
Studies were included if they met the following criteria:
· Focused on end-of-life or palliative care in care home settings.
· Conducted in the United Kingdom
· Primary research or systematic reviews published in peer-reviewed journals.
· Available in English
Studies were excluded if they:
· Focused solely on hospital or home-based end-of-life care.
· Were conducted outside the UK.
· Were opinion pieces, editorials, or non-peer-reviewed publications?
· Did not have accessible full text.
Selection Process and Analytical Method
The database searches yielded numerous results, which were screened by title and abstract against the inclusion criteria. Potentially relevant papers were then read in full to determine their suitability for inclusion. Five studies were selected for in-depth analysis based on their direct relevance to the review question. These were: Kupeli et al. (2016), Hanna et al. (2022), O'Brien et al. (2016), McBride et al. (2011), and Amador et al. (2018).
Data from the selected studies were extracted into a summary table and analysed using thematic analysis following Aveyard's (2014) simplified approach for literature reviews. This involved:
1. Familiarisation with each study's findings through repeated reading and the creation of a summary table
2. Generating initial codes from key findings across the studies
Searching for themes by collating codes into potential themes
3. Reviewing and refining themes to ensure they accurately represented the data.
4. Defining and naming themes to capture the essence of each
Ethical Considerations
As this research involved analysis of previously published studies, no primary data collection was required. All articles included were sourced from peer-reviewed journals and properly referenced in accordance with UWTSD Harvard referencing guidelines. The researcher maintained academic integrity by ensuring original analysis and proper attribution of all ideas and findings from the source materials.
Summary of Included Studies
A summary of the five studies included in this scoping review is presented in Table 1.


















	Authors 
	Type of Study
	Research Method 
	Type of Analysis 
	Sample Size 
	Main findings 

	Kupeli et al. 2016 
	Systematic Review
	Secondary research of qualitative and quantitative studies 
	Narrative Synthesis / Thematic
	49 Studies
	Tools to measure care confidence exist but are poorly validated. Key components of confidence are self-efficacy and perceived support 

	Hanna, J.R. et al. 2022
	Primary Research (Cross Sectional 
	Online questionnaire
	Descriptive and inferential statistics
	184 care home staff 
	Significant gaps in end-of-life care knowledge, especially in symptom management. Staff desire more training particularly in communication and complex symptoms. 

	O'Brien et al., 2016
	Primary research (Feasibility Study) 
	Mixed methods Questionnaires and interviews 
	Descriptive Statistics and Thematic Analysis 
	Twelve care homes, forty-two staff, thirteen residents, seven relatives. 
	A palliative care link nurse is feasible and acceptable. It can improve staff confidence, communication, and collaboration in end-of-life care.

	McBride et al., 2011
	Economic Modelling Study
	Decision Analysis Markov Model
	Cost Analysis and scenario modelling
	Modelled 127,000 cancer deaths and 30,000 organ failure deaths
	Community based EoLC us cost effective. Reducing hospital use could release £16-171 million failure deaths to be reinvested in community care, better aligning with patient preferences. Highlights a lack of cost effectiveness data

	Amador et al.,2018
	National Service Evaluation
	Online Survey
	Descriptive Statistics 
	15 UK based EoLC services for people with dementia 
	Identifies a new model of “Hospice enabled Dementia Care.” Services are often nurse led and rely on hospice or charity funding. Sustainability depends on clinical leadership and system integration



Thematic Analysis
Three key themes were identified from the analysis of the included studies: (1) The Centrality of Staff Competence and Confidence, (2) The Development and Implementation of Sustainable Service Models, and (3) The Economic Rationale for Community-Based Care. These themes were developed using Aveyard's (2014) simplified thematic analysis approach by coding the main findings and grouping recurrent ideas supported by multiple sources.
Discussion
Opening Paragraph
This scoping review sought to synthesize existing evidence to answer the question: "What are the key challenges and potential improvements in providing end-of-life care for people with dementia in UK care homes?" The analysis reveals that quality end-of-life care depends on a synergistic relationship between staff competencies, service structures, and economic factors. The following discussion examines three central themes that emerged from the synthesis.
Theme 1 
The Centrality of Staff Competence and Confidence
The synthesis of evidence strongly indicates that the knowledge, skills, and self-belief of care staff constitute a foundational pillar for delivering high-quality end-of-life care to people with dementia. This theme reveals a clear narrative, moving from identifying a problem, to defining the core concept, and finally to demonstrating a viable solution. The cross-sectional study by Hanna, J.R. et al. (2022) provides robust, generalisable evidence for a widespread training need, effectively quantifying a critical gap, identifying "significant gaps in end-of-life care knowledge, especially in symptom management" among a substantial sample of 184 care home staff. However, as a cross-sectional survey, it identifies associations but cannot establish the causes of this knowledge gap.
This finding is conceptually underpinned by the systematic review conducted by Kupeli et al. (2016), a comprehensive synthesis which analysed forty-nine studies to rigorously define the construct of 'confidence.' Their work establishes that confidence is composed of "self-efficacy and perceived support," providing a crucial framework for understanding what needs to be developed in staff. A key limitation noted by the authors, however, is that the tools available to measure this confidence are 'poorly validated,' highlighting a methodological challenge for the field.
Crucially, moving from problem to intervention, the feasibility study by O'Brien et al. (2016) offers valuable, real-world evidence that staff confidence is a modifiable factor. Their mixed-methods research showed that implementing a "palliative care link nurse" was not only feasible but directly successful in "improving staff confidence, communication and collaboration." While its mixed-methods design is a strength, the small-scale, qualitative nature of this study limits its generalisability, proving the concept but leaving questions of broader scalability open.
Theme 2: The Development and Implementation of Sustainable Service Models
Beyond individual competency, the evidence underscores that the effectiveness of end-of-life care is fundamentally shaped by the structural models through which it is delivered. This theme highlights a critical progression from identifying innovative care frameworks to assessing their practical application in real-world settings. The national service evaluation by Amador et al. (2018) provides a crucial macro-level view of emerging practice, identifying the model of "Hospice enabled Dementia Care" as a promising approach. A key strength of this study is its UK-wide focus, capturing data from fifteen different services. Its methodological limitation as a descriptive online survey, however, means it identifies correlations and challenges—such as the concerning reliance on "hospice or charity funding"—without proving causation.
Complementing this macro-view, the feasibility study by O'Brien et al. (2016) provides a micro-level, practical demonstration of how a new service model can be successfully implemented. Their research on the "palliative care link nurse" role acts as a tangible example of the kind of clinical leadership and integrated practice that Amador et al. identify as crucial.
Theme 3: The Economic Rationale for Community-Based Care
Providing a crucial macro-perspective, this theme establishes the compelling financial and policy argument for reorienting end-of-life care systems away from hospitals and towards community-based settings. The economic modelling study by McBride et al. (2011) forms the cornerstone of this argument, using a sophisticated decision analysis Markov model to offer a powerful, data-driven projection. This robust modelling allows them to make a powerful claim: not only is community-based end-of-life care cost-effective, but it could also release between "£16-171 million" through reduced hospital use. Crucially, however, the authors themselves highlight that their model points to a fundamental 'lack of cost effectiveness data' in the existing literature, meaning its conclusions, while compelling, are based on simulation rather than primary cost-analysis.
Concluding Paragraphs
Collectively, the themes identified in this review present an interdependent model for enhancing end-of-life care for people with dementia. The evidence suggests that sustainable improvement is unlikely to occur by focusing on a single factor in isolation. Instead, the competence and confidence of staff (Theme 1) form the human foundation upon which new service models (Theme 2) are built, and these models, in turn, require the economic justification and resource allocation (Theme 3) to become viable and sustained. This synthesis powerfully demonstrates that staff training initiatives, such as the link nurse role, are not merely "add-ons" but are fundamental components that must be integrated into strategically funded and systemically supported care models like Hospice Enabled Dementia Care.
Despite these clear insights, this review has limitations, primarily reflecting the limitations of the existing evidence base. The small-scale, qualitative nature of several key studies (O'Brien et al., 2016; Amador et al., 2018) provides rich detail but limits generalisability, while the economic evidence, though powerful, is modelled and highlights a stark lack of primary cost-effectiveness data (McBride et al., 2011). The COVID-19 pandemic further complicated this landscape, creating both challenges and opportunities for end-of-life care delivery (Hanna et al., 2022; Bradshaw et al., 2023). Therefore, recommendations for future practice must be tentative yet strategic. Policymakers and commissioners should prioritise the funding of integrated, community-based models that explicitly incorporate clinical leadership and staff confidence-building roles. Furthermore, there is an urgent need for future research to conduct large-scale, longitudinal studies to evaluate the long-term sustainability of these models and to undertake robust primary economic evaluations to solidify the financial case for this crucial shift in care. This review concludes that by strategically aligning staff development, service innovation, and economic investment, a significant and sustainable improvement in the quality of end-of-life care for people with dementia is an achievable goal.
 Recommendation
Based on the synthesis of evidence in this review, the following recommendations are proposed to enhance the quality of end-of-life care for people with dementia in UK care homes.
For Policy and Commissioning:
1. Prioritise Integrated Funding Models: Policymakers and clinical commissioning groups (CCGs) should develop and fund integrated care pathways that explicitly support community-based end-of-life care. The economic rationale demonstrated by McBride et al. (2011) should be leveraged to reallocate resources from hospital-based care to sustainable, community-focused models like Hospice Enabled Dementia Care (Amador et al., 2018).
2. Mandate Staff Training and Support: National bodies should establish and fund mandatory, standardised training in dementia-specific end-of-life care for all care home staff. This training should focus on building core competencies in symptom management, communication, and advanced care planning, directly addressing the confidence gaps identified by Hanna, J.R. et al. (2022).
For Care Home Providers and Managers:
3. Implement Clinical Leadership Roles: Care home organisations should actively introduce and support clinical leadership roles, such as the palliative care link nurse (O'Brien et al., 2016). These roles are vital for mentoring staff, improving internal communication, and facilitating collaboration with external palliative care specialists.
4. Embed Confidence-Building Practices: Management should foster a supportive environment that prioritises staff well-being and continuous professional development. This includes creating protected time for reflective practice, peer support, and access to ongoing training, thereby building the "self-efficacy and perceived support" that Kupeli et al. (2016) define as central to confidence.
For Future Research
5. Conduct Robust Economic Evaluations: There is an urgent need for large-scale, primary research into the cost-effectiveness of different end-of-life care models in care homes. Future studies must move beyond modelling, as highlighted by McBride et al. (2011), to provide concrete data for commissioners.
6. Evaluate Scalability and Long-Term Impact: Research should focus on longitudinal studies that assess the long-term sustainability, scalability, and impact of promising interventions, such as the link nurse role and Hospice Enabled Dementia Care, beyond small-scale feasibility pilots.
Conclusion
This scoping review set out to identify the key factors influencing the effectiveness of end-of-life care for people with dementia in community and care home settings. Through a systematic synthesis of the literature, it has established that quality care is not dependent on a single solution but emerges from the powerful interplay of three core elements: the competence and confidence of frontline staff, the implementation of sustainable and integrated service models, and a robust economic rationale that justifies investment in community-based care.
The analysis demonstrates that these elements are deeply interconnected. Staff confidence (Theme 1) is a prerequisite for the successful operation of new service models (Theme 2), while the economic argument for community care (Theme 3) provides the essential funding and policy leverage to make these models viable and widespread. The findings of this review strongly suggest that initiatives focusing on only one of these areas in isolation are unlikely to achieve lasting success.
Based on this synthesis, two primary recommendations can be made. For practice, commissioners and service providers should prioritise integrated strategies that combine staff development, such as the implementation of link nurse roles, with the co-design of sustainably funded community models like Hospice Enabled Dementia Care. For research, future efforts must address the identified evidence gaps by conducting larger-scale studies and, crucially, robust primary economic evaluations to strengthen the case for resource allocation. In conclusion, by strategically aligning people, processes, and funding, the goal of consistently providing high-quality, person-centred end-of-life care for people with dementia becomes an attainable reality.
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