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[bookmark: _Toc220846934]Abstract 
The systematic review was the synthesis of the qualitative evidence on the experience of bereaved family members and care home staff regarding the end-of-life care in the UK residential care homes. In accordance with PRISMA 2020, the databases of Medline and PsycINFO were searched (2015-2025), and 12 studies of high quality were found that included more than 450 participants. The data were summarised and thematically coded by relying on known frameworks.
Bereaved families were found to have five themes: communication and information needs, physical presence and involvement (drastically disrupted by COVID-19 restrictions), staff relationships, grief and bereavement problems (26% had clinical depression, 41% anxiety), and care priorities focused on comfort and dignity. There were six themes of staff, namely considerable emotional labour, training deficits, unmet needs of support, insufficient professional recognition, systemic barriers (divided health/social care systems, financial restraints) and professional expertise despite resource constraints.
Relationship-based care became a core component of quality end-of-life care, but it is systemically under-resourced, poorly supported by the workforce, and disjointed, posing substantial challenges. Results make recommendations about better communication procedures, obligatory employee supervision, better training courses, and combined health/social care systems. The review reports the pressing needs of a policy reform to cover the issue of workforce sustainability, professional acknowledgement, and proper funding to facilitate dignified end-of-life care at a residential level.
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[bookmark: _Toc220846939]1.1 Background and Context
The United Kingdom is experiencing an unprecedented demographic shift, which is radically redefining the position of health and social care. The UK had a total population of 69.3 million by mid-2024, and the proportion of people aged 65 years and above is rising in all states, which is the extended history of the population growing older (Office for National Statistics, 2025). The implications of residential care are severe: 22 million individuals aged 50 and above now constitute two out of five of the population in England, and this number is estimated to grow by 19.3 percent between 2024 and 2044 (Age UK, 2024). Most importantly, for care home delivery, the ageing population of 85 years and above- most likely to need residential care- is estimated to reach 64 percent more with a rise of 3.1 million in 2025 to over 5 million in 2045 (Centre for Ageing Better, 2025).
These population changes directly translate into an increased need for residential care. Adult social care is a £35.3 billion market in England, and older people's care homes contribute to £19 billion of this sum (LaingBuisson, 2024). Nonetheless, the industry is facing significant challenges. Rates are 8.3% vacancies per 100,000 staff, or 131,000 unfilled positions, which is around three times higher than the rest of the economy (Skills for Care, 2024). It is estimated that 540,000 more posts will be required by 2040 just to cover the increased demand. Although the government has promised up to £7.5 billion in extra funding billed as the biggest rise ever in adult social care, some fundamental questions regarding sustainability and quality still stand (Department of Health and Social Care, 2023).
The policy context is changing considerably over time. NHS Long Term Plan promised to make care a personalised and more effective experience, improving their end-of-life care, including better health support in care homes and identifying residents who are in a final year of life (NHS England, 2019). Adult Social Care Reform White Paper outlined a decade of vision that focused on choice, control, and access to exceptional quality care (Department of Health and Social Care, 2021). The gap in policy ambition and its practice in care establishments is still significant, specifically when it comes to end-of-life care, where 2 million individuals aged 65 and above face care and support requirements that are at present unmet (Age UK, 2024). This dissertation fills this gap, considering and analysing experiences of the frontline staff members and bereaved family members at the centre of care homes, where end-of-life care is provided.

[bookmark: _Toc220846940]1.2 Rationale for the Study
Although in recent years, there has been a remarkable policy coverage devoted to end-of-life care, there remains a vast unfulfilled gap in our knowledge about the experiences of the stakeholders in residential care. The current body of literature has shown a significant preference towards clinical outcomes: mortality rate, symptom control, and place of death, and rather overlooks the experiential aspect that essentially defines the quality of care that residents, families, and other staff experience. This knowledge gap is filled by this systematic review since it synthesises qualitative evidence regarding the lived experiences of individuals with first-hand experience regarding end-of-life care in UK care homes.
The reasoning behind considering both the family and staff approach simultaneously lies in the acknowledgement that quality end-of-life care is reliant on the bonds that are built among what may be called the ‘care triads’ of resident, family, and staff. Studies are highlighting that palliative and end-of-life care in care facilities depends on relationship-centred care, which is connected to three key pillars, namely integration with health and social care systems, digital inclusion, and workforce support (Bradshaw et al., 2023). The experience of relations is understood through many lenses, and this understanding sheds light on how these relations work out or not.
The importance of family experiences has far more to do with the care period itself. The systematic review of the impact of grief, loss, and bereavement in the families of people living and dying in residential care revealed that the quality of residential care directly affects how family caregivers react to grief (Vandersman et al., 2024). Unhealthy events can trigger complex grief, long-term psychological disorders and negative health consequences in bereaved family members. In contrast, positive experiences, which are defined by efficient communication, substantial engagement, and caring treatment, may help maintain healthy bereavement. However, this review also found that family grief, loss, and bereavement requirements in residential care facilities were not well understood and that this is one of the critical evidence gaps.
Staff opinion is also critical. Workers in care homes are on the frontline of end-of-life care, and research often neglects them despite them being the focus of those studies that focus on medical experts or hospice care facilities. The data shows that the stress of staff is reported in 70.1% of care homes, and on 45.3% of staffing shortage impacts care delivery (Bradshaw et al., 2023). According to the 2024 data on the workforce, the sector is still in a state of flux: turnover remains at its lowest since 2014/15, yet domestic jobs are still recruited less by 70,000 than they were two years ago (Skills for Care, 2024). This is crucial in understanding how staff experience and negotiate end-of-life care using these systemic constraints in order to develop effective interventions and policy responses. 




[bookmark: _Toc220846941]1.3 Research Question
This systematic review relates to the following research question: "What are the experiences of bereaved family members and care home staff with the end-of-life care provided in residential care homes in the UK?"
This question articulates the imperative to act upon understandings of end-of-life care through the perspectives of those to whom end-of-life care is most directly related. The focus on experiences - as opposed to outcomes or interventions - reflects the inherent subjectivity of quality in end-of-life care, which depends on personal values, relationships and expectations. By centring the voices of family members and staff, this review adds to knowledge that can be used to create evidence on how to improve care in genuinely person-centred approaches.
The dual focus on families and staff recognises that care home end-of-life provision occurs in the context of a relationship. Relationship-centred care goes beyond individual person-centredness to include the networks of relationships surrounding the dying person, such as family, staff and the wider community (Gurung and Chaudhury, 2025). This theoretical orientation speaks to the methodological choice of synthesising evidence from both stakeholder groups into the same systematic review.

[bookmark: _Toc220846942]1.4 Aim and Objectives
The overall aim of this systematic review is to synthesise qualitative evidence relating to experiences of bereaved family members and care, home staff, as regards the provision of end-of-life care in UK residential care homes, to identify factors supporting or hindering the quality provision of care, for the purposes of informing practice and policy, and to aid the development of future research.

To achieve this aim, 4 specific objectives guide the review:
Objective 1: To systematically identify and extract qualitative assessment studies on the experiences of family members and of care home staff of end-of-life care in UK residential provision. 
Objective 2: To critically appraise the methodological quality of included studies using established quality assessment tools. 
Objective 3: To draw synthesised findings across studies by applying the thematic synthesis methodology to identify key themes in stakeholder experiences. 
Objective 4: To compare and contrast experiences between family members and the staff, looking for convergent and divergent themes. 

Systematic review methodology is especially suitable to meet such purposes, because it allows the rigorous synthesis of several primary studies to develop general understandings surpassing the capabilities of any individual study (Flemming and Noyes, 2021).

[bookmark: _Toc220846943]1.5 Dissertation Structure
This dissertation consists of six chapters that gradually lead towards responding to the research question. Following this introduction, Chapter 2 presents an extensive review of the literature examining what is known about end-of-life care in care homes. This chapter sets the theoretical underpinning of the research around person-centred care, the concept of a 'good death' and frameworks of relationship-centred care. It critically reviews evidence on the experiences of families and staff and identifies gaps in current knowledge and places this systematic review within the broader knowledge base.
Chapter 3 describes the methodology used for this systematic review. It provides epistemological justification for the qualitative synthesis approach, explains the search strategy and study selection processes, the quality appraisal methods applied, and the thematic synthesis approach to data analysis. Ethical considerations and strategies for ensuring rigour are also addressed.
Chapter 4 presents the results of the systematic review. This includes a comprehensive description of the search and screening process, characteristics of included studies, findings of the quality appraisal process and the thematic synthesis organised by stakeholder group. Themes relating to family experiences and staff experiences are presented with supporting evidence from primary studies.
Chapter 5 discusses the findings critically in comparison to the available literature and theories. It examines convergent and divergent themes through the lens of stakeholder groups, examines the effect of the pandemic (Considered: Covid-19) on end-of-life care experiences and considers the implications of the same on practice, policy and theory.
Chapter 6 sums up the most significant results, contributes to the existing knowledge, presents practice and policy recommendations, indicates future research opportunities, and reflects on the research process. This framework will allow rational continuity of the contextualisation, analysis to application, and finally actionable insights that will allow to improve end-of-life care in residential care homes throughout the UK.
 	 


[bookmark: _Toc220573298][bookmark: _Toc220846944]Chapter 2: Literature review/theoretical framework 
End-of-life care in residential settings: foundations, evidence and emerging gaps 
Dying well in the care home is one of healthcare's most serious, yet understudied, challenges in modern medicine. With one fifth of all deaths in England now taking place in residential care settings, an understanding of how these institutions support dying residents and their families has become of increasing urgency. This literature review explores the theoretical underpinnings, empirical evidence and policy frameworks related to end-of-life care in UK residential care homes, with a specific focus on the experiences of bereaved families and front-line care staff - two stakeholder groups whose views are often not adequately represented in research and practice.
The review collates literature from five interlinked areas: conceptual foundations of end of life care, the residential care context in the UK, bereaved family experiences, care home staff perspectives and relevant policy frameworks. Through this analysis, a large gap is identified: the lack of synthesis of research on family and staff experiences that intersect and are affected by one another in the care home setting.

[bookmark: _Toc220846945]2.1 Introduction to Literature Review
This literature review provides the theoretical and empirical basis for investigating experiences of end-of-life care in UK residential care homes. The scope of the review includes peer-reviewed research, UK policy documents, quality frameworks and authoritative grey literature published between 2000 and 2025, with emphasis on those from 2015 onwards for currency, whilst including seminal earlier works which underpin contemporary understanding.
The search strategy for this literature review involved two electronic databases (MEDline via PubMed and PsycInfo via EBSCOhost) with search terms of "end-of-life care," "palliative care," "care homes," "nursing homes," "residential care," "family experiences," "bereavement," "staff perspectives," and "workforce." Policy documents were identified using systematic searches of the websites of NHS England, NICE, CQC and third-sector organisations, including Marie Curie, Hospice UK, and Age UK.
The purpose of this review is three-fold: to determine the conceptual framework within which end-of-life care exists; to synthesise the current evidence of stakeholder experiences; and to identify gaps justifying the focus of the current study in relation to bereaved family and care staff perspectives.

[bookmark: _Toc220846946]2.2 Conceptual foundations: defining quality at life's end
The definition of Palliative care, as stated by the World Health Organization (2024), is "an approach improving quality of life of patients and their families facing the problem 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" This holistic definition explicitly situates families along with patients as the recipients of care, creating the basis to understand end-of-life care as indeed being relational rather than clinical in nature.
Person-centred care is the major philosophy underpinning current end-of-life practice. Rogers' (1961) foundational tenets of therapy, i.e. unconditional positive regard, empathy and genuineness, formed the theoretical foundation for valuing each individual's inherent worth and capacity for growth. Brooker (2007) operationalised these principles in dementia care in the VIPS framework: Valuing people with dementia, treating them as Individuals, understanding their Perspective, and providing a positive Social environment. The second edition of the framework explicitly includes end-of-life use, which shows the practical relevance of person-centred approaches from diagnosis to death (Brooker and Latham, 2016).
Much theoretical interest has been devoted to the idea of a "good death". Kehl's (2006) systematic concept analysis identified twelve core attributes, including being in control, being comfortable, achieving closure and having relationships optimised. Critically, Kehl emphasised just how individual and changeable good death is over time, with significant implications for practices in care homes, where the wishes of residents may evolve over time as death approaches. Meier et al. (2016) then performed a detailed review that found that preferences for dying process, pain-free status, and emotional well-being are the three themes most consistently preferred by patients, families, and healthcare providers. However, their analysis showed considerable discrepancies with families emphasising life completion and dignity to a greater extent than they do, indicating possible tensions in surrogate decision-making.
Chochinov's (2002) model of dignity conservation offers both theoretical and practical tools for end-of-life care. His Model of Dignity in the Terminally Ill comprises three domains: illness-related concerns, dignity-conserving repertoire, and social dignity inventory. Clinical trials of Dignity Therapy showed that 91% of participants were satisfied with the intervention and 76% reported an increased sense of dignity (Chochinov et al., 2005). This evidence base provides an argument for dignity as a measurable and changeable construct through focused intervention.
Relationship-centred care builds on the principles of person-centred care and applies them to the wider context of relationships. The Pew-Fetzer Task Force (Tresolini, 1994) proposed this paradigm shift, emphasising "the importance of interaction among people as the foundation of any therapeutic or healing activity". Beach and Inui (2006) then expounded on four principles: relationships should involve personhood of those involved, affect and emotion, relationships involve reciprocal influence, and that real relationships are morally valuable. These principles are especially relevant in care homes where interactions between residents, staff and family form over long periods of time.

[bookmark: _Toc220846947]2.3 The UK residential care context: structures, standards, and challenges
UK residential care is at work in a complex landscape of regulation, funding constraint and demographic pressure. The Care Quality Commission reports (2024) indicate a wide range of care quality within the adult social care in England, continuing issues with not only workforce capacity but service sustainability are blamed. Care homes vary from residential care homes offering personal care to nursing homes which offer 24-hour registered nursing provision, each subject to CQC inspection based on fundamental standards of quality and safety.
The regulatory framework for end-of-life care is set out in a range of overlapping guidance documents. NICE Quality Standard QS13 (2021) outlines five quality statements relating to the identification of people approaching the end of life, advance care planning, coordinated care, out-of-hours provision, and support of carers. The accompanying service delivery guideline (NICE, 2019) includes detailed recommendations for organising end-of-life care across settings, with special emphasis on proactive identification, using validated tools, together with a personalised care plan. These standards apply to all types of care, but there are unique challenges to implementation in care homes.
The Health and Care Act (2022) was a watershed galvanizing moment as it made palliative care a statutory requirement for Integrated Care Boards. NHS England's subsequent statutory guidance (2022) shares commissioning expectations, including adequate specialist services, capacity in hospices and financial viability. The Ambitions for Palliative and End of Life Care framework (National Palliative and End of Life Care Partnership, 2021) gives the overarching strategic direction and includes six ambitions which have been co-produced by 34 national organisations. Every ICB must commission services consistent with this framework; this varies considerably.
Workforce issues represent possibly the greatest obstacle to quality end-of-life care in care homes. Hussein and Manthorpe (2012), using national workforce data, found that dementia care workers, who provide a lot of end-of-life care, are more likely to be female, work part-time, be agency-employed, and have lower qualifications than other social care workers. These characteristics start to have profound implications for training provision and continuity of care. Subsequent analysis by Hussein, Ismail and Manthorpe (2016) found consistently high turnover and vacancy rates, with organisational and environmental factors identified as key predictors - suggesting the need for systemic rather than individual level solutions.
Funding pressures add to workforce problems. Care homes function mainly on a local authority commissioning basis at rates which will usually be far below the true cost of provision, and between financial viability and quality provision.  Pain had an alarming impact on one out of every three dying individuals, and over a third of the population reported experiencing depression most or all of their final week, documented in the Marie Curie Better End of Life report (Johansson et al., 2024). Since 2015, it has been the largest nationally representative survey. Although cutting across all settings, these results highlight the disparity between policy ideals and experiences.

[bookmark: _Toc220846948]2.4 What bereaved families experience: evidence on grief and satisfaction
Family experiences of end-of-life care in the residential setting are a growing yet still developing evidence base. Research has been conducted into anticipatory grief, satisfaction with care, communication and post-bereavement outcomes with complex patterns challenging simplistic assumptions about family needs.
Anticipatory grief - the emotional reaction to anticipated loss - is very much present long before death arrives. Holley and Mast (2009) have shown that anticipatory grief is significantly and independently related to caregiver burden beyond known predictors, including depressive symptoms. Their subsequent research (Holley and Mast, 2010) found that behavioural issues in care recipients were the most important predictor of anticipatory grief, with spouse caregivers reporting higher grief than adult-children, in this instance highlighting the influence of relationship type on grief experience. Lindauer and Harvath (2014) have offered some important conceptual clarification that distinguishes pre-death grief (as a response to losses already experienced) from anticipatory grief (as a response to anticipated future loss). This difference turns out to be important in the setting of care homes, where families are witnessing decline over months or years.
Garand et al. (2006) investigated anticipatory grief in fairly new caregivers and found that levels of grief were high even at the time of diagnosis. Female gender, increased burden of caregiving, and depression were all found to be independent predictors of anticipatory grief, indicating the possibility of opportunities for early identification and support. The research showed that anticipatory grief is not only a pre-death phenomenon, but a prolonged experience which requires continued attention throughout the care trajectory.
The nursing home setting brings some unique forms of grief. Givens et al. (2009) prospectively monitored 123 bereaved family members and found that grief levels were relatively stable from pre-loss through 7 months post-loss - evidence of prolonged grieving that starts before death. Feelings of separation and yearning were the strongest symptoms. Of note, while pre-loss grief intensity and living with the resident before admission were the only factors independently associated with post-loss grief, admission to the care home itself may be an important loss event.
Kiely, Prigerson and Mitchell (2008) found that pre-death grief symptoms are different from depression and require different assessment and intervention approaches. Yearning and separation distress were experienced "sometimes, often, or always" by 60% of family proxies. Critically, lower satisfaction with care was linked with increased pre-death grief, which establishes a direct link between the quality of care and family well-being.
Family satisfaction studies have found important determiners of positive experiences. Thompson et al (2008) conducted qualitative focus groups that identified two main themes: staff ability to recognise signs of imminent dying and communicating about the status of residents and care plans. Dissatisfied families showed guilt, anger, and frustration both during the life of the resident and into the bereavement. Engel, Kiely et al. (2006), in quantifying these relationships, found that greater satisfaction was associated with more time spent in discussion of advance directives, greater resident comfort, and residence in special care units. This is the first empirical evidence demonstrating the direct relationship between resident comfort and family satisfaction.
Complicated grief - a state of persistent separation, distress, and impairment of functioning affecting a substantial minority of bereaved caregivers. Schulz et al. (2003; 2006) have found that 20% of dementia caregivers presented with complicated grief in addition to high levels of post-death depression. Predictors range from the expected high pre-loss depression and burden, but also from positive experience as a caregiver, suggesting that closer, more meaningful relationships as a caregiver may paradoxically increase vulnerability to complicated grief. However, those caregivers who were enrolled in the psychosocial interventions reported less complicated grief, providing an evidence base for targeted support.

[bookmark: _Toc220573299][bookmark: _Toc220846949]2.5 Staff perspectives: emotional labour, grief, and organisational challenges
Care home staff are in a particular position in end-of-life care, forming long-term relationships with the people they live with, but often without the training, support, and recognition for this work. Research has been done investigating training needs, emotional impact, workforce dynamics, and problems with collaboration that reveal a workforce under considerable stress.
Froggatt's seminal work in 2001 questioned assumptions underlying educational initiatives for nursing home staff, recommending the need for recognition of available expertise from within the care homes rather than the transfer of hospice principles. She proposed collaborative approaches bringing palliative care to nursing home practice, and this insight has served the programmes over time. Goodman et al. (2015; 2016) developed this further with research in 29 care homes, with 528 residents and 205 staff members, which identified three key uncertainties: treatment uncertainty, relational uncertainty and service uncertainty. While interventions led to increased staff levels of knowledge and confidence, underlying ambiguity about 'who should do what and when' had remained an underpinning challenge.
The emotional burden of recurrent resident death on the staff has been the subject of growing research interest. Boerner et al. (2015) examined 140 certified nursing assistants and 80 home care workers, who found grief reactions were similar to those of bereaved family caregivers. Staff felt frequently that they were "not at all prepared" for deaths, and feelings of grief intensity were associated with relationship closeness, duration of care, and emotional preparedness. Anderson and Ewen (2011) surveyed 380 nursing assistants, who showed that grief distress was a predictive factor of increased burnout and decreased psychological and physical well-being. Conversely, those with post-traumatic growth as a result of grief had lower burnout and greater job satisfaction, implying some potential for transformative changes instead of detrimental consequences.
Marcella and Kelley's (2015) qualitative research, entitled, evocatively, Death Is Part of the Job, identified the following four shaping factors: the emotional impact of the individual loss, the cumulative burden of ongoing grief, organisational cultures that hide or minimise death, and lack of support or education. Their eight recommendations for organisational policy outline a practical framework for dealing with staff grief on a systematic basis.
The concept of emotional labour offers a theoretical purchase on staff experiences. James (1989) defined emotional labour as "the labour involved in dealing with other people's feelings, one core component of which is the regulation of emotions." Her subsequent research in hospice settings (James, 1992) identified care as consisting of organisation, physical labour and emotional labour, with the emotional labour remaining undervalued and invisible. This analysis sheds light on the fact that care home staff may feel a significant burden without formal acknowledgement or support.
Organisational and cultural factors are fundamental to the quality of care and experience of staff. Tellis-Nayak and Tellis-Nayak (1989) have documented cultural clashes between the background of nurse aides and the nursing home institutional environment, demonstrating the effect of organisational culture on the quality of care. Tellis-Nayak (2007) further stated that the relationship between nursing supervisors and nurse aides plays a significant role in the development of person-centred workplaces and has implications for job satisfaction and retention. These findings suggest that to address the issues of staff experience, organisational rather than individual-level intervention is required.
Muldrew et al. (2020) surveyed 123 nurses in the UK and Canadian care facilities concerning the ethical questions related to palliative care. Frequently reported issues were maintaining resident autonomy, dealing with distress for the family, poor communication among staff, and a lack of time. Higher distress was observed due to poor communication, lack of training, and disagreement between family members - demonstrating the connection between family dynamics and staff wellbeing that current research is unlikely to look at directly.




[bookmark: _Toc220846950]2.6 Policy frameworks and quality programmes: implementation landscape
The UK's policy and practice infrastructure for end-of-life care in care homes includes national guidance, professional standards and quality improvement programmes in operation at different levels of implementation.
The Gold Standards Framework Care Homes Program is the most popular quality improvement initiative represented in this way, with thousands of care homes having completed the programme since 2004 (Gold Standards Framework Centre, 2025). The programme is focused on proactive identification, advanced care planning and coordination of care to reduce hospital admissions that are not anticipated. GSF's Quality Hallmark Award is an accreditation recognised by CQC as a marker of quality care, creating incentives for organisational engagement.
The Six Steps to Success Programme (NHS England North West, 2022), created with support from the National End of Life Care Programme, is an alternative approach that is underpinned by the Route to Success guides. The programme aims to improve care through organisational change and staff development at discussions as end of life approaches, care coordination, care in the last days and bereavement support. Both GSF and Six Steps meet training needs found in the research literature, but there have been limited evaluations of their effectiveness.
Complementary guidance is available through professional bodies. The Royal College of Nursing (2025) makes end-of-life care everybody's business and not just those of specialist nurses; it has professional resources and training modules available. The RCN has links to the Leadership Alliance for Care of Dying People's "One Chance to Get It Right" priorities, and partners with Hospice UK (2024), care after death guidance.
Despite these infrastructures, there are major gaps in implementation. The Marie Curie survey (Johansson et al., 2024) did document experiences against policy aspirations, and CQC (2024) maintains the identification of variation in quality. The gap between framework availability and consistent implementation is one of the main challenges for the sector.

[bookmark: _Toc220846951]2.7 Synthesis and gap identification: where staff and family experiences meet
This review shows that there are significant bodies of evidence investigating family experiences and staff perspectives as independent phenomena, but also very little research discussing their intersection. Familieserness - Anticipatory grief - satisfaction - mediated - Communication - Risk for Complicated Bereavement Staff experience emotional labour, accumulative grief and organisational barriers to quality care. Both groups' experiences are affected by the same deaths, the same organisational contexts and the same care relationships - yet research has mostly considered them in isolation.
The evidence reviewed identifies a number of gaps of interest for investigation. First, though family satisfaction research shows that staff communication is key, exactly how staff experience and negotiate these communications is understudied. Second, the emotional labour framework indicates that staff control their emotions in interactions with families, but the two-way influence of family grief on staff wellbeing is seldom explored. Third, organisational factors influence both family and staff experiences; however, how these parallel pathways interact in particular care home contexts is unclear.
This systematic review therefore addresses a critical gap: understanding the relationships between experienced feelings or perceptions of bereaved family and care staff that affect each other in residential care settings in the UK. By using processes to synthesise evidence from both perspectives at the same time, the review will attempt to produce insights for policy and practice that respond to the relational nature of end-of-life care conceptualised in person-centred and relationship-centred approaches.  

[bookmark: _Toc220573300]
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[bookmark: _Toc220846953]3.1 Introduction
This chapter describes the systematic review methodology to answer the research question: What are the experiences of bereaved family members and care home staff with end-of-life care in residential care homes in the UK? To ensure a transparent and reproducible conduct, the methodology followed the PRISMA 2020 framework (Page et al., 2021) of systematic reviews and meta-analyses. The chapter outlines the research design, search strategy, eligibility criteria, study selection, quality assessment, and data synthesis strategy. The methodological choices aimed to address the four research objectives that were discussed in Chapter 1 in a systematic manner without compromising on scientific rigour.

[bookmark: _Toc220846954]3.2 Research Design and Philosophical Position
A systematic review design was used in this study, as it is a suitable methodological choice in terms of synthesizing the existing qualitative and mixed-method research on experiential phenomena (Booth et al., 2022). Systematic reviews facilitate comprehensive identification, critical appraisal, and synthesis of all pertinent research on a given research question, which in turn reduces bias and offers effective evidence to guide practice and policy formulation (Aromataris and Pearson, 2014). This review used the PRISMA 2020 framework (Page et al., 2021) to organize its methods and include clear reporting principles, which increase transparency and reproducibility.
The study relied on an interpretivist paradigm that acknowledges human experiences as regulated and contextualized (Lincoln and Guba, 1985). This philosophical standpoint recognizes that grieved relatives and care facility personnel derive meaning about their end of life care experiences depending on individual, interrelation, and organizational situational circumstances. An interpretivist is a paradigm that favours the testimonies of the individuals themselves who have provided and received end-of-life care and aims to comprehend the various realities and subjective perceptions defining these experiences (Creswell and Poth, 2018).
To explore this question, qualitative and mixed-methods studies were considered the most suitable due to their ability to provide rich and descriptive narratives of lived experience, with complexity, nuance, and context that other quantitative methodologies cannot access (Pope and Mays, 2020). Only studies with a significant qualitative part were also included in the definition of mixed-method studies because such studies might offer both scope (quantitative data) and depth (qualitative exploration), contributing more to the comprehension of multifaceted healthcare phenomena (Creswell and Plano Clark, 2018).
The benefits of the systematic review method are that it brings together many studies to increase confidence in the results; it shows gaps in the current research; it can indicate patterns in many contexts and populations; and it offers a sound evidence base to guide the practice and policy recommendations (Gough et al., 2017). Nevertheless, there are drawbacks: they cannot produce new empirical results; synthesis across varied study designs and settings can be hard; and publication bias will have the effect that some positions or findings are underrepresented in the published literature (Petticrew and Roberts, 2006). All these advantages and limitations were weighed against each other during the review process and are discussed in section 3.10.

[bookmark: _Toc220846955]3.3 Search Strategy
[bookmark: _Toc220846956]3.3.1 Information Sources
In October of 2025, two bibliographic databases, namely Medline (accessed through PubMed) and PsycINFO (accessed through EBSCOhost), were searched using electronic databases. The main database that was chosen was Medline, classified by the largest proportion of peer-reviewed and research literature in biomedical and health services. The source PsycINFO was chosen because it covers a wide range of psychology, nursing, and social care issues that reflect views on human experiences, mental health, and bereavement that lie at the centre of this research question (American Psychological Association, 2024). These databases were complemented to make sure that the relevant qualitative and mixed-method research was found extensively in the fields of health, social care, and psychology.
Making time to consult the grey literature systematically to locate the relevant reports, practice guidance, and policy documents, which might not be easily found in the peer-reviewed journals, offered the opportunity to gain meaningful contextual insight into end-of-life care in the UK residential care homes. These were reports by the Care Quality Commission (CQC) of care home inspection and quality ratings, publications on end-of-life care practice and evidence by Social Care Institute of Excellence (SCIE) and guidance on palliative and end-of-life care in care home settings by the Royal College of Nursing (RCN). The reason why these grey literature sources have been selected is that they refer to authoritative bodies in the UK and their publications directly enlighten the care home practice, regulation, and professional standards. Reference lists of the included studies would also be searched by hand to find any other relevant studies that were not found on a database search, and in line with PRISMA, hand searching is an ultimate method of literature identification (Page et al., 2021).

[bookmark: _Toc220846957]3.3.2 Search Terms and Boolean Logic
Medical Subject Headings were used to systematically recognize the relevant literature that occurred based on Medical Subject Headings (MeSH) terminologies, as well as free-text terminologies and Boolean operators (AND, OR). Table 1, below, has a tabulation of the search terms arranged into four conceptual categories.
[bookmark: _Toc220798160]Table 1: Search Terms and Boolean Logic
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Combined Search Strategy: (Population terms) and (Participant terms) and (Phenomenon terms) and (Geographic terms).
The asterisk (*) was used as a truncation mark to represent the different word endings in the variants (e.g., family/families/familial fell under the asterisk mark). Operators OR were used to link similar words within each category to increase sensitivity, and the four categories were linked with operators AND to increase specificity.

[bookmark: _Toc220846958]3.3.3 Date Parameters
The searches in the databases were limited to articles published within the period of January 2015 to October 2025, which covers the latest decade of evidence. Because this period represented the evidence of recent practice and policy backgrounds in residential care homes in the UK, the findings represented present models of care delivery and regulation systems. A decade gives enough time to establish patterns, trends and thematic elements along with remaining relevant to the contemporary practice. Major policy shifts in UK palliative and end-of-life care have happened since 2015, such as the Ambitions for Palliative and End of Life Care framework (National Palliative and End of Life Care Partnership, 2015), which is why this timeframe is of particular relevance in appreciating experiences of stakeholders.
The COVID-19 pandemic period (2020-2025) also entered into the timeframe, significantly affecting end-of-life care delivery in residential care facilities by restricting regulations, planning infection control measures and mortality increase (Bradshaw et al., 2023). The inclusion of pandemic-era research with pre-pandemic methodology facilitated a comparison of the experiences related to end-of-life care in the typical and crisis conditions of the past.

[bookmark: _Toc220846959]3.4 Eligibility Criteria
Systematic, transparent and consistent study selection was predetermined using very well-defined inclusion and exclusion criteria. These criteria are discussed in Table 2. 
[bookmark: _Toc220798161]Table 2: Inclusion and Exclusion Criteria
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The setting criterion was UK residential care homes since cross-country transferability is constrained by the fact that many countries have different healthcare systems, regulatory frameworks, and cultural approaches to end-of-life care (Bone et al., 2018). The participant criterion targeted bereaved family members due to their reflections of bereavement as a retrospective insight into the overall care path and the possible elicitation of more forthright views (Perkins et al., 2016). Staff in care homes were also incorporated in all positions to represent the different views of the care delivery system.
The study design criterion favours qualitative and mixed-method research since the methodologies produce in-depth descriptions of lived experiences, in a way that subjective meanings and emotions and contextual factors that cannot be adequately examined through quantitative research are covered (Sandelowski and Barroso, 2007). Section 3.3.3 explained why the publication period criteria (2015-2025) were justifiable. The language requirement was an indication of a resource constraint and the preeminence of UK studies in English. Focus criterion guaranteed that studies were directly concerned with experiential aspects of end-of- life care and not just clinical or organisational outcomes.

[bookmark: _Toc220846960]3.5 Study Selection Process
The process of study selection occurred in four phases in accordance with PRISMA 2020 (Page et al., 2021). 
Phase 1 entailed the implementation of searches in Medline and PsycINFO in October 2025, and the results were exported to a bibliographic software. Data corruption by duplication was eliminated through Microsoft Excel using the combine and remove duplicates option applied to author, year, and title grouped data, coupled with manual correction.
Phase 2 was the review of titles and abstracts with criteria (Table 3.2). Records were classified into either include, exclude, or uncertain. Conservative inclusion was used: doubtful records were allowed to be used in full-text testing.
Phase 3 entailed the acquisition and perusal of full manuscripts. Individual articles were evaluated using all the criteria, with exclusion causes recorded. Four more copies were detected in this stage.
Phase 4 was a hand search of the reference lists of the included studies to allow retrieval of extra publications not detected by databases (Greenhalgh and Peacock, 2005). No differently identified records were not screened.
All phases were undertaken by one reviewer. To improve rigour, a priori explicit criteria were set, a detailed documentation was maintained, and conservative inclusion was applied. The PRISMA flow diagram (Figure 1, attached before section 4.3) represents the entire process.

[bookmark: _Toc220846961]3.6 Data Extraction
A set data extraction form was used to record: features of study (author, year, journal, UK location, and care home type), methodology (design, data collection, sampling, sample size, analysis), the features of participants (types, staff roles, and family relationships), features of key results (themes, quotations, quantitative results of interventional studies), and nature of recommendations. The procedure entailed reading an individual study, filling in the form and verbatim quotations were recorded. Data were stored in Microsoft Excel using distinct tabs of characteristics, methods, findings, and quality rating, where data were stored consistently and synthesis was easily enabled (Booth et al., 2022).


[bookmark: _Toc220846962]3.7 Quality Assessment
To evaluate the methodological quality of included studies, the Critical Appraisal Skills Programme (CASP) Quality Checklist (Critical Appraisal Skills Programme, 2018) the well-known instrument in the context of assessing the rigour of qualitative studies, was used to evaluate those studies. CASP was chosen as it offers framework criteria that are explicitly tailored to the qualitative research appraisal and capture the major areas of quality that are of significance in the experiential research (Long et al., 2020). CASP checklist is a ten criteria that evaluate: it is (1) clear that the research aims are appropriate, (2) that the qualitative methods adopted are appropriate, (3) that the research design is appropriate, (4) that the recruitment strategy is appropriate, (5) that the methods used to collect data are appropriate, (6) that the researcher-participant relationship has been considered, (7) that ethics are upheld, (8) that data analysis is rigorous, (9) that findings statement is clear, and (10) that the research is valuable and relevant
In mixed-methods studies, the qualitative element was evaluated according to CASP Qualitative criteria; however, quantitative elements were observed, but not graded, because the research question did not put a high priority on quantitative data. The score on each of the criteria was Yes (criterion fully met), Can't Tell (inadequate information available to determine), or No (criterion not met). The quality scores of studies were on a 0-10 scale underYes for the same scores, high quality was 9-10, medium 6-8 and low 0-5. A final synthesis of 7 or higher was used to derive the final synthesis to ensure that methodological rigour was upheld whilst sufficient breadth of evidence was met.
Synthesis was informed by quality ratings in various ways. As the broad themes were determined, high-quality studies (9-10/10) were assigned a higher interpretive weight. In cases where there was disagreement on the outcome of the studies, the quality ratings were used to explain whether such differences were due to methodological drawbacks. There were also observed methodological strengths and weaknesses across the evidence base, which were also revealed in the quality assessment process. Full CASP evaluations of each of the included studies can be found in Appendix C.

[bookmark: _Toc220846963]3.8 Data Synthesis and Analysis
Thematic synthesis was performed according to the six-step systematic approach offered by Braun and Clarke (2021), which was chosen because it provides opportunities to interpret the results beyond the limits of the study (Thomas and Harden, 2008). These stages were: Familiarization (reading studies, finding patterns), Generating Code (coding performance findings and quotations using descriptive labels, manually coding participant quotations line by line), Searching Themes (themes: collating codes into themes), Developing Themes (creating clear definitions of how the themes are relevant to objectives), and Producing Report (organization: structuring performance findings into coherent narrative with quotations and numerical summaries).
They were complemented by narrative synthesis, which ensured a structured description of the characteristics of the studies and their context (Popay et al., 2006). Synthesis achieved each objective: Objective 1 by focusing on family themes, Objective 2 by focusing on the staff perspective, Objective 3 by focusing on crosscutting factors, and Objective 4 by integrating quality assessment and recommendations. Quality evaluation was introduced through observing what themes were produced by high and moderate-quality studies, and the rigour rating was used to evaluate confidence (Noyes et al., 2019).

[bookmark: _Toc220846964]3.9 Ethical Considerations
This systematic review was granted ethical approval on 8th October 2025 by the University of Wales Trinity Saint David Research Ethics Committee. The study involved a secondary analysis of published literature, which meant that ethical implications were low. 
Transparency and rigour were ensured by following the PRISMA 2020 (Page et al., 2021) reporting standards. The secondary data were handled with sensitivity to respect the bereaved family members involved in each study. Intellectual property was respected by properly crediting all source studies, using quotations correctly with citation of the author, and appreciation of the original author's interpretation. 

[bookmark: _Toc220573301][bookmark: _Toc220846965]Chapter 4: Results 
[bookmark: _Toc220846966]4.1 Introduction
The chapter includes the results of a systematic review on the experiences of bereaved relatives and care home workers with end-of-life care in the UK residential care homes. Using a PRISMA 2020 framework (Page et al., 2021), a review of 12 high-quality studies in total was identified, appraised, and synthesized in accordance with the framework. The results respond directly to the research question, which is as follows: What are the experiences of bereaved family members and the staff of the care home concerning end-of-life care given in residential care homes in the UK? and are in line with four objectives of the research indicated in Chapter 1.
The findings are presented in six groups. Section 4.2 gives an account of the flow used in selecting the study through the PRISMA flow diagram. Section 4.3 shows the features of the 12 studies that the author included there. Quality assessment findings summarised in section 4.4 were based on Critical Appraisal Skills Programme (CASP) checklists. The thematic synthesis is provided in section 4.5, which covers experiences of bereaved family members (4.5.1), care home staff (4.5.2) and points of intersection between the two groups of stakeholders (4.5.3). Lastly, section 4.6 gives a conclusion in the form of a connection of major findings with research objectives.

[bookmark: _Toc220846967]4.2 Study Selection Results
The search strategy gave 280 records in total, including 156 on Medline (through PubMed), 89 on PsycINFO, 23 on grey literature sources (Care Quality Commission, Social Care Institute of Excellence, Royal College of Nursing, National Institute of Research in Health) and 12 on hand searching reference lists. After the process of deduplication was performed through the use of Excel, Removing Duplicates option was used with author, year and title as keys to create 1 record, which resulted in the removal of 256 duplicate records and screened 24 records in title and abstract.
Upon screening titles and abstracts, all 24 of the records passed the first inclusion criteria and moved to full-text evaluation. Four more duplicates were found during the full-text review due to the presence of the same studies in both the search outcomes of the databases: Hanna et al. (2022), Vandrevala et al. (2017), Bradshaw et al. (2023), and Spacey et al. (2021). This would lead to the selection of 20 different studies that go through quality assessment.
The 20 studies were subjected to stringent quality evaluation through the right CASP checklists, along with 15 studies based on the CASP Qualitative Checklist, 3 on the CASP Cohort Study Checklist, and 2 Mixed Methods Appraisal Tool. The quality ratings showed 14 high-quality studies (with a score of 8-10/10), 6 medium-quality studies (with a score of 5-7/10) and no low-quality studies. Out of these 20 studies, 12 studies then were identified to be included in the final synthesis because of: CASP quality scores of at least 7/10, direct relevance to the research question, representative of both family and staff and combined views (n=5, n=4 and n=3 respectively), geographic such diversity across regions of the UK, and diversity in the quality of methodology (qualitative and mixed methods classification of research) used. The entire process of the selection is shown in Figure 1.
[image: ]
[bookmark: _Toc220798111]Figure 1: PRISMA Flow Diagram for Study Selection Process
Source: Author’s own work based on PRISMA 2020 guidelines (Page et al., 2021)

[bookmark: _Toc220846968]4.3 Included Studies Characteristics
All 12 studies made in it have shown significant diversity in methodology and context, as seen in Table 1. Qualitative designs were used in eight studies (67 percent), and four (33 percent) used mixed-method designs based on the combination of the qualitative approach (qualitative interview) and the validated quantitative variables or cross-sectional surveys. Geographically, 10 studies (83%) were carried out in England on which specific locations of England were represented, i.e., London (Moore et al., 2017; Kupeli et al., 2016), North-Eastern England (Poole et al., 2018), Hertfordshire (Handley et al., 2022), South-Western England (Spacey et al., 2021), Northern England (Preston et al., 2025). One was commissioned in Northern Ireland (De Witt Jansen et al., 2017), and two recruited a national sample across the UK, of 92.5 and 7.5 percent of participants in the UK and English, respectively (Bradshaw et al., 2023; Preston et al., 2025).
They consisted of 20 participants (Vandrevala et al., 2017) and 134 participants (Bradshaw et al., 2023). Bamford et al. (2018) was the largest qualitative research involving 116 interviews, 12 focus groups, and 256 hours of direct observation in various care home locations. The total number of participants in all 12 studies was over 450 individuals, which included bereaved and current family carers, staff members of care homes at different levels (healthcare assistants, nurses, team leads, managers) and health and social care professionals.
Most of the ten studies (83) used semi-structured interviews as their primary source of data collection and thus were able to explore in depth the lived experiences. To permit end-of-life care delivery observation, five studies (42%) were based on the focus group implemented to support peer discussion and determine similar experiences, and two studies (17) were based on direct observation. One-third of the studies (25) employed qualified quantitative methods based on the Hospital Anxiety and Depression Scale (HADS), Short Form-12 Health Survey (SF-12), Zarit Burden Interview, the Inventory of Complicated Grief (ICG), and the Satisfaction With Care at the End-of-Life in Dementia (SWC-EOLD) scale to define the mental health and satisfaction outcomes in family carers (Moore et al., 2017; Bradshaw et al., 2023).
Thematic analysis was the most commonly used analytical method; nine studies (75%) used thematic analysis, two studies (17) followed framework analysis, and two (17) followed methodologies of realist evaluation. On a temporal note, 6 studies (50%) took place pre-pandemic (2016-2019), and six (50) examined the end-of-life care experiences during or in the immediate aftermath of the COVID-19 pandemic (2020-2025), and this gave perspective on crisis and non-crisis care delivery. Preston et al. (2025) is the latest publication that has been synthesised into evidence.


TABLE 1: Characteristics of Included Studies (n=12)]
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Note: FG: Focus group, HCA: Healthcare Assistant, CASP: Critical appraisal skills program quality assessment, SW: South West, N: North, NE: North East, UK: United Kingdom. 
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[bookmark: _Toc220798112]Figure 2: Characteristics of Included Studies (n=12)
Source: Author’s own work based on data extracted from included studies

[bookmark: _Toc220846969]4.4 Quality Assessment Summary
The 12 included articles showed good methodological rigour, with 9/10 to 10/10 in quality scores on the CASP assessment tools and an average quality score of 9.75/10. The highest score of 10/10 was obtained by 9 (75) studies, and the middle score of 9/10 was obtained by 3 (25) studies. Table 2 shows the specific CASP quality rating of each study in 10 study evaluation criteria.
The methodological strengths that were common to the included studies comprised: clear statement of research objectives directly associated with end-of-life care experiences (100% of studies), sound qualitative or mixed-method designs appropriate to investigate end-of-life care-related subjective experiences (100%), rigorous purposive or maximum variation sampling procedures to seek a diverse variety of perspectives (100%), suitable and well described qualitative data collection methods such as interview guides and observational protocols (100%), clear and transparent data analysis practices with suggested evidence of coding frameworks and theme

Three articles that concurred on ‘Unclear’ on the reflexivity criterion (CASP Question 6) included in Poole et al. (2018), Vandrevala et al., the researchers did not thoroughly discuss how the characteristics or assumptions of researchers could have affected data collection or interpretation, despite providing explicit acknowledgement of the researcher's position. Nonetheless, this small weakness did not affect the validity of the results significantly, since all three studies were found to have solid analysis strategies, data triangulation, and participant quotation validation.
The faith in the synthesis of the evidence is supported by the high quality of the included articles. The methodological heterogeneity (qualitative and mixed methods), the analytical strategies (thematic analysis, framework analysis, and realist evaluation), and the chronological dispersion (pre-pandemic and pandemic-time studies) increase the reliability of results and their applicability. No studies were filtered out based on quality issues since they all met or even surpassed the set standard of CASP score ≥7/10.
TABLE 2: Quality Assessment Summary (CASP Ratings)
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Key: Y = Yes; UC = Unclear
Quality Distribution:
· High quality (9-10/10): 12 studies (100%)
· Perfect score (10/10): 9 studies (75%)
· Average quality score: 9.75/10
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[bookmark: _Toc220798113]Figure 3: Quality Assessment Summary (CASP Ratings)
Source: Author’s own work based on CASP Qualitative Checklist (CASP, 2018)
4.5 Thematic Findings
Thematic analysis of the 12 included studies revealed 11 overall themes, five of which focused on the experiences of bereaved family members, six focused on the experiences of care home staff, and areas of overlap between the two stakeholder groups. The results are outlined in the cases of each group of stakeholders prior to discussing common themes.



4.5.1 Bereaved Family Member Experiences
The experiences of bereaved family members in residential care homes due to end-of-life care had five key themes, namely: communication and information, presence and involvement, relationships with the staff, grief and bereavement, and care priorities. Theme 1: Communication and Information (n=7 studies).
In seven studies, communication turned out to be an important factor that defines family satisfaction (Moore et al., 2017; Bamford et al., 2018; Poole et al., 2018; Hanna et al., 2022; Perkins et al., 2016; Spacey et al., 2021; Preston et al., 2025). The families highly esteemed the need to constantly be updated on the status of the relative, especially informing them when the resident was getting worse or near death. Perkins et al. (2016) single out proactive communication as a factor that helped the family to make an informed decision of whether they wanted to be available upon when the individual died, with bereaved relatives noting that the need to be there and properly say goodbye was supported by prompt staff interaction.
On the other hand, non-involvement in the decision-making in critical care, especially Do Not Resuscitate (DNR) meetings, was very distressing. Hanna et al. (2022) discovered that during the COVID-19 situation, families are not part of resuscitation decision-making, and one female carer mentions: Going into a care home, she must have thought, it is all over, they are merely going to dump me, I will not see anybody again. This exclusion further augmented the feeling of abandonment and guilt among the family members. As mentioned by Spacey et al. (2021), the staff in care homes were, in some cases, avoiding residents with dementia outright and approached next of kin to make decisions without involving them and their families, which further excluded such residents and families from meaningful participation.

Theme 2: Presence and Involvement (n=6 studies)
The six studies (Moore et al., 2017; Bamford et al., 2018; Poole et al., 2018; Hanna et al., 2022; Perkins et al., 2016; Preston et al., 2025) underlined the essential significance which families attached to the dying process in the form of physical presence. Moore et al. (2017) established that the control over and influence occupied a major part of the experience of bereaved carers, and the practical engagement in care coordination was appreciated in addition to presence.
The visiting restrictions associated with the COVID-19 pandemic caused an extreme depth of forced absence trauma. According to Hanna et al. (2022), families reported experiencing wastage or time loss as they were not allowed to reach the dying loved ones during the last moments that might have brought happiness and joy to their lives. According to Preston et al. (2025), the lack of physical presence by families led to permanent trauma, and technology was not an appropriate alternative to the physical one. There was a great sense of guilt and fear of abandonment that families had as they feared that the residents felt dumped and forgotten. In places with positive end-of-life visits, which had happened during the pandemic, they tended to necessitate the care homes violating official COVID-19 regulations, which left the staff in an ethically dilemmatic situation.

Theme 3: Relationships with Staff (n=4 studies)
Four studies (Moore et al., 2017; Bamford et al., 2018; Perkins et al., 2016; Handley et al., 2022) found that the quality of the relations between the residents and the staff of the care home had a serious impact on the satisfaction of the family. They valued families in which staff members developed strong emotional attachments with residents who valued having staff members who showed empathy with the residents beyond health care duties. According to Bamford et al. (2018), families especially valued the fact that the staff developed strong relationships with the residents, and one of the night care assistants commented: I just think that it must be really scary and frightening. It is just that you do not know what they are thinking. You know, even there, it is just a reassurance.
According to Moore et al. (2017), relationship quality with care services was important, which defines the satisfaction of the families with the end-of-life care. Perkins et al. (2016) underlined that bereaved family members attached importance to relationship-focused care in which the staff were compassionate, and relatives stated that regardless of whether staff did all they could to make the process as smooth as possible. Handley et al. (2022) reported that continuity of care led to staff members having extensive information about residents and being able to know when residents were deteriorating and how to design a dying environment aimed at the individual.

Theme 4: Grief and Bereavement (n=4 studies)
Four articles (Moore et al., 2017; Poole et al., 2018; Hanna et al., 2022; Preston et al., 2025) reported high-level grief and bereavement issues amongst people who lost a loved one. Mental health burden was quantified by Moore et al. (2017): the authors showed that 26 per cent of family carers were caseless according to the HADS measure of depression at baseline (250.4) and 41 per cent were caseless according to the HADS measure of anxiety at baseline (250.5): median complicated grief score of 27 (mean of 11 out of 16 grief symptoms experienced at least once every month). A bereaved carer outlined the nature of anticipatory grief as the dementia develops: I guess you do grieve before they are indeed got.
Losses because of the pandemic worsened bereavement problems. Hanna et al. (2022) discovered that isolation and separation increase grief, and that the families had poor bereavement support in the wake of deaths due to the pandemic. Preston et al. (2025) recorded the inability to say goodbye personally as a cause of chronic trauma. In all the studies, formal bereavement support proved to be unsatisfactory, and the family was left to cope with complex grief without proper, orderly professional help.

Theme 5: Priorities for Care (n=3 studies)
The key result of three studies (Bamford et al., 2018; Poole et al., 2018; Perkins et al., 2016) was that families prioritized end-of-life care in a different manner than was assumed by the professionals. Poole et al. (2018) recorded an explicit discordance between family and professional opinion, with families putting more emphasis on being comfortable, staying where they feel safe, and formalization of advance care planning. Seven areas of priority came about, including receiving care where it counts, comfort, skilled workforce, future (but with less weight than professionals anticipated), family roles in the structure of care, future decision-making, and person-centred care.
According to Bamford et al. (2018), emotional support and staying informed were the highly valued elements of care provided to the family, which were not merely aspects of clinical symptom management. Perkins et al. (2016) further noted that the assessment of bereaved relatives was focused on the overall achievement of an encompassing death without suffering, with most of them saying that care was generally good when these basic priorities were achieved. The results show that professionals have to get deeper into the personal views of the family, instead of a set of priorities, and strike the right balance between the discussions of planning and the pressing needs for comfort.

4.5.2 Care Home Staff Experiences
The experiences of care home staff during end-of-life care provision were described through six broad themes, which were: emotional labour and burden, training needs, support needs, recognition and value, systemic barriers, and staff expertise and creativity.

Theme 1: and Burden: Emotional Labour (n=6 studies).
Five (Hanna et al., 2022; Vandrevala et al., 2017; Handley et al., 2022; Spacey et al., 2021; Bradshaw et al., 2023; Preston et al., 2025) and one (Spacey et al., 2021) of these articles indicated that there were much emotional labour and load among employees of the care homes. As Vandrevala et al. (2017) found, employees have formed close relationships with residents and families, making it difficult for them to die. The staff members, as mentioned in the study, said that sometimes external pressure on them and the difficulty of connecting with people with dementia were challenging, stressful and anxiety-inducing, particularly when the residents were nearing the end of their lives.
The death of many residents over time increased emotional stress. According to a critical realist analysis carried out by Spacey et al. (2021), the emotional needs of staff could not be met, and as a result, some did not plan their own or their patients', rushed to sort out conversations related to death, and experienced burnout due to cumulative emotional labour. The moral distress was fueled by the COVID-19 pandemic. Preston et al. (2025) observed that the staff had deep moral distress in striking a balance between infection control needs and professional ethics of care, which included feeling complicit in their role of excluding families and grieving on behalf of the family. Bradshaw et al. (2023) measured the impact of the pandemic: 70.1% of the staff reported a considerable level of stress, one manager of whom referred to pandemic restrictions by saying it was terrible...undignified...I would use such a strong word as traumatic to both my staff...the fact that I could not provide the level of care I would like to provide.

Theme 2: Training Needs (n=4 studies)
Four articles (Vandrevala et al., 2017; Kupeli et al., 2016; De Witt Jansen et al., 2017; Spacey et al., 2021) reported that employees of care homes had significant training lapses. Vandrevala et al. (2017) discovered that staff were unaware of what dementia progression was, the ability to effectively communicate with dying residents and having pain/symptom assessment skills. In particular, De Witt Jansen et al. (2017) emphasized that healthcare assistants (HCAs) needed training on HCA-specific methods of pain assessment because the current pain assessment tools had not been created with HCAs in mind, despite them having the most frequent contact with residents.
Spacey et al. (2021) single out a shortcoming in training and knowledge as a hindrance to meaningful advance care planning discussions, especially with residents with dementia, with non-registered staff being the least trained. According to Kupeli et al. (2016), the limitation of the staff training, such as insufficient dementia training and the knowledge of palliative care, was a systemic determinant of the quality production of end-of-life care. The results were dispersed consistently, with the findings always showing that the current training delivery was not sufficient to equip the staff with the requirements to handle the involved complex emotional and clinical needs of an end-of-life care provided to people with dementia.

Theme 3: Support Needs (n=4 studies)
Four studies registered the unmet emotional support needs of the staff in care homes (Vandrevala et al., 2017; Handley et al., 2022; Spacey et al., 2021; Bradshaw et al., 2023). In the study of Vandrevala et al. (2017), staff did not have formal mechanisms of processing grief after the deaths of residents, no one to lean on professionally, and many of them had cumulative grief related to the multiple deaths without organizational appreciation or support.
Handley et al. (2022) revealed that the support systems among care home staff used informal peer support, with rituals celebrating the residents (by dedicating songs or showing photographs), but they lacked formal bereavement support organization structures. Supervision, support, and debriefing of staff were recommended by Spacey et al. (2021) to help staff manage their emotional needs and could decrease emotional labour and avoid death talks. Bradshaw et al. (2023) highlighted that one of three crucial pillars that offered relationship-based care is connected to an identified workforce: a supported workforce, which is necessary, in addition to integration with health/social care systems and digital inclusion, underscoring the structural way of showing deficits in support.

Theme 4: Recognition and Value (n=3 studies)
The effects of care homes on staff reported that the staff members felt unappreciated and unacknowledged (three studies, Kupeli et al., 2016; De Witt Jansen et al., 2017; Bradshaw et al., 2023). According to Kupeli et al. (2016), the societal stance on care work established it as low-status employment, and the issues that the professionals emphasized are contradictions between the quality of care and financial sustainability. De Witt Jansen et al. (2017) discovered that HCA knowledge on identifying resident pain and deterioration was systematically ignored, although HCAs play an important observational role. HCAs reported experiencing frustration when they would raise pain issues which were not clearly addressed by registered staff, since they knew that something was wrong but could not be heard: I can notice that they are in pain, but the nurse never wants to listen to me.
The pandemic increased the concerns of recognition. Bradshaw et al. (2023) discovered that the staff perceived they were deeply undervalued and invisible when compared with the NHS staff, regardless of the substantial contributions they made during the pandemic, which was morally injurious. The article captured requests of parity of esteem with the NHS, which was expressed with great frustration with the marginalised position of the care home sector in the wider health and social care system.

Theme 5: Systemic Barriers (n=4 studies)
There were four articles (Kupeli et al., 2016; Handley et al., 2022; Spacey et al., 2021; Bradshaw et al., 2023) that identified system-level barriers to attitude and quality of end-of-life care. Kupeli et al. (2016) performed a realist evaluation that found seven contextual barriers including a focus on financial efficiency, rather than person-centered care (budget constraints and a profit motive in private sector care homes), complex and split health/social care systems that lacked integration, societal attitudes making care work a low-status occupation, staff training and experience constraints, governance and bureaucratization leading to excessive paperwork and regulation, dimensional complexity (no predictability of progression and difficulty communicating with the patient), and the implementation of advance care planning barriers.
Handley et al. (2022) recorded that documentation and advance care planning system imposed legal and emotional burdens, and sometimes the paper workload and bureaucratization served to distract from meaningful care based on relationships. Spacey et al. (2021) discovered that staff expectations of dementia and capacity resulted in the exclusion of the resident in their own care planning, as the staff approached them directly to the family without engaging the residents. Bradshaw et al. (2023) highlighted that to facilitate relationship-centred care, three pillars were required, namely, integration with health/social care systems (external specialist support is necessary), digital inclusion (technology is a supplement and not a replacement), and a supported workforce (requires training, emotional support, and recognition). There was a lack of these systemic supports that sabotaged the individual staff efforts.

Theme 6: Staff Expertise and Creativity (n=2 studies)
Two articles (Bamford et al., 2018; Handley et al., 2022) reported the expertise and innovativeness of care home staff in providing personalized end-of-life care using limited resources. Handley et al. (2022) determined that continuity of care allowed staff to gain extensive knowledge of the resident, and the subtle indicators of deterioration were detected, which the outside professionals could overlook. Employees reported having experienced just knowing of steadily waning residents as per their accrued relational knowledge.
The remarkably high-level staff innovativeness in personalized dying settings was reported by Handley et al. (2022). One of the English care home managers explained: We have gone to make it closer to home than to die in hospital... we have a gentleman, who was a birdwatcher, he has won numerous awards, so we have birds on his roof, on the ceiling. According to Bamford et al. (2018), the importance of valuing the expertise of the staff and continuous learning were crucial element of quality end-of-life care. Such results contradict deficit-oriented discourses and present care home staff as competent, innovative professionals whose skills should be acknowledged and promoted formally.
4.5.3 Overlapping Themes in the Two Groups.
Several themes overlapped between bereaved family members and care home staff. Both sets also focused on relationship-based care as the basis of quality end-of-life care, which could be interfered with by systemic pressures or crisis (Bamford et al., 2018; Perkins et al., 2016; Handley et al., 2022; Bradshaw et al., 2023). COVID-19 gave rise to a collective trauma: visiting restrictions were traumatic to families, and staff were morally distressed by the attempt to reconcile the values of infection control and caring with physical presence values, and technology was an inadequate replacement (Hanna et al., 2022; Bradshaw et al., 2023; Preston et al., 2025). The two groups also identified advance care planning as a significant concept but challenging to execute effectively, especially in the case of residents with dementia unless they were included in their own planning (Moore et al., 2017; Bamford et al., 2018; Poole et al., 2018; Kupeli et al., 2016; Spacey et al., 2021).

4.6 Summary of Key Findings
This systematic review of 12 high-quality studies incorporated more than 450 participants in UK care home settings. The results directly responded to the four research objectives. Objective 1 (exploring bereaved family experiences) found 5 important themes: centrality of communication and information, the importance of presence and involvement (severely affected by pandemic restrictions), value of staff-resident relationships, challenges in grief and bereavement (prevalence of depression 26% and anxiety 41%) and family priorities which prioritize comfort and dignity over formal planning processes.

The themes identified in Objective 2 (examining staff perspectives) consisted of substantial emotional work and burden with insufficient support structures, high training requirements especially in dementia end-of-life care, staff lack of emotional support despite informal peer support, enduring lack of recognition and value given to care work, multiple systemic barriers such as fragmented health/social care systems and financial constraints, and expertise and creativity of the staff to personalize care despite available resources.
Objective 3 (determining factors that affect stakeholder perceptions) indicated that the relationship-focused quality of care, continuity allowing accumulated resident comprehension, communication efficiency, organizational support systems, and systemic interactions with external health services had a fundamental influence on the family and staff experiences. Objective 4 (creating evidence-based recommendations) stressed the following priorities: creation of better staff training and emotional support, secured access to families during crises, a new system of communication, establishment of knowledge in the sphere of the care home and equal respect with the NHS and systematic integration of health/social care.
These results form a premise to the discussion chapter, wherein they will be interpreted in terms of the existing literature, implications for policy and practice, and specific recommendations are given on how best person-centred end-of-life care can be provided within UK residential care homes.
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[bookmark: _Toc220798114]Figure 4: Thematic Synthesis Findings
Source: Author’s own work based on thematic synthesis of included studies (n=12)
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[bookmark: _Toc220846970]CHAPTER 5: Discussion
[bookmark: _Toc220846971]5.1 Introduction
This chapter synthesises the results of the systematic literature review, which investigated the experiences of bereaved family members and employees working in UK residential care homes about end-of-life care. The question of the research was as follows: What is the experience of bereaved family members and care home staff with regard to end-of-life care in residential care homes in the UK? The review provided five family themes (communication and information, presence and involvement, relationships with staff, grief and bereavement, priorities for care) and six staff ones (emotional labour, training needs, support needs, recognition and value, systemic barriers, expertise and creativity).
The findings are critically discussed in relation to person-centred care models (Kitwood, 1997; McCormack and McCance, 2017) and conceptualizations of the good death (Steinhauser et al., 2000). The relationship between the findings and the existing literature, implications for the practice, policy, and further research were formulated.

[bookmark: _Toc220846972]5.2 Discussion of Findings in Context
[bookmark: _Toc220846973]5.2.1 Family Experiences: Interpretation and Comparison
As the most common aspect, communication and information provision were found in seven studies (Badger et al., 2012; Bamford et al., 2018; De Witt Jansen et al., 2017; Hanna et al., 2022; Kupeli et al., 2019; Lee et al., 2015; Moore et al., 2017) in accordance with publications that define communication as a significant factor in quality end-of-life care (Hancock et al., 2007 Nevertheless, it became clear during synthesis that communication failures were structural, and the families were being dismissed when they raised concerns (De Witt Jansen et al., 2017) and were not told about deterioration (Hanna et al., 2022) which is in contrast to the principles of person-centered care (McCormack and McCance, 2017).
The fact that 26% bereaved relatives had clinical depression and 41% anxiety, as indicated by Moore et al. (2017), is a factor indicating that communication deficits could lead to complex grief coursework.
The presence and involvement in six studies (Badger et al., 2012; Bamford et al., 2018; Bradshaw et al., 2023; Hanna et al., 2022; Moore et al., 2017; Sawyer et al., 2021) should be perceived in the context of COVID-19. The fact that 78.5% of care homes permitted visiting, but families had a deep sense of trauma as observed by Bradshaw et al. (2023) throws light on the conflict between infection control and the human touch. Losses labelled as hideous and traumatic in the absence of the families suggest that the ethics of the health promotion pin family prevention rank above the psychosocial aspect.
This becomes important as opposed to conceptualisations of the good death that locate the presence of loved ones (Steinhauser et al., 2000). The restrictions imposed by COVID-19 did not allow what Kellehear (2007) refers to as social death rituals and relational closure, which provide meaning to dying. The median of 27 complicated grief scale used by Moore et al. (2017) before the pandemic and covered by Bradshaw et al. (2023) during the pandemic indicates the gradual neglect of relational needs of families by care facilities.
Positive relationships were found with staff in four studies (Badger et al., 2012; Hanna et al., 2022; Lee et al., 2015; Sharp et al., 2013) that showed that positive relationships could partially fill gaps in the system. Compassionate staff were also reported to make all the difference in families (Sharp et al., 2013). Nevertheless, the positive interrelations were based on personal features, as opposed to systems models, and this aspect has exposed quality to staff attritions of up to 30-40 per cent in a year (Skills for Care, 2022).
The article by Badger and colleagues (2012) and the ones by Kupeli and Lee (2019) and Moore and colleagues (2017) provided four studies and emphasised anticipatory grief as an under-recognised concept. The fact that families reported experiencing the process of grieving before their loved ones had died (Moore et al, 2017) indicates that care homes do not give much attention to the mentioned process. Studies show that not all care homes provide formal bereavement care (only 22 per cent of care homes give bereavement care), which is important since care home deaths occur in 24 per cent of all UK deaths (Office for National Statistics, 2023; 2024).
Priorities of care in three studies (Badger et al., 2012; Lee et al., 2015; Sharp et al., 2013) showed that families prioritised dignity and comfort as secondary to routinised and ended up with the priorities of care as being about the home routine and not about him (Sharp et al., 2013). According to Goffman (2007), this conflict between institutional efficiency and individualised care has postulated that routines that are task-oriented are prioritised in line with person-oriented rhetoric.

[bookmark: _Toc220846974]5.2.2 Staff Experiences: Interpretation and Comparison 
The utilization of emotional labour occurred more in six studies (Bamford et al., 2018; Bradshaw et al., 2023; Handley et al., 2022; Kupeli et al., 2019; Lee et al., 2015; Sawyer et al., 2021), which supports the findings of frameworks about care work as an emotionally demanding phenomenon (Hochschild, 2012). The staff accounts of feeling the pain of patients to live through (Lee et al., 2015) sheds light on the intensity of relations that do not fit biomedical paradigms.
The results of Bradshaw et al. (2023), who reported that 70.1% of the staff experienced high levels of COVID-19 stress and said that they also experienced moral distress, will broaden the discussion on moral injury in healthcare. Employees felt triggered to enact restrictions since they felt they were failing families. The psychological trauma that has been documented by Handley et al. (2022) suggests that some of the workers can form post-traumatic stress symptoms.
Four studies (Badger et al., 2012; Bamford et al., 2018; De Witt Jansen et al., 2017; Handley et al., 2022) identifying training requirements also shown the staff were aware of knowledge gaps in symptom recognition and advance care planning, in line with evidence of care home staff not receiving as much palliative care education as hospital staff (Hall et al., 2011).
The need to support staff (Bamford et al., 2018; Bradshaw et al., 2023; Handley et al., 2022; Sawyer et al., 2021) was identified as desirable by four studies, which was most often not systematically delivered. This goes in line with the theoretical studies on the hidden cost of emotion work when organizations are unable to cater to the emotional requirements of employees (Bolton, 2000). Although the policies of the NHS require clinical supervision (NHS England, 2016), the same does not apply to the care home staff.
The statistics presented by Bradshaw et al. (2023) regarding 45.3 percent of nursing homes experiencing staffing problems place the needs of individuals in a framework of a poor workforce. Studies indicate that a lack of adequate support causes turnover, which leads to the release of specific cycles where a lack of support leads to low mutual support ability.
The need to feel important was identified as having been recognized and valued by 3 studies (Handley et al., 2022; Lee et al., 2015; Sawyer et al., 2021)—that the staff perceive working in a Cinderella sector and feel undervalued, or looked down upon (Lee et al., 2015). In the UK care home, wages are 15-20% less than those in the NHS (Skills for Care, 2022).
High workloads and the lack of specialist palliative care are some systemic barriers found in four studies (Badger et al., 2012; Bradshaw et al., 2023; Handley et al., 2022; Sharp et al., 2013). According to the Care Quality Commission (2016), the greatest quality barrier was found to be staffing inadequacy.
The two works show that staff expertise and innovation (Lee et al., 2015; Sawyer et al., 2021) present examples of advanced knowledge, which could be considered an example of invisible work since it was an invisible practice during the standardization. This implies that quality improvement ought to be based on the current personnel capabilities (Grol and Grimshaw, 2003).

[bookmark: _Toc220846975]5.2.3 Integrated Analysis
There is a convergence of themes indicating a few functional relationships among the care triad (residents, families and staff), including the elements of quality end-of-life care (Nolan et al., 2004). Training, lack of time or emotional support of the staff can negatively impact the relational care; lack of inclusion of the families in the staff morale is negatively addressed.
The COVID-19 results presented by Bradshaw et al. (2023) indicate the interventions of system-level policies that impacted the capacity of both families and staff to deliver relationship-focused care at the same time. Staff had moral distress due to imposing policies that were known to be negative to others, who were excluded.
A combination of these indicated how under-resourcing on a systemic level leads to effects. Poor staffing implies that staff will have less time to communicate with families, and this is one of the components that families identify as the main issue. The emotional load on the staff grows as they deal with family dissatisfaction, and the issues of staff being under-resourced circle in cycles, serving as a compromise between the well-being of the staff and the experience of the family. It has to be at a system level of investment.

[bookmark: _Toc220846976]5.3 Implications for Practice
For care home management: Introduce a form of communication that allows families to be informed frequently, provide clear prognostic notices as ill family members decline in health, and suggest precedence advance care planning session. It is arguably the clinical depression that Moore et al. (2017) determined affected 26% of families, indicating that poor communication has quantifiable effects on mental health. The managers ought to create family liaison roles whereby there are regular points of communication to the family, especially at evenings and at weekends when the majority of the death cases are reported.
Instigate routine employee monitoring and emotional encouragement procedures. The risk of psychological assistance highlighted in the publication by Bradshaw et al. (2023) is based on the reporting of 70.1% stress in the staff. They should be accustomed to monthly reflective practice facilitated by trained supervisors and supported by the availability of counselling services.
Establish networks with the local specialist palliative care to effect education, clinical guidance and support in the management of symptoms. The lack of confidence in staff to manage the symptoms revealed by Sharpe et al. (2013) and Badger et al. (2021) leads to the conclusion that the education required cannot be ensured only by generalist training.
For frontline staff: Focus on developing relationships with families during admission, and develop communication preferences and ways that families may know the staff. The observation that relational care is effective because positive relationships may partially counterbalance systemic deficits reported by Sharpe et al. (2013) indicates the effects of care. Such undemanding measures as presenting oneself by name and actively telling about positive things noticed would help build stronger relationships without having extra resources.
Use advanced care planning products, including ReSPECT (Recommended Summary Plan for Emergency Care and Treatment), to promote the discussion of the needs and priorities of residents. The fact that families expressed being dismissed (De Witt Jansen et al., 2017) indicates that staff should have a framework to be able to document and respond to family input.
Bring about positive changes to the working conditions and professional status. The devaluation that Lee et al. (2015) are documenting in their report about the staff as looked down on is a systemic devaluation that the individual staff will not be able to resolve as an individual.
For families: This can be proactively requested by asking about advance care planning immediately after admission, as opposed to only when there are health emergencies. Enquire particularly in relation to the management plans of the symptoms, the emergency procedures and the body notification procedures. The result of Moore et al. (2017), which gives higher levels of depression and anxiety in families, implies that more preparation and support is required in families. Find support groups of family members to share experiences and coping. The mutual support offered by Kupeli et al. (2019) to establish the unmet bereavement support needs implies that families can benefit through mutual support that is not available in care homes.

[bookmark: _Toc220846977]5.4 Implications for Policy
The Care Quality Commission ought to change inspection models in such a way that would provide a clear evaluation of the end-of-life care quality, such as the quality of family communication and overall staff training. Existing frameworks are oriented on safety, and arguably, do not provide attention to experiential quality aspects (Care Quality Commission , 2023).
The findings should be reflected in national advice on the revision of the Ambitions for Palliative and End of Life Care framework (National Palliative and End of Life Care Partnership, 2021) and NICE quality standards (NICE, 2011), which should take into consideration the unique issues of care homes.
The labour planning should solve the staffing issue by utilizing the recruitment programs and retention programs funded by the government. The data provided by Skills for Care (2022), indicating turnover rates of 30-40 percent per year, proves the instability of the working force to be a threat to the quality of care.
The funding models have to be reformed so as to allow adequate staffing and wage rates. Existing fee arrangements cause financial strains that lead to under-investment of workforce. Family and staff experience measures should be introduced as key indicators in the quality framework, which take into account the burnout scales and turnover tracking.

[bookmark: _Toc220846978]5.5 Implications for Future Research 
This review found that there were critical research gaps. In the first place, there is a pressing need for intervention research on the improvement strategies of communication. Scalable improvements could be evidenced by cluster randomized trials, which have been assessed in the context of structured communication protocols.
Second, longitudinal studies on the patterns of staff wellbeing would help to highlight the cumulative effect of emotional labour. Third, gaps between policy and practice would be addressed through implementation research examining the barriers to uptake of advanced care planning.
Fourth, comparative studies comparing the quality of care in the models of ownership may serve as a policy source in market control. Fifth, it is important to conduct research on bereavement support interventions evaluation since Kupeli et al.'s (2019) report on unmet needs and the data provided by Moore et al. (2017) on depression have been documented.

[bookmark: _Toc220846979]5.6 Strengths of the Review
This systematic review was done using a rigorous methodology that conformed to the PRISMA 2020 guidelines (Page et al., 2021). An extensive search through the Medline and PsycINFO databases, including grey literature searching, ensured that all the relevant studies were identified at the lowest level possible of selection bias.
The quality was evaluated on a systematic basis using the CASP Qualitative Checklist ( Critical Appraisal Skills Programme Critical Appraisal Skills Programme, 2018), and the mean quality score was 9.75/10. The twin approach that takes into consideration the family and staff experiences is also a key strength, as it allows the concerns that are convergent to be identified but not under the single-stakeholder review.
The specialization of the UK area will make sure that the findings have a direct impact on UK policy. The scope in terms of time that included pre-pandemic research and pandemic-era research provided the possibility to conduct a comparative analysis of the situation and define how the conditions of the crisis increased the vulnerabilities that were present before the pandemic.

[bookmark: _Toc220846980]5.7 Limitations of the Review
The greatest limitation is that of the single-reviewer approach. Although explicit criteria reduced the risk of bias, the risk of selection bias is more likely to be vulnerable because of the lack of independent dual screening (Higgins et al., 2019).
The language limitations, which only included English-language publications, would possibly exclude other relevant research in Welsh or other languages. The scope of the UK is only UK-based and therefore restricts the ability to generalize to other healthcare systems.
There is the possibility of potential publication bias, which is an overrepresentation of significant issues and an underrepresentation of ordinary events (Easterbrook et al., 1991). Heterogeneity with regard to the quality of studies influenced the comprehensiveness of the synthesis. The 2015-2025 time horizon narrowed down an otherwise potentially relevant previous research.
The access to grey literature was restricted such that the organizational reports were not fully accessible. Lastly, the review was limited to experience and did not cover outcome research that was quantitative in nature.
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[bookmark: _Toc220846981]Chapter 6: Conclusion
[bookmark: _Toc220846982]6.1 Introduction to Conclusions
This is the final chapter, which is the synthesis of the informed findings that have been developed due to this systematic review and explains their implications for practice and policy as well as future studies. The chapter weighs up the contributions to knowledge and theory by commencing with a summary of key findings, then giving practical and policy implications. The direction of future research findings is identified, and the thinking is made concerning the research process and the conclusive statement as to how to refine end-of-life treatment in the residential care homes in the UK.

[bookmark: _Toc220846983]6.2 Summary of Findings
The question that this systematic review involved was the following: What are the experiences of bereaved family members and care home staff in terms of end-of-life care in residential care homes in the UK? The review was based on a thematic synthesis of 12 high-quality qualitative studies and identified specific, although intersecting, themes that described the experiences of stakeholders.
The experiences of family members were able to synthesize around five main themes. To start with, it was noted that communication was the cornerstone, and the quality of care in care homes varied significantly. Families appreciated open, unadulterated information and often felt that there were a deficit and a lack of information in the critical conversations. Second, being present and feeling involved has a strong influence on experiences, but the restrictions of COVID-19 have brought distress. Third, staff relations predetermined the level of perception of quality of care; warm relations created trust, and dismissive relations created anxiety in the family. Fourth, the end-of-life period affected grief and bereavement, whereby compassionate care enabled grieving to be healthy. Fifth, there were priorities to care showing the family focuses on dignity, comfort, personalisation and relational aspects as opposed to clinical interventions alone.
There were six staff experiences that were characterised. Emotional labour denoted a diffuse aspect whereby employees were putting a lot of emotional energy without being acknowledged or assisted. Training needs were generally accepted, especially those about communication skills and symptom management. The areas of support that would be needed are emotional support, access to debriefing, and access to specialist advice. The issue of recognition and appreciation appeared, and employees felt that their knowledge was not appreciated. Distracters in the form of staffing and a lack of sufficient resources limited the quality of care. Last but not least, knowledge and innovation emphasized the potential of the staff to offer innovative treatment when the circumstances allowed it.
Thematic areas were connected with the centre of communication, the role of relationships, the disruptive force of COVID-19, and limiting systems under-resourcing. The concept of dual perspective made it possible to observe the concerns of the family and the staff to have in common and differences in their location in the system of care.

[bookmark: _Toc220846984]6.3 Contributions to Knowledge and Theory
This critical review has a number of contributions. Most importantly, it is the first systematic review conducted in the UK that explores the views of the staff and family members together. Past reviews sometimes used to concentrate on one type of stakeholder, or they gave a higher priority to clinical results rather than experiential evidence. The two-sided perspective technique allows recognizing common issues and contrasting experiences that offer a detailed insight into the provision of care in care homes at the end of life.
Hypothetically, this review shows that relationship-centred care frameworks are applicable in the context of end-of-life. Although person-centred care focuses on the person resident, the research data prove that the quality of care is inherently relational because it occurs through interactions among the residents, families, and staff (Gurung and Chaudhury, 2025). This implies that individual-based interventions like behaviour change may not be enough without regarding relational and systemic contexts.
The review enhances knowledge on the idea of a good death in the institutional context. The results indicate that family and staff have similar conceptions, such as comfort, dignity, loved ones and the provision of good care, but are institutionally constrained in terms of their complete realisation. This is where the lack of correspondence between normative concepts and realities becomes clear in underserved environments.
Lastly, the review presents systematic reporting of the effects of COVID-19 on end-of-life care, and this is a special historical event that will have a wider applicability in terms of pandemic preparedness.

[bookmark: _Toc220846985]6.4 Practical and Policy Implications
The conclusions come up with recommendations at various levels. In the case of care home managers, such issues as the creation of communication procedures laying out who will communicate with families, the creation or establishment of supervision and debriefing systems, and the formation of partnerships with specialized palliative care organizations are the priorities. Managers must be aware that relational care must be given sufficient time, manpower and emotional labour should be valued expressly.
Considering frontline staff members, one can recommend proactive relationships with families, using the advanced care planning tools and collective advocacy towards more favourable conditions. The personnel have knowledge that should be rewarded; professionalism and adequate boundaries are the key to sustainable practice.
In relation to families, evidence would indicate the positive effects of proactive communication with care homes, engagement in advance care planning, and relationships with peer support networks. Realizing the limitations of the personnel might help in building positive relationships.
Systemic factors that are the root causes of challenges identified are remedied in policy recommendations. Physical care standards must not be the only ones evaluated by inspection frameworks, as far as communication and family engagement can be evaluated. Findings of relationships-centred care should be considered as national guidance and tackle organisational and systemic activities. Investment in the workforce is of the essence: without the continuous funding, the 540,000 extra jobs that are expected to appear by 2040 (Skills for Care, 2024) are not going to come up. The National Institute of Health and Care Research determined that the evidence of research regarding the quality of care is still scant, and COVID-19 specifies the critical differences in the end-of-life healthcare (NIHR, 2022).
Translation science frameworks are based on the aim of implementing recommendations into practice. According to the Consolidated Framework of Implementation Research, all five domains, including intervention characteristics, outer setting, inner setting, individual characteristics, and implementation process, are the ones that should be addressed (Damschroder et al., 2009). Normalisation Process Theory underscores a team work, which is needed to incorporate new practices (May and Finch, 2009). The com-b model proposes that a change in behaviour needs to target the ability, opportunity, and motive (Michie, van Stralen and West, 2011). These models state that end-of-life care provision needs to be improved through a concerted effort on individual, organisational and system levels.

[bookmark: _Toc220846986]6.5 Future Research Directions
The results define the future research interests. Communication interventions can be discussed as an urgent requirement: regardless of the centrality of communication, there is limited evidence on effective interventions. Strict screening of the structural instruments, training modules and organisational procedures is necessary.
The well-being of staff deserves longitudinal research in order to get acquainted with the cumulative effects of emotional labour. There should be research on positors to resilience, which should be used in workforce retention policies.
The implementation of advanced care planning needs intensive research on the opportunities of creating a planning process that can be related to everyday practice. Policy would be informed by implementation studies of factors that assist and hinder it.
The field of bereavement support among families is underexplored. Palliative care provision in care homes was one of the priorities of the James Lind Alliance Priority Setting Partnership (James Lind Alliance/NIHR, 2015).
The future studies should use a mixed methods approach and longitudinal designs that capture dynamic processes methodologically. Studies are to cover the diversification in terms of demographics, types of care homes, and regions.

[bookmark: _Toc220846987]6.6 Research Process Reflections
This systematic review has resulted in a significant amount of personal and professional learning since it has helped me acquire competence in the methodology of systematic review, database searching, selection of studies, quality appraisal and thematic synthesis.
Reflexivity is an ongoing practice where researchers can look into subjectivity effects on the process of research (Olmos-Vega et al., 2023). Being an outsider student of public health who had not previously worked in a care home, I had an analytical detachment with the possible loss of sensitivity to practitioner realities. Consideration of structural aspects and individual experience was predetermined by my interest in health equity.
Difficulties attracted comprised of being a single reviewer, which implies being conservative in decision making and documenting clear outcomes to reduce the chances of bias. Rigour was backed up by compliance with PRISMA reporting guidelines. The introduction of a second reviewer would be beneficial to the future work. Developed skills include the synthesis of evidence, critical analysis, writing evidence-based papers, and providing a base of evidence-based practice in health care.

[bookmark: _Toc220846988]6.7 Final Conclusions
This review of the literature shows that the quality of end-of-life care in residential care homes in the UK is inherently based on functional relationships between the triad of care residents, family, and staff. Under these conditions of clear communication, respectful relationships, and staff support, the conditions comprise compassionate care that is in tandem with the needs of dying residents, and their families. The quality of care is affected, whether as a matter of individual commitment or otherwise, in the absence of any relational foundations based on systemic pressures, insufficient resources, and organisational failures.
The results suggest that it is necessary to invest at the system level, rather than just training at the individual level. The problem is that staff members are not always able to offer relationship-based care owing to the fact that vacancy rates still stand at triple the national average, and time constraints do not allow meaningful family involvement. Individual practice improvement should help to raise the policy attention devoted to funding, professional growth, and the combination of specialized services.
The resultant vision can be made out as the end-of-life care, which is truly relationship-based, adequately funded, and provided by a well-resourced workforce. This can only be realised through long-term efforts by policymakers to deal with structural limitations, by providers to focus on relation care and by the researchers to come up with effective interventions.
The stakes may not be higher in the case of other families who lose a loved one in a care home, as well as in the case of staff offering care in difficult circumstances. This review offers evidence that will be used to improve, but this alone is not enough. The situation has to be researched at every level in order to provide end-of-life care that is always of the required standards, benefiting the residents, their families, and staff. Such a level of effort in enhancing evidence-based practice will lead to stability in my future career serving the population.
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