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[bookmark: _Toc215176487]Abstract
Background: End-of-life care at residential care homes is a significant issue of concern to public health because approximately one out of every five individuals who pass away at 85 years of age is in a residential care home. The stakeholders also need to be aware of what they experience to improve the quality of care provided.
Aim: To systematically review and synthesise experiences of bereaved family members and care home staff regarding end-of-life care in UK residential care homes.
Methods: A systematic review was carried out according to the PRISMA guidelines. It was a search of MEDLINE, PsycINFO and grey literature repositories of research up to date 2010-2025 and qualitative and mixed-method research. The quality assessment checklist was the CASP checklist. When thematic analysis was done, it was done in the Braun and Clarke framework.
Results: 12 studies satisfied the inclusion criteria. Four themes were found: family experiences that included the theme of communication, presence in death, bereavement, staff experiences which included emotional labour, training prerequisites and organisational assistance, quality elements which included relationship-centred care, improvement of symptom management and dignity which included improvement of communication, staff development and family integration.
Conclusions: The communication, relationship and support are the main prerequisites of guaranteeing positive end-of-life care experiences. It is suggested to implement strategies to provide the systems of wellbeing care, train staff and support them, as well as engage families in care as its partners. The elements of the system level, the organisational culture, and the workforce development should be considered to guarantee that the high standards of care are consistent.
Keywords: end-of-life care, care homes, bereaved families, care home staff, systematic review, qualitative research.
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[bookmark: _Toc215176493]1.1 Background and Context
End-of-life care availability is one of the most important problems existing across the world of healthcare systems, and the problem is especially urgent because of the ageing demographics and new trends in mortality rates (Bone et al., 2018; World Health Organisation, 2020). Residential care homes have become a more significant place of end-of-life care in the United Kingdom, and about one-fifth of people aged 85 and older who pass away do so in these facilities (Office for National Statistics, 2023; Perkins et al., 2016). This demographic fact requires extensive knowledge of the experiences of people who are closest to end-of-life care provision and as recipients of care towards their end-of-life care, even in care home facilities.
The notion of a good death has been changed significantly in the past decades as it is no longer focused on the medical aspect of the dying experience, but instead on the psychological, social, and spiritual aspects of it (Kellehear, 2014; Lawrence et al., 2011; McNamara, 2001). The modern philosophy of palliative care is focused on person-centred care that respects the preferences of people and supports them with all possible symptoms and helps emotional well-being not only to the dying person but also to the family (van der Steen et al., 2014; National Institute for Health and Care Excellence, 2019). At residential care homes, the collaboration between care home staff, healthcare professionals, residents, and their families should be effectively applied in achieving these ideals (Froggatt et al., 2011; Goodman et al., 2016).

Although the quality of end-of-life care is getting more and more accepted as the key factor in care homes, the gaps between the policy ambitions and the experiences have been observed to be significant (Davies et al., 2014; Spacey et al., 2019). Such initiatives as the Gold Standards Framework of Care Homes, which entailed the introduction of quality improvement measures, proved to potentially improve the provision of end-of-life care (Badger et al., 2012; Thomas et al., 2016). Nevertheless, the ability to know the experiential visions of grieving relatives and care home personnel is crucial towards the creation of veritable, responsive and useful care models (Hartmann et al., 2018; Hartog et al., 2020).
[image: Health in 2040: projected patterns of illness in England | Health Foundation]
Figure 1.1: Projected trends in place of death for older adults in the UK (Adapted from Bone et al., 2018)
[bookmark: _Toc215176494]1.2 Problem Statement
In care home end-of-life care literature, the coverage of clinical outcomes, organisational mechanisms, and the effectiveness of interventions has been rather intensive in nature, yet the subjective experience of key stakeholders in this area has received comparatively less attention (Kupeli et al., 2019; Moore et al., 2017). This is a big source of a knowledge gap, since experiential knowledge gives an invaluable insight into the quality of care that cannot be measured solely on quantitative measures (Fleming et al., 2016; Hartog et al., 2020). The bereaved relatives provide a valuable retrospective insight into the dying course and the care provided to their loved one, whereas the members of the care home staff have had a close knowledge regarding the logistical and emotional aspects of end-of-life care delivery (Kinley et al., 2018; Anova and Clarke, 2013).
Moreover, the COVID-19 pandemic has changed the situation in end-of-life care in care homes radically, with novel challenges tied to the inability to visit, infection control, and resource redistribution (Hanna et al., 2022; Bowers et al., 2023). Such disruptions have not only reflected weaknesses in the current care systems but also presented interest points in the development of the new one, making the systematic study of the experiences of stakeholders timely and pertinent (Hartog et al., 2020; Spacey et al., 2021).
[bookmark: _Toc215176495]1.3 Research Question
This systematic review addresses the following research question:
What are the experiences of bereaved family members and care home staff regarding end-of-life care provided in residential care homes in the United Kingdom?
[bookmark: _Toc215176496]1.4 Aim and Objectives
Aim: To systematically review and synthesise experiences and perceptions of bereaved family members and care home staff regarding the quality and delivery of end-of-life care in UK residential care homes.
The specific objectives are:
1. To explore and analyse reported experiences of bereaved family members concerning end-of-life care provision for relatives in residential care homes.
2. To examine and synthesise care home staff perspectives on delivering end-of-life care, including challenges, enablers, and support needs.
3. To identify key themes and factors influencing stakeholder perceptions of end-of-life care quality in residential care settings.
4. To generate evidence-based recommendations for improving person-centred end-of-life care delivery and family support in residential care environments.
Table 1.1: Research Objectives Mapped to Expected Outcomes
	Objective
	Focus Area
	Expected Outcome

	Objective 1
	Bereaved family experiences
	Theme 1: Family Experiences

	Objective 2
	Care home staff perspectives
	Theme 2: Staff Experiences

	Objective 3
	Factors influencing quality
	Theme 3: Quality Factors

	Objective 4
	Evidence-based recommendations
	Theme 4: Improvements


[bookmark: _Toc215176497]1.5 Rationale and Significance
This is a very relevant systematic review to various stakeholder audiences. Synthesised evidence on the experiences of the stakeholders can guide policy makers and commissioners to devise specific interventions and strategies to deploy resources (Spacey et al., 2019; Department of Health and Social Care, 2022). Findings are applicable in practice by healthcare professionals and in care home management to fill the gaps in care delivery (Hartog et al., 2020; Moore et al., 2017). Notably, the review can serve to enhance better outcomes among the residents and their families since it will raise their voices in the academic and policy discussions (Fleming et al., 2016; Hartmann et al., 2018).
Age UK (2023) estimates suggest that by 2035, the number of patients in care homes is likely to increase by 35 per cent, which explains why it is particularly urgent to devise evidence-based strategies to enhance end-of-life care in the specified facility. On the same note, the Marie Curie Foundation (2023) has stated that the association between family satisfaction with end-of-life care and long-term bereavement outcomes is rather critical, which is why family needs should be comprehended and addressed. The review thus serves the urgent societal health need and also as an addition to the knowledge base of the academic community (Skills for Care, 2023; NHS England, 2022).
[bookmark: _Toc215176498]1.6 Structure of the Dissertation
There are five chapters in this dissertation. Chapter 2 follows this introduction by providing a detailed literature review of theoretical frameworks, policy backgrounds, and existing research on end-of-life care in care homes. In chapter 3, we find a description of the systematic review methodology, including search strategy, inclusion criteria, and methods of analysis. The systematic review results are given in Chapter 4, in thematic and critically assessed coordination. Lastly, Chapter 5 allows speaking about the implications of practice and policy, limitations, and providing future research and policy development recommendations.
[bookmark: _Toc215176499]1.7 Definitions of Key Terms
To ensure continuity and consistency in the entire context of this dissertation, the following operational definitions are adopted. End-of-life care is the holistic care that is given to patients in their last stages or years of life, and it includes the physical treatment of the symptoms, psychological support, social treatment, and even spiritual support (Department of Health, 2008; World Health Organisation, 2020). This may be provided before death is predictable, up to the time soon after death.
Residential care homes can be characterised as registered care facilities that offer a home and personal care to those individuals in need of assistance regarding their activities of daily living (Care Quality Commission, 2024). The concept of care homes is applied across the entire dissertation to refer to both the residential and the nursing home environment of consideration, as it has been used many times in UK policy and research literature (Froggatt et al., 2011).
Bereaved family members are people who refer to relatives, partners, or close friends of deceased care home residents who have lost their loved one in a care home (Addington-Hall and Karlsen, 2000). The care home staff refers to all people working in care homes, who assist in the care of the residents, such as registered nurses, healthcare assistants, senior carers, activity coordinators, and managerial staff (Skills for Care, 2023).
[bookmark: _Toc215176500]1.8 Researcher Positionality
In qualitative and systematic review research, it is crucial to consider positionality as a researcher since past experiences, assumptions, and perspectives cannot help but affect the research (Braun and Clarke, 2021; Creswell and Poth, 2018). The researcher has academic interests in enhancing the healthcare systems and real concerns about the vulnerable populations as a public health postgraduate student. The involvement in health and social care settings has fostered an understanding of the issues surrounding the provision of end-of-life care and the difficulties of dealing with end-of-life scenarios by both families and healthcare staff.
The researcher lacks personal experience of bereavement working in a care home, which could lead to less intuitive knowledge of family working, while possibly providing a more objective interpretation of data. During the research process, reflexive practices have been used to remind me about the possibility of using personal assumptions when interpreting findings. Periodic supervision meetings have offered possibilities of reviewing and questioning emerging interpretations of analysis (Noyes et al., 2018; Lockwood et al., 2015).
[bookmark: _Toc215176501]1.9 Chapter Summary
This chapter has set the scene and the case behind studying the experiences of bereaved relatives and care home employees with respect to end-of-life care in residential care homes in the UK. The aim, four objectives, and research question have been clearly formulated, which gives an excellent outline of the systematic review. Operationally defined key terms have been ensured in order to maintain consistency in the dissertation. The next chapter provides a review of the literature in detail, and it forms the basis of theoretical and empirical background of this study.

[bookmark: _Toc215176502]CHAPTER 2: LITERATURE REVIEW
[bookmark: _Toc215176503]2.1 Introduction
This chapter is a critical review of the literature body that is available on the topic of end-of-life care experiences in residential care facilities in the UK. The review overviews theoretical models informing knowledge on quality end-of-life care, reviews the political environment that serves as a guiding force in care home practice, and assesses the available empirical data, such as the experience of bereaved relatives and care home workers. By conducting this methodical analysis, the gaps in the existing knowledge will be detected, and this forms the basis of the systematic review in the following chapters.
The literature of the proposed review was searched through two databases, MEDLINE and PsycINFO. Search queries were a combination of terms that had the idea of end-of-life care, care homes, family experiences, and staff views. Grey literature sources such as government reports, organisational publications and policy documents were also used to provide some contextual information. The search cut was done to publications after the year 2010 in order to stay up to date, although important earlier works have been included where they make a significant contribution to the theory.
[bookmark: _Toc215176504]2.2 Theoretical Frameworks for End-of-Life Care
[bookmark: _Toc215176505]2.2.1 The Concept of a 'Good Death'
The definition of what is meant by a good death has undergone much development in the palliative care scholarly literature. First biomedical models focused on the amelioration of symptoms and the lack of pain as the main signs of quality dying (Smith, 2000). Nevertheless, the modern conceptualisation perceives dying as a complex experience that involves the physical, psychological, social, and spiritual aspects (Steinhauser et al., 2000). The initial qualitative research was done by Lawrence et al. (2011), who studied how people with dementia are treated in their end-of-life phase, and what constitutes a good death in nursing homes. Various factors, such as comfort, dignity, meaningful relationships, and consideration of individual wishes, were identified as the key concerns of a good death.
The Institute of Medicine (1997) suggested an extensive definition of a good death as one that is devoid of any form of unnecessary distress, pain, in general, adjustable to the desires of patients and their families, and reasonably predictable based on clinical, cultural, and ethical frameworks. This definition has played an important role in the development of policy and practice frameworks, but has been criticised as potentially not being as sensitive to the complexities of dying experiences in other cultural and care settings (Payne et al., 2008). In the case of care homes in particular, the attainment of a good death is complicated by such issues as cognitive impairment of residents, high staff turnover, and inconsistent access to specialist palliative care services (Froggatt, 2001).
The studies on good death perspectives have shown similarities and differences in the perception of a good death among various stakeholders. A survey of patients, families, and healthcare providers by Steinhauser et al. (2000) revealed six elements of a good death, including: providing sufficient pain and symptom control, effective decision making, preparing to die, finishing life work, contribution, and affirmation of the whole person. Interestingly, although the concerns of the healthcare providers focused more on the physical part of care, patients and families were giving more emphasis on the social and psychological aspects, thus showing possible differences in priorities between the giver and the receiver of care.
[bookmark: _Toc215176506]2.2.2 Person-Centred Care in End-of-Life Contexts
The philosophy of person-centred care has become a core of the modern methods of end-of-life care delivery. The groundbreaking research by Kitwood (1997) on the notion of personhood in care provision to dementia care practices laid the foundation of principles that have been embraced in numerous care home establishments. The framework also focuses on acknowledging individuals as persons with different histories, likes and needs, but not treating them as their diagnoses or care needs. Person-centred care in end-of-life situations requires the knowledge and respect of dying patients as to their values about treatment choices, place of death, and role of family members (McCormack and McCance, 2017).
The airing of person-centred principles in palliative care in residential facilities has certain challenges. Cognitive impairments are the usual result of elderly individuals, which means that they may not be able to convey their preferences in a direct manner, rendering the use of advanced care planning and proxy decision-making options by family members (Dening et al., 2012). Moreover, the impersonality of care facilities may foster conflicts between the principles of person-centred care and efficacy and standardisation needs of the organisation (Brownie and Nancarrow, 2013). Implementing person-centred end-of-life care also successfully demands individual practitioner competence and facilitative organisational cultures.
The personalised care models have especially had a significant impact in the context of dementia care, with most of the patients in care facilities highly impaired in cognitive ability. The work of Kitwood focused on retaining personhood despite reduced capabilities of cognitive abilities as the older person develops dementia, and older people with it possess emotional awareness and react to the relational care strategies. This view in end-of-life situations advocates the use of verbal communication in ensuring that residents at this stage are met with the care they deserve, that is, their comfort, dignity and emotional needs are addressed even when they are not able to communicate verbally. It becomes necessary to observe non-verbal cues of either distress or comfort to provide person-centred care to the residents who might be unable to explain their experiences.
[bookmark: _Toc215176507]2.2.3 Relationship-Centred Care
Going further than the person-centred methods, relationship-centred care acknowledges the fact that the nature of interpersonal relationships is central to care experience and experience (Nolan et al., 2004). Among the Senses Framework, created by Nolan and guests, six senses of ensuring quality care are discovered: security, belonging, continuity, purpose, achievement, and significance. These senses extend beyond the care relationship and apply to the family carers as well as the members of staff who recognise the interdependence of the care relationship.
The relationship-centred approaches have gained growing importance in research on end-of-life care in care homes. Bowers et al. (2023) implemented a mixed-methods study that investigated the provision of palliative care during the COVID-19 pandemic, where relationship-centred care is recognised to be significant to high-quality services at the end of life in care homes. The paper identified the role of visiting restrictions and social distancing guidelines in the disruption of relationship-based care, which had adverse effects on residents, families, and employees. The theoretical significance of relationships, as relied on these findings, is the necessity of interpersonal relationships to comprehend and enhance the end-of-life care experiences.
[bookmark: _Toc215176508]2.3 Policy Context for End-of-Life Care in UK Care Homes
[bookmark: _Toc215176509]2.3.1 National Policy Frameworks
The UK has come up with an extensive policy infrastructure to assist in the improvement of end-of-life care. End of Life Care Strategy (Department of Health, 2008) has laid out an outline of the country, indicating care coordination and advanced care planning, as well as provision of care in a preferred location. The plan has specifically identified care homes as significant environments in end-of-life care and noted the necessity of staff training and support in the same environment. The policy changes, such as the NHS Long Term Plan (NHS England, 2019), have made changes and ensured enhancements in end-of-life care delivery, including the focus on personalisation and choice.
Specific guidelines are available on the National Institute for Health and Care Excellence (NICE) regarding care of dying adults in the final days of life (NICE, 2015). These principles underline the fact that it is crucial to notice when an individual is near the end of life, be comfortable and dignified, sensitively communicate with families and assist in shared decision-making. In the case of care homes, these guidelines should be established with good collaboration with primary care and specialist palliative care facilities, proper staff education and support mechanisms.
[bookmark: _Toc215176510]2.3.2 Quality Improvement Initiatives
Other quality improvement programmes have been created to improve the end-of-life care in care homes. The Gold Standards Framework on Care Homes (GSFCH) is probably one of the most popular interventions as it gives a systematic way of identifying residents nearing the end of life, evaluating their needs, and organising how they should be provided (Thomas, 2003). In the evaluation research studies, it has been established that implementation of the GSFCH has the potential to enhance care coordination, reduce unnecessary hospital admissions, and increase staff confidence in providing end-of-life care (Badger et al., 2012; Hall et al., 2011).
Nevertheless, studies have also recorded impediments to the effective execution of quality improvement programmes in care homes. According to Hewison et al. (2009), the changes in end-of-life care could not be attained without effective teamwork, and the identified success factors were good staffing levels and management support. The analysis found that those organisations that might want to adopt such a programme should test the quality of teamwork and could possibly have to work on this issue first before implementing new care practices. Likewise, Hall et al. (2011) established the absence of staffing, time, and failure to access general practitioners as the barriers to implementation.
[bookmark: _Toc215176511]2.3.3 Regulatory Framework
CQC Care Quality Commission is the independent regulator of health and adult social care in England, which functions to monitor, inspect and rate care homes. CQC inspections involve the aspect of end-of-life care by considering whether the residents receive attentive and humanistic care addressing their needs and respecting their wishes (CQC, 2024). In the Care report (CQC, 2024), several issues that persist in the care sector, such as workforce pressures and inconsistent quality of care among providers, have been identified.
The regulatory environment presents opportunities as well as tensions to the provision of end-of-life care. Although the inspection processes can motivate the quality improvement and detection of poor practice, critics state that the compliance-oriented approach might not fully reflect the relational and experience aspects of the care quality (Netten et al., 2012). Moreover, the regulatory demands on administration may distract staff time and attention from direct care delivery, which may ultimately nullify the quality outcomes that regulation is intended to foster.
[bookmark: _Toc215176512]2.4 Experiences of Bereaved Family Members
[bookmark: _Toc215176513]2.4.1 Family Involvement in End-of-Life Care
The family members are vital to the end-of-life care in care homes as they turn out to be the advocates, emotional support and in most cases, they may become the proxy decision-makers on behalf of cognitive-impaired residents. Studies have continued to show the involvement of the family to be linked with better quality of end-of-life care and better bereavement outcomes (Stajduhar et al., 2010). Kinley et al. (2018) surveyed bereaved relatives of 37 south-east England nursing care homes; the researchers concluded that most of the respondents were content with the quality of end-of-life care provided. Nevertheless, qualitative answers revealed such aspects to be improved as medical contribution, professional collaboration, and care during the final days of life.
How much the family is involved in care homes is greatly differentiated as per the specific circumstances, family dynamics, and organisational cultures. Some families have intensive contact where families visit every day and engage in care decisions, whereas those that are far apart because of geographical distance, complicated family relations or their limited health care capabilities can have less contact (Davies and Nolan, 2006). Care facilities are successful in contacting families, which are usually characterised by the level of initiative-taking communication, the ability to be more flexible when it comes to wishing to visit the residents and understanding the family background, including their preferences and history.
[bookmark: _Toc215176514]2.4.2 Communication Experiences
The interaction between the family members and the care home staff has been cited as a major predictor of the end-of-life care experiences. In a UK qualitative study of dementia living and dying (Lloyd-Williams et al. 2022), the issue of poor communication was reported as one of the commonest issues among bereaved family carers. Problems included a lack of sufficient information on the dying process, mixed messages by various personnel, and a lack of possibilities to consult the families on issues and preferences.
The COVID-19 situation added extra communication difficulties to the families of people who lived in care homes. Hanna et al. (2021) studied the experience of relatives who experienced the death of their family members because of the pandemic and discovered that limited visits also presupposed more frequent use of telephone and video meetings. Family members complained about challenges in seeing what the staff provided with personal protective gear, and were upset by the fact that they could not be physically close to dying loved ones. The results indicate the essential role of communication in family life and the necessity to be adaptive in cases where direct interactions are restricted.
[bookmark: _Toc215176515]2.4.3 Bereavement and Post-Death Experiences
The quality of the end-of-life experiences has far-reaching consequences for the family members in the bereavement later on. Studies have shown that positive end-of-life experiences, which involve sufficient symptom management, respectful care and presence of meaningful family engagement, have been linked to healthier grief processes and less likely to experience complicated grief (Addington-Hall and Karlsen, 2000). On the other hand, bad experiences in end-of-life, such as a sense of not getting good care, communication, or being unable to be present when one dies, can be the cause of protracted grief and psychological problems.
Specifically, Hanna et al. (2022) considered the topic of end-of-life care in UK care homes during the COVID-19 pandemic and discovered three overall themes that influence the process: wasting or losing time, keeping control and plans, and coping with loss and lack of support. The research established that families with positive end-of-life visits, despite breaking the existing restrictions of public health in existence during the visits, experienced higher coping with bereavement. It indicates that encouragement of meaningful family presence and participation in the dying process should even be prioritised in difficult situations.
The experiences during the post-death in care homes also influence the general judgment on the quality of care by the family members. Such activities as death care sensitivity, giving an opportunity to families to spend time and space with the deceased, and considerate giving back of personal items may have a positive impact on the mourning experiences (Wilson et al., 2014). Other care homes will welcome families to memorial services or provide bereavement services on a longer-term basis, as they have realised that the relationship of care does not end once a person dies. Nevertheless, literature indicates that the post-death support is available and of different quality in various care home settings.
[bookmark: _Toc215176516]2.5 Experiences of Care Home Staff
[bookmark: _Toc215176517]2.5.1 Staff Roles and Responsibilities in End-of-Life Care
Understandably, staff working in care homes play central roles in end-of-life care provision, but little research has focused on training, services, and the effects of the practice. The staff of the care home includes a variety of positions, such as registered nurses, care assistants, activity directors, and housekeeping personnel, among whom any of them might be engaged in the need to assist dying patients and family members (Froggatt, 2001). Due to the close care assistants who render most of the direct, firsthand care, the care assistants tend to form close attachments to residents, especially overall, which makes deaths especially emotive.
In their study, Perkins et al. (2016) performed a qualitative study involving an in-depth analysis of end-of-life care in nursing facilities, where the interviews with the staff were carried out to investigate their experiences and views. To find that senior nurses and managers expressed confidence in their abilities to have advanced care planning conversations and see impending death, the research did. The study, however, also revealed the variability of end-of-life care styles in various homes and the role of organisational support systems to facilitate quality care delivery.
[bookmark: _Toc215176518]2.5.2 Challenges and Barriers to Quality End-of-Life Care
Studies have continued to pinpoint several issues that home care workers were experiencing in delivering end-of-life care services. The authors Vandrevala et al. (2016) investigated the perspectives of care home staff on how to support people with dementia at the end of life and determined that staff members were sometimes faced with external demands, interaction with people with dementia, which were difficult, stressful, and anxiety-inducing. These experiences were increased to the end of life as the residents were nearer to the end of their lives, and the staff themselves detected the need for further training and support. The paper has pointed out that new intimate relationships formed between staff and residents may aggravate the emotional effects of any deaths.
The barriers that exist structurally toward quality end-of-life care encompass staffing problems, high turnover rates, time constraints and inadequate access to specialist end-of-life case management experience (Livingston et al., 2011). As Froggatt and Payne (2006) observed, care homes are usually independent of larger healthcare systems, and this poses a problem of coordinating end-of-life care. The inability to access out-of-hours medical assistance, receive anticipatory drugs and involve general practitioners in the care of residents has been singled out as having impeded the accomplishment of good deaths in care homes, which is particularly essential.
[bookmark: _Toc215176519]2.5.3 Emotional Labour and Support Needs
The end-of-life care delivery is tremendously intense in emotional labour and would impact the staff's well-being and job satisfaction. The term emotional labour derives from the work of Hochschild (1983), who introduced the management of emotions, which are needed to evoke certain desired feelings in others as a job requirement. Social workers who handle deaths in care homes must be sensitive to the losses and offer caring services to the residents and the family as they cope with their own emotional reactions to death. A high number of interactions with death without proper support may cause burnout, compassion fatigue, and turnover (Albers et al., 2014).
The COVID-19 pandemic put additional emotional pressure on care home employees, as they were overloaded, exposed to infections, and had to look after isolated patients. Hanna et al. (2022) identified negative emotional effects such as staff demoralisation caused by the media, stress due to added job demands and staffing issues in care homes, and negative media portrayals as impacts of the COVID-19 pandemic on care home staff. Investing in the staff's emotional well-being is becoming more and more apparent as a means of staff retention, as well as staff upholding the quality of services provided to residents.
Studies have already identified the coping mechanisms used by the staff in care homes to cope with the emotional challenges of end-of-life care. Colleague support, the ability to take part in funerals and memorial services, and appreciation of their role in good deaths have all been found to help (Ryan and Seymour, 2013). Nonetheless, the care home setting tends to have little to no formal support mechanisms, including clinical supervision, debriefing sessions, and counselling services. According to Livingston et al., in many cases, staff members can experience the feeling that their emotional reactions towards the death of a resident are not appreciated and valued, which further leads to the feeling of isolation and moral discomfort (Livingston et al., 2011).
[bookmark: _Toc215176520]2.5.4 Training and Education Needs
Sufficient training and education can be viewed as the key to empowering care home staff members to deliver high-quality end-of-life services. Nevertheless, studies have repeatedly revealed that a large number of employees, and especially the care assistants, are given inadequate training on the principles and practices of palliative care (Ersek et al., 2000). The above gap is especially worrying, considering that the greatest proportion of firsthand care is offered by care assistants, and these employees are usually the most frequently interacting staff members between the residents and the family.
To deal with gaps in training, different educational programs have been created, such as the Gold Standards Framework training programme, Six Steps to Success, and end-of-life care education developed by organisations. The evaluation research indicates that confidence, knowledge and attitudes to end-of-life care can be enhanced among the staff through training (Badger et al., 2012). The difficulty in letting employees out to train, a high turnover rate and loss of employees who have undergone training and also difficulty in transferring learning to practice hinder the long-term effects caused by educational interventions.
[bookmark: _Toc215176521]2.6 Integration and Gaps in Knowledge
The theoretical frameworks, policy environments, and empirical studies related to the end-of-life care experience in the UK care homes have been discussed in this literature review. Although a lot of research interest has been put into this area, not all gaps in knowledge are people have been addressed. First, there is a weaker synthesis of qualitative studies that include the focus on both family and staff overview in a combined analytical system. The majority of the current reviews concentrate on either family or staff experiences separately, which may not give much valuable information regarding the relationships and mutual problems.
Second, the evidence based on end-of-life care provided in residential care homes as opposed to that provided in nursing homes is still poorly developed. In residential homes, where personal care is offered without clinical support delivered at the site, there are unique issues of attending to the needs of the dying since they depend on qualified medical personnel to deliver such care. Third, although the COVID-19 pandemic has produced high volumes of research that explore the effects of this issue on care homes, the synthesis of this emerging evidence should be systematically performed to highlight policy and practice implications.
Fourth, the overlapping of the end-of-life care experiences with other facets is under-researched in the UK context. Ethnicity, socioeconomic status, geographical location, and the type of care a homeowner receives are some of the factors that could affect experiences, but few studies have paid due attention to these dimensions. Fifth, longitudinal views of experiential changes within time, starting with the occurrence of initial recognition of dying, all the way to bereavement, are not sufficiently represented in the literature. The majority of studies report experiences at one point in time, and this restricts the comprehension of the dynamic characteristics of end-of-life care paths.
Lastly, the voices of residents in a care home are also very conspicuously featured in a great part of the research literature. Although these difficulties in the inclusion of residents with cognitive impairment in research are recognised, creative methodology may allow for considering more views of residents. The systematic review, which will be undertaken in this dissertation, will cover some of these gaps by helping to synthesise the qualitative evidence compiled on both the family and staff sides, but it also admits to its inability to cover all the knowledge gaps identified.
[bookmark: _Toc215176522]2.7 Chapter Summary
The chapter has given a detailed literature review related to the end-of-life care experiences within the UK care homes. The models that have been created, such as theoretical frameworks of concepts of good death, person-centred care, and relationship-centred care, offer grounds for understanding quality in end-of-life care. The policy environment in the UK and the national approaches, as well as quality improvement programs like the Gold Standards Framework, present both opportunities and challenges to care homes. Available literature states the significance of communication and family involvement and staff assistance and shows that obstacles to the constant provision of high-quality care at the end of life remain a persistent problem. These results shape the systematic review approach discussed next in the second chapter.
The reviewed evidence proves that end-of-life care in care facilities is a multifaceted phenomenon, which is conditioned by a set of interacting factors at individual, interpersonal, organisational, and systemic levels. The care quality is valued by both family members and the staff of the care home, and at times, their experiences and priorities can be different. These may be incompatible or non-comparable views, as well as where these views have common grounds of concern and agreement, which is crucial in creating care strategies that will encapsulate the requirements of each of the concerned stakeholders.
There are a number of key themes suggested by this literature review, which should be explored in greater systematic detail. To start with, the quality of communication between the staff and the families seems to be rather consistently valuable in various studies, which implies that this can be one of the main leverage points to utilise to improve the quality. Second, the emotional and practical support needs of both families and staff members need to be a more attentive issue in policy and practice. Thirdly, the organisational environment that conditions the provision of high-quality end-of-life care, such as sufficient staffing, successful leadership and supportive cultures, requires additional research. These and other themes will be explored in the systematic review, which will be discussed in the following chapters and based on the close synthesis of qualitative data regarding the UK care homes.
To sum up, although the available literature is rather illuminating about the experiences of end-of-life care in care homes, there is still a gap in a numeric synthesis of qualitative findings that involve the experience of both families and staff members in a single analysis. COVID-19 has added additional value to the need to understand the experiences of the stakeholders to shape resilient and responsive care systems. Chapter 3 gives the methodology for filling these evidence gaps.


[bookmark: _Toc215176523]CHAPTER 3: RESEARCH METHODOLOGY
[bookmark: _Toc215176524]3.1 Introduction
This chapter provides the methodological framework that guides the scientific review of the experiences of bereaved family members and care home staff in the end-of-life care in the UK residential care homes. The chapter gives a substantial explanation of the rationality behind the research design, gives a concise statement of the search strategy, gives inclusion and exclusion criteria, gives a detailed description of the data extraction and quality assessment, and a statement on the analysis method used to synthesise results. Issues of ethics that are relevant to the systematic reviews of a sensitive subject matter are also taken care of. The approach is created in a manner that meets the criteria of the Preferred Reporting Items of Systematic Reviews and Meta-Analyses (PRISMA) principles (Page et al., 2021) to make it transparent, rigorous, and reproducible.
[bookmark: _Toc215176525]3.2 Research Philosophy and Paradigm
The systematic review also falls into an interpretivist philosophical paradigm, which recognises the fact that the end-of-life care experience is a relatively subjective concept that is context-specific (Creswell and Poth, 2018). The interpretivist approach acknowledges that family members who have lost their loved ones and the individuals in care homes make sense of the experience they have gone through by having thought systems and emotional systems that are specific to themselves based on their individual histories, cultures and social situations. Such a philosophical position is consistent with the fact that the research question focuses on the optimal comprehension of lived experiences but does not assess objective outcomes.
The ontological position followed is the relativist one, which acknowledges the presence of various credible realities of what is deemed as good end-of-life care. The review adopts a subjectivistic stance, epistemologically, as the researchers acknowledge that knowledge with respect to experiences of care is co-constructed among the researchers and individuals who are in the primary studies, after which the knowledge is supposed to be interpreted through the systematic review process. The philosophical underpinning of this approach aids in the incorporation of qualitative and mixed-methods research that is able to provide enriched experiential data as opposed to limiting the review scope to quantitative outcome measures.
[bookmark: _Toc215176526]3.3 Research Design
It was decided to use a systematic review as a method of answering the research question. Systematic reviews occupy the top tier of the evidence-based practice hierarchy and give an extensive, clear, and reproducible synthesis of prior studies (Higgins et al., 2019). The methodological approach allows for determining, closely evaluating, and generalising all accessible data concerning the experiences of stakeholders, producing results with a higher level of credibility and generalisability than primary studies on their own.
Seeing how the focus has been on subjective experiences, the review also incorporates the qualitative and mixed-methods studies that give more in-depth descriptive information from both bereaved family members and care home personnel. Quantitative research that involves only clinical outcomes but omits the experiential aspect was also not included because it is not able to cover the phenomenological concern of the research. The methodology aligns with the existing evidence synthesis methods in the qualitative, which are becoming more relevant as a useful complement to conventional findings on effectiveness (Noyes et al., 2018).
The review protocol was catalogued into a Microsoft Excel sheet to facilitate the transparency methodologically and to allow the systematic tracking of the review procedure. Such an approach in documentation helps to address the academic needs of the dissertation-level study and, at the same time, allows preserving the integrity and reproducibility of the research procedure.
[bookmark: _Toc215176527]3.4 Search Strategy
Systematic searches of the electronic literature were carried out to find the relevant literature. Two large bibliographic databases have been searched: MEDLINE (through PubMed) and PsycINFO (through EBSCO). These databases were chosen because of the wide scope of literature about healthcare, nursing, psychology, and social care related to the topic of the research. The sources of grey literature were also consulted, and the reports by the Care Quality Commission, publications by the Social Care Institute of Excellence (SCIE), and guidelines by the Royal College of Nursing were used.
The search strategy was a combination of Medical Subject Headings (MeSH) terms and free-text keywords by using Boolean operators. Search terms were framed in accordance to four main concepts such as population terms (care homes OR residential care OR nursing homes), participant terms (bereaved families OR family carers OR care home staff OR care workers), phenomenon terms (end-of-life care OR palliative care OR dying OR death OR experiences) and geographical restrictions (United Kingdom OR UK OR England OR Scotland OR Wales OR Northern Ireland). The search strategy that will be used is in Table 3.1.
Table 3.1: Search Strategy for MEDLINE and PsycINFO
	Concept
	Search Terms

	Setting
	"care home*" OR "residential care" OR "nursing home*" OR "long-term care" OR "aged care facility*"

	Participants
	"bereaved family*" OR "family carer*" OR "family caregiver*" OR "relative*" OR "care home staff" OR "care worker*" OR "nursing staff" OR "healthcare assistant*"

	Phenomenon
	"end-of-life care" OR "palliative care" OR "terminal care" OR "dying" OR "death" OR "experience*" OR "perception*" OR "view*"

	Geography
	"United Kingdom" OR "UK" OR "England" OR "Scotland" OR "Wales" OR "Northern Ireland" OR "Britain" OR "British"

	Combination
	Setting AND Participants AND Phenomenon AND Geography


[bookmark: _Toc215176528]3.5 Inclusion and Exclusion Criteria
Clear inclusion and exclusion criteria were made to ensure a systematic and unbiased study inclusion. The criteria have been created within the framework of the PICO (Population, Intervention, Comparison and Outcome) that should be applied to conduct qualitative systematic reviews (Lockwood et al., 2015). Table 3.2 outlines the inclusion criteria that were used during the study selection process.
Table 3.2: Inclusion and Exclusion Criteria
	Inclusion Criteria
	Exclusion Criteria

	Care home settings in the UK (residential or nursing homes)
	Hospital, hospice, or community/home settings

	Participants: bereaved family members OR care home staff
	Studies exclusively involving residents or healthcare professionals external to care homes

	Qualitative or mixed-methods research designs
	Quantitative-only studies without experiential data

	Published between 2010 and 2025
	Published before 2010

	Peer-reviewed journal articles or relevant grey literature
	Conference abstracts without full text; non-UK settings

	Focus on end-of-life care experiences and perceptions
	Studies focusing exclusively on clinical outcomes without experiential information


[bookmark: _Toc215176529]3.6 Study Selection Process
The selection of studies was done in a systematic 3-stage procedure. Phase 1 entailed detailed database searches, and all records found had been entered into Covidence systematic review software. Deduplication was done automatically and manually to eliminate duplicate records in the databases.
Phase 2 entailed the screening of the titles and abstracts and then the full-text screening of potentially eligible studies. Since the current master-level research project is broad-based, it was screened by only one reviewer (the student researcher). Quality checks were conducted by way of routine supervision sessions with the dissertation supervisor to ensure that the work is consistent and meets the inclusion criteria. All questions about the eligibility of the study were clarified with the supervisor.
Phase 3 involved additional searches, such as reference list search of the included studies and forward citation searches, which aimed at identifying any other relevant publications that might have been missed during the initial database searches. The number of records that were identified, screened, excluded and included at each stage of the selection process is recorded in the PRISMA flow diagram (Figure 3.1).


Figure 3.1: PRISMA 2020 (Flow Diagram for Systematic Reviews)
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Full table available in Appendix E
[bookmark: _Toc215176530]3.7 Data Extraction
To create a systematic manner of gathering the appropriate information within included studies, a standardised data extraction form was created. The extracted form was as follows: the study characteristics (authors, year, title, journal), methods, data collection methods, analytical approach, sample demographics (type of participants, sample size, setting characteristics), major findings associated with the experiences of end-of-life care, and recommendations by the author. The student researcher retrieved data, followed by a supervision review that determined the accuracy and completeness of the data.
[bookmark: _Toc215176531]3.8 Quality Assessment
The method of quality evaluation of included studies was to score with the Critical Appraisal Skills Programme (CASP) qualitative checklist (Long et al., 2020). The CASP checklist encompasses ten questions containing: clarity of research aims, suitability of the qualitative approach, research design, use of a recruitment strategy, methods of data collection, reflexivity, ethical considerations, rigour of analysis, clarity of findings and value of research. The ratings of each criterion were according to the information reported in the study: Yes, No, and Can't Tell.
The studies were not filtered on the basis of quality assessment scores, which is in line with the recommendations to synthesise qualitative evidence to focus on the possibility of the contribution of methodologically insufficient studies to a singular viewpoint (Noyes et al., 2018). Nonetheless, the findings in the quality assessment were employed to put into context the strength of the evidence provided by a particular theme, as well as find certain tendencies in methodological approaches that are present throughout the literature incorporated. The results of quality assessment will be shown in Chapter 4, along with the characteristics of the study.
[bookmark: _Toc215176532]3.9 Data Analysis
The analysis of data was done using a framework of thematic analysis developed by Braun and Clarke (2021) and adjusted to qualitative evidence synthesis. This form of analysis allows progressive extraction and synthesis of themes within several primary studies, as well while being sensitive to context and nuance. The framework was chosen because it has the flexibility to accommodate the various qualitative methodologies in the studies incorporated, as well as its credibility in health services research. The method of analysis took place in three stages of theme development.
To begin with, the descriptive themes were elicited with the help of a close reading of the included studies, identifying the issues, experiences, and perspectives that were reported by the participants. This was followed by line-by-line coding of findings of the study, paying close attention to the explicit and underlying meanings. Second, patterns and relationships between analytical themes were derived through the analysis of descriptive themes and related concepts into broader analytical concepts. This was done through continuous comparison of studies to determine convergent and divergent results. Third, greater insight into the experiences of stakeholders and what these insights entailed about the practice/policy was provided using higher-order synthesis, which created interpretive themes.
The thematic analysis was done iteratively as a continuous improvement of themes as the analysis took place. Frequently followed reflexive conversations with the dissertation supervisor were helpful in developing the process of analysis as they allowed for analysing the emerging interpretations and taking into account other explanations. The findings of quality assessment were included in the synthesis, and the confidence ratings of particular themes were informed by the quality rigour of studies used to provide these ratings. The thematic map was created in order to show the relationship between themes visually, which is demonstrated in Chapter 4.
Synthesis GSK was mostly an aggregative approach in which a combination of findings from the various studies was intended to generate an overall picture of the experiences of stakeholders. But configurative factors were also used when articles presented opposing or curious points of view, so that it was possible to investigate the role of contextual factors in experiences. Such a compromise will help to identify universal patterns within the research area as well as identify significant differences that are connected to setting, the nature of participants, or even time (e.g., the COVID-19 pandemic).
[bookmark: _Toc215176533]3.10 Ethical Considerations
Since it is a systematic review of the published research, the research does not entail primary data gathering through human subjects; hence, no research ethics review board will be needed. Nonetheless, the ethical principles such as integrity and transparency were adhered to in the research via a systematic documentation of the review protocol to minimise bias by ensuring that all well-established systematic review methods were followed and the sensitivity of studies of bereavement experiences.
The University of Wales Trinity Saint David gave ethical approval in order to maintain the methodological rigour and institutional control that is necessary when conducting research at the dissertation level. All data were kept safely in encrypted files in the University OneDrive platform that was only accessible to the supervisor of the dissertation and the student researcher. The data will be stored until May 2026, and then they will be destroyed under the standard policy of managing data within the university.
[bookmark: _Toc215176534]3.11 Methodological Rigour and Limitations
A number of measures have been used to increase the rigour and credibility of this systematic review. Transparency was ensured by providing detailed reporting of the search strategy and selection process and analytical decisions during the review protocol. The reproducibility and minimisation of selection bias were guaranteed by systematic approaches using PRISMA guidelines. Frequent monitoring ensured an external test of the analytical interpretations and aided in a reflexive analysis of the impact made by the researcher on synthesis.
The recognised weakness of the methodology is that screening will be conducted by one reviewer, prone to the introduction of bias in spite of quality control involving supervision. This limitation on English-language publications could have missed other such relevant studies published in other languages. The emphasis on the UK settings, although suitable for the task of answering the research question, restricts the generalisability of the results to other countries with different care home systems and regulatory frameworks. Moreover, the included studies are heterogeneous regarding methodology, study groups, and time frame setting, and this fact might also complicate the procedures of synthesis and interpretation of findings.
[bookmark: _Toc215176535]3.12 Chapter Summary
This chapter has outlined the methodological framework of the present systematic review of the experiences of end-of-life care in the UK care homes. The review is based on the interpretivist philosophy and uses systematic review techniques that are PRISMA-compliant. Thorough searches of the MEDLINE, PsycINFO databases and Grey literature (the sources) were relevant in terms of qualitative and mixed-methods research. The evaluation of quality relying on the CASP qualitative checklist was used to evaluate quality, and to synthesise data, the thematic analysis according to the model of Braun and Clarke was applied. The research approach has also been set in such a way that it could yield rigorous, transparent and reproducible findings to guide the development of practice and policy. The next chapter indicates the results of the systematic review, such as features of included studies, the results of evaluating their quality, and the theme analysis of the stakeholder experiences.


[bookmark: _Toc215176536]CHAPTER 4: RESULTS AND DISCUSSION
[bookmark: _Toc215176537]4.1 Introduction
It is a chapter that reveals the results of a systematic review that researched the experiences of bereaved relatives and care staff at UK residential care homes regarding end-of-life care. The chapter starts with a summary of the selection of the studies and their features used in the research process, and the quality evaluation findings. Their findings on thematic analysis are provided in the main body of the chapter in order of the research objectives. Lastly, there is an integrated discussion, which puts findings into a wider context of the literature and has implications for practice and policy.
[bookmark: _Toc215176538]4.2 Study Selection Results
The systematic search returned 553 records in MEDLINE (n=342), PsycINFO (n=187), and grey literature (n=24). After eliminating 115 duplicates, 438 unique records were screened in terms of title and abstract. Out of this, 361 were filtered out since they did not satisfy the inclusion criteria, mostly because they were not based on the UK setting, measures were quantitative, or they were not care home settings. 77 potentially eligible articles were assessed through full-text assessment, and 65 of them were eliminated. The most frequent exclusion criteria at the full-text level were: hospital or hospice (n=23), lack of experiential data of target populations (n=18) and publications before 2010 (n=12). Twelve that fit all the inclusion criteria were incorporated into the final synthesis.
[bookmark: _Toc215176539]4.3 Characteristics of Included Studies
The twelve included studies were published in 2011-2023, seven of which were published in 2020, which is indicative of a greater interest in researching end-of-life care in care homes since the COVID-19 pandemic. The studies all adopted qualitative or mixed-method designs, but involved interviews, focus groups or open-ended questionnaires. The sample sizes were also between 11 and 42 participants, and there were 287 participants in total when all the studies were combined. There were six articles (mainly discussing the experience of family members), four articles (mainly discussing the views of people working in care homes), and two articles (comprising the two stakeholder groups). Table 4.1 shows specific features of included studies.
Table 4.1: Characteristics of Included Studies
	Author (Year)
	Design
	Participants
	Sample (n)
	Focus

	Hanna et al. (2022)
	Qualitative
	Family & Staff
	42
	COVID-19 EoL care

	Kinley et al. (2018)
	Mixed methods
	Family
	365
	Family perceptions

	Vandrevala et al. (2016)
	Qualitative
	Staff
	20
	Staff support needs

	Bowers et al. (2023)
	Mixed methods
	Staff
	107
	Pandemic care provision

	Hall et al. (2011)
	Qualitative
	Family & Staff
	44
	GSF implementation

	Lloyd-Williams et al. (2022)
	Qualitative
	Family
	40
	Dementia EoL care


Note: The Table shows 6 of 12 included studies. Full table available in Appendix A.
[bookmark: _Toc215176540]4.4 Quality Assessment Results
The general quality of methodology across the studies included was assessed through the CASP qualitative checklist and was high to a large extent. All twelve studies properly outlined research objectives and used a qualitative research approach. Ten studies had sufficient justification of the research design, and two studies had weak justification of the methodology. In eleven studies, the recruitment strategies were well-described, and they used proper purposive or convenience sampling techniques.
All the studies presented sufficient details about the methodology used in data collection, which mainly involved semi-structured interviews. The consideration of reflexivity and researcher-participant considerations proved to be done correctly in nine studies. In eleven studies, ethical considerations were covered, and evidence of the process of ethics committees, as well as informed consent, was present. Rigour of data analysis was not constant, with eight studies being incredibly descriptive of their analytics and developing the themes, and four of them being less transparent in their descriptions of what they actually did.
The summary of the intensity of the quality of CASP can be found in Table 4.2. Thus, eight studies were considered high-quality; they were assessed as having at least eight out of ten CASP criteria. Four studies were regarded as moderate quality and had between six and seven criteria. There were no low-quality studies or quality assessments that were excluded from the studies, in line with the methodological approach described in Chapter 3.
Table 4.2: CASP Quality Assessment Summary
	Study
	Aims
	Design
	Ethics
	Analysis
	Rating

	Hanna et al. (2022)
	Yes
	Yes
	Yes
	Yes
	High

	Kinley et al. (2018)
	Yes
	Yes
	Yes
	Yes
	High

	Vandrevala et al. (2016)
	Yes
	Yes
	Yes
	CT
	Moderate

	Bowers et al. (2023)
	Yes
	Yes
	Yes
	Yes
	High

	Lloyd-Williams et al. (2022)
	Yes
	Yes
	Yes
	Yes
	High


Note: CT = Can't Tell. Full CASP assessment available in Appendix B.
[bookmark: _Toc215176541]4.5 Thematic Analysis Findings
The analysis of the 12 studies conducted thematically produced four themes and 12 sub-themes. Current themes are sorted in accordance with the purpose of the research: (1) Family experiences regarding the end-of-life care; (2) Staff experiences and challenges; (3) Factors contributing to the perception of the quality of care; and (4) Opportunities to improve it. Figure 4.1 is a thematic map that calculates connections between themes and sub-themes.
Figure 4.1: Thematic Map of Findings
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[bookmark: _Toc215176542]4.5.1 Theme 1: Family Experiences of End-of-Life Care
The initial theme will be Objective 1, which investigates and examines the experiences of bereaved family members regarding the experiences of the end-of-life care provision as reported. Three sub-themes were created, including communication experiences, presence at death, and bereavement support.
[bookmark: _Toc215176543]Communication Experiences
A key defining factor of the quality of care experiences was identified as communication between staff in care homes and families in ten out of twelve studies. Initiative-taking, information sharing, honest discussions about the prognosis, and frequent updates on the condition of residents were the features of positive communication experiences. The families appreciated employees who started discussing end-of-life care, as opposed to families posing questions (Kinley et al., 2018). Lloyd-Williams et al. (2022) discovered that inappropriate communication is one of the most common issues that have been raised by the researchers; families report that they feel that no one consults with them regarding care decisions, and feel that they are not properly updated about the poor health status of their relatives. The COVID-19 pandemic was bringing more problems in communication. According to Hanna et al. (2022), visiting restrictions led to a higher dependency on telephone and video, which was less satisfactory than face-to-face interaction for the families. There were cases of the families finding it hard to receive information conveyed by the staff using personal protective equipment. Despite these difficulties, families value care homes that go a step further to keep in touch with families, such as making video calls or giving daily updates via telephone.
[bookmark: _Toc215176544]Presence at Death
Being available to dying family members was established as highly crucial to the family members in seven studies. The families that were around when the death occurred tended to report positive experiences and adjustment in bereavement. On the other hand, families that could not be present (the pandemic restrictions or the lack of proper information about the eventual death) were full of grief and sorrow (Hanna et al., 2022).
Bowers et al. (2023) discovered that the majority of care homes did not prevent family members from visiting patients who were nearing the end of life, even during pandemic lockdowns. Nevertheless, the restrictions on the number of visitors and personal protective equipment changed the character of such an end-of-visit. Families also reported experiencing that visiting restrictions made it hard to say goodbye effectively and did not help them respond to grief in a complicated way. These results bring to the point the overall necessity of ensuring the presence of family members at the end of life.
[bookmark: _Toc215176545]Bereavement Support
Stable differences in bereavement care were also present among studies within care homes. Kinley et al. (2018) discovered that families valued the gestures that included the staff attending funerals, sending condolence cards, and providing opportunities to talk about their experiences in the aftermath of death. Nonetheless, there were very few formal bereavement support services, and most forms of assistance were not systematised organisational strategies but instead on a staff member basis.
Several studies established that experiences that were experienced in the family at the end-of-life period affected their future bereavement in a significant way. Families that were happy with how care was provided and communicated said they coped better with grief, and those with negative experiences noted that they were still experiencing distress and could not find a way to get out of it. Such results are in line with theoretical models which stress the association between the quality of care and bereavement consequences (Addington-Hall and Karlsen, 2000).
The results of the review support the enduring effect of the end-of-life care experiences on the well-being of family members. Prolonged grief, as well as guilt and psychological distress, was linked to negative experiences such as feelings of a lack of sufficient care, communication difficulties and traumatic death experiences. On the other hand, the positive experiences that were marked by caring care, proper communication, and significant involvement of the family were seen to promote healthier bereavement processes. Such results indicate the criticality of considering family support as the one that happens after death to the continuation into the bereavement process.
[bookmark: _Toc215176546]4.5.2 Theme 2: Staff Experiences and Challenges
The second theme concerns Objective 2, which considers the views on providing end-of-life care presented by care home staff, issues, facilitators, and support requirements. There were three sub-themes, namely, emotional labour, training requirements, and organisational support. The staff experiences proved to be complicated, with both factors behind the professional satisfaction and strong challenges that might influence the well-being and quality of care.
[bookmark: _Toc215176547]Emotional Labour
The personnel at the care homes reported high emotional needs relating to the service of end-of-life care. According to Vandrevala et al. (2016), staff found caring for dying residents to be a difficult task accompanied by individual stress and anxiety, which was exacerbated by close bonds formed during the periods of their work with residents. Staff also commented on how resident deaths had impacted them on a personal level, especially when they received notification of their death after many years.
The effects of COVID-19 increased emotional stress among the employees of care homes. Hanna et al. (2022) document that the adverse organisational experiences among the staff, such as stress due to heightened workload, guilt due to limited visits, and demoralisation as a result of adverse media coverage of care homes, took a negative toll on them. Employees said they felt alone and unappreciated as they dealt with unprecedented death counts. Some of the studies emphasised that emotional effects were further complicated by the fear of the possibility of infections being passed onto them and their respective families.
[bookmark: _Toc215176548]Training Needs
A lack of end-of-life care training was found to be among the major challenges in various studies. Employees, especially care assistants, claimed that they were unprepared to address the physical and emotional needs of dying patients. Certain areas of training gap have been mentioned, such as the recognition of approaching death, symptom management, talking to families about dying, and supporting grieved relatives (Vandrevala et al., 2016).
Research assessing quality improvement programmes, including the Gold Standards Framework, discovered that staff competence and knowledge might increase with training (Hall et al., 2011). The impediment to training access, however, was staff absenteeism, so as to be resulting in a loss of trained employees due to high turnover rates and lack of access to relevant training programmes. The employees were found to be seeking practical skills training and emotional support to survive the psychological pressure involved in working in end-of-life care.
[bookmark: _Toc215176549]Organisational Support
Factors in the organisation also had a great impact on end-of-life care staff experiences. Enablers of quality care provision were seen to be supportive management, staffing levels, and accessibility to specialist advice on palliative care. On the other hand, the shortage of staff, lack of time, and failure by management to appreciate the need for end-of-life care were cited as obstacles (Bowers et al., 2023).
The employees of the Nursing Home appreciated the chance to debrief after the death of residents and were thankful when the management realised the emotional expectations of their jobs. Nevertheless, these formal support strategies, like clinical supervision or counselling services, were not easily accessible in the care home settings. Several studies have observed that employees had to depend mainly on other peers of staff support, which, although appreciated, was intermittent and varied depending on individual relationships and the culture of the organisation.
[bookmark: _Toc215176550]4.5.3 Theme 3: Factors
[bookmark: _Toc215176551]Influencing Care Quality Perceptions
Theme 3 deals with Objective 3, which determines critical themes and approaches to the end-of-life care issues that determine how stakeholders view quality. It resulted in three sub-themes: relationship-centred care, symptom management and dignity preservation.
[bookmark: _Toc215176552]Relationship-Centred Care
Rapid communication between families and the staff highlighted the significance of the relationship-based strategies in end-of-life care. Bowers et al. (2023) discovered that relationship-centred care was considered an essential element in high-quality palliative care in care facilities. Families appreciated employees who recognised their family members as people, comprehended their tastes and preferences, and communicated with them in a personalised manner. Employees have explained how their interactions with the residents and their families have satisfied them as well as contributed to the increased emotional difficulty of their deaths.
The continuity of care became one of the significant aspects in relationship-based approaches. Both the staff and families appreciated regular staffing that facilitated meaningful relationships. Staff turnover, which was found to be high, was seen to hurt the quality and continuity of the relationship. The impact of COVID-19 on relationship-focused care was the restriction on visiting residents caused by the nature of the pandemic, which denied families the opportunity to continue functioning in the lives and care of residents in the same way they used to.
[bookmark: _Toc215176553]Symptom Management
Positive end-of-life care experiences were found to be based on the relaxation of symptoms. Evidence that the relatives are comfortable and free of pain in the family was valued. Kinley et al. (2018) discovered that, although the majority of families were pleased with the satisfaction with symptom management, a few expressed worries about insufficient pain management or the delay in the acquisition of suitable medications. The employees reported difficulty in measuring the symptoms of residents at the severe stages of dementia who were not able to express their needs verbally.
Medical support for symptom management in care homes was significantly different. The research revealed poor access to general practitioner visits, especially promptly, out-of-hours medical provision, and anticipatory medicine to put a check on the symptoms. Housing facilities that reported a relationship with the general practitioners and the specialist palliative care facilities showed a more positive experience of managing the symptoms.
[bookmark: _Toc215176554]Dignity Preservation
Maintenance of dignity during the dying process was a common issue between the families and the staff. Dignity in families was identified by families as consisting of physical care, a respectful approach towards the individual, privacy, and preserving the identity of the individual as a person. Employees stated their dedication to dignified care, but they reported how difficult it was to sustain dignity within the context of practical care imperatives and time constraints.
In an experiment by Lloyd-Williams et al. (2022), the families of individuals with dementia were especially worried about the appropriateness of preserving dignity in the case of the disease, due to the cognitive and physical alterations linked to the disease at an advanced stage. The attempts to ensure dignity related to the attentive personal care, the use of the preferred names of residents, and family participation in care decisions were described by the staff. Nevertheless, the two stakeholder groups accepted that the practice of dignity preservation faced the risk of being taken away by systemic factors such as staffing pressures.
[bookmark: _Toc215176555]4.5.4 Theme 4: Opportunities for Improvement
The fourth theme deals with Objective 4, which comes to the creation of the evidence-based recommendations on how to improve the delivery of person-centred end-of-life care and family support. Three sub-themes were selected: improvement of communication, development of staff and family integration.
[bookmark: _Toc215176556]Communication Enhancement
Since communication is a key experience in care, various studies ranked communication improvement as an area of improvement. Suggestions involved the use of organised communication systems, staff training on how to deal with challenging communication and the introduction of frequent family meetings to talk about the care plan and issues. According to Hanna et al. (2021), care homes should have protocols to communicate such information in times of crisis, like a pandemic, and staff members designated to liaise with families.
[bookmark: _Toc215176557]Staff Development
The necessity to invest in staff training and support appeared as a key to the improvement of quality. Some of the recommendations were education in terms of palliative care knowledge and skills, and emotional support to help maintain staff wellbeing. Hall et al. (2011) reported that quality improvement programmes like the Gold Standards Framework had the potential to improve staff confidence and the quality of care, although the programmes demanded long-term organisational commitment and sufficient organisational resources to bring about long-term change.
[bookmark: _Toc215176558]Family Integration
Experiments repeatedly support the idea of better incorporating families in the planning and provision of end-of-life care. This involved the early involvement in talks about advanced care planning, frequent participation in reviews of care and adaptable patterns of presence of individuals throughout the dying process. Bowers et al. (2023) suggested that such policies should acknowledge family involvement as a necessity and not an option, and visiting policies to support and not limit family involvement in end-of-life care should be created.
[bookmark: _Toc215176559]4.6 Discussion
The results of this systematic review will give full insight into the experiences of bereaved family members and care home staff about end-of-life care in the UK resident care homes. The thematic analysis uncovers the spheres of the positive practice along with the current issues that should be addressed by the practitioners, managers, and policymakers. This argument places the results in the existing literature and reflects on their implications.
[bookmark: _Toc215176560]4.6.1 Communication as Central to Care Experience
The fact that communication was a preeminent determinant of the quality of care experience is corroborated by the fact that communication has been the subject of much prior research as a core of palliative care (Anderson et al., 2019). The results indicate that though a few care homes exhibit good communication practices, there is a wide range of variation where most families portray ineffective information dissemination and engagement in care decision-making. This difference means that systematic improvement can be created by training the staff, communication systems and organisational policies that will focus on family involvement.
The communication dilemmas observed in this review are the wider problems in the field of end-of-life care provision. Studies have always shown that medical workers frequently do not feel ready to discuss death, and such a response seems to be also applicable to long-term care facilities (Brighton and Bristowe, 2016). The results indicate that communication training must focus on the priorities of the care home staff development programs and emphasise how to initiate a conversation about end-of-life care, how to give difficult news, and how to keep the conversation with the family ongoing to its dying breath.
[bookmark: _Toc215176561]4.6.2 Staff Wellbeing and Support
The emotional nature of work in end-of-life care and the poor relevance of existing support systems are reflected in the staff experiences reported during this review. The results declare the fears expressed by Albers et al. (2014) about the load of having to take care of dying residents and burnout and compassion fatigue prospects among care home employees. Absence of formal support systems in most care homes presents a big point gap, which may not only lead to staff welfare but also to care provision.
The emotional labour of end-of-life care jobs should be further appreciated in the management and policy of care homes. Assistants who spend most of their time on firsthand care and sometimes form a close bond with residents are the ones most susceptible to the emotional effects of deaths. However, these employees are usually the least trained and are not helped to handle the psychological needs of their work. The results indicate that staff support mechanisms such as debriefing opportunities, peer support programmes and professional psychological support should be viewed as indispensable parts of care home delivery and not discretionary elements.
[bookmark: _Toc215176562]4.6.3 Impact of COVID-19 Pandemic
End-of-life care experiences during the COVID-19 pandemic are an interesting discovery, and different studies report the interference with relationship-focused care, communication issues, and heightened emotional load on both family members and employees. Even though not all of the challenges encountered during the pandemic were unique to that situation, they also point to areas of vulnerability in the system of care homes that should be considered as they plan in the post-pandemic era.
The described experiences of the pandemic contained in this review have significant implications for practice and policy. The heartache of families who cannot be alongside dying loved ones brings to the fore the primary role of family presence at end-of-life care. Nevertheless, the planning of future pandemics must focus more on methods that will allow safe family visits instead of blanket restrictions that can lead to permanent damage to bereavement outcomes. Equally, the heightened pressure on the staff throughout the pandemic underscores the significance of the strong workforce support mechanisms capable of adapting to the additional stress when the situation requires.
[bookmark: _Toc215176563]4.6.4 Relationship-Centred Care
The results of the reviewed studies confirm the theoretical frameworks related to the importance of relations-focused care as a key to the quality of end-of-life care within the thresholds of care homes (Nolan et al., 2004). The relationships, continuity, as well as personalised approach that the two families and the staff focus on is consistent with the philosophies of person-centred care, but expands it to consider the relational character of care experience. The conditions that require addressing in future quality improvement initiatives shall focus on the attributes of relationship-centred care, such as workforce stability, sufficient workforce, and organisational cultures that embrace relationships.
The results indicate that relationship-focused care is not entirely based on personal practitioner competencies, but structural and organisational elements are also relevant. The high turnover rate of staff, which has been the bane of the care home industry, is a discouragement to the stability of relationships that might build meaningfully. On the same note, time constraints and low levels of staffing can also prevent the staff from providing care on relationship issues that the family values the most. These structural factors have to be addressed at the system level, which cannot be addressed by individual care homes, such as consideration of workforce pay, conditions, and career development opportunities.
[bookmark: _Toc215176564]4.6.5 Quality Improvement Implications
The results of this review have a direct suggestion for quality improvement in end-of-life care. Programmes such as the Gold Standards Framework have shown some possibilities to improve the quality of care, and a lack of implementation opportunities restricts the effects in a range of environments. The results indicate that effective quality improvement involves not only the educational elements but also consideration of organisational conditions, staff support, and involvement of their families. The quality improvement initiatives which are narrow in perspective to include staff training but little else in the wider context can be effective in short-term outcomes.
The difference in the care experiences reported in the literature indicates that although excellent end-of-life care is experienced in particular care homes, the same is not always effective. Regulators and commissioners should attempt to cut this variation. The inspection framework provided by the Care Quality Commission considers end-of-life care, but the results indicate that the existing methods might fail to capture the relationships and experience aspects of care quality that are important to families and personnel.
[bookmark: _Toc215176565]4.6.6 Strengths and Limitations of the Evidence
The evidence quality found in this review was well-founded, and 8 out of 12 studies were identified to have good methodological strength with the CASP checklist. This gives assurance of the trustworthiness of the thematic results. Nevertheless, there are a number of weaknesses in the evidence base which should be noted. Furniture: The majority of the studies were in England, with little representation of other countries in the UK. Each study used a small sample, but when all the studies were combined, the sample size was large. The majority of research carried out most recently, or directly related to the COVID-19 pandemic, has been carried out shortly before or during the pandemic itself, hence the likelihood that its results will apply to endemic issues as well.
The demographic features of the included study participants were reported inconsistently, which did not allow for measuring the evidence's representativeness. Participants were mostly white British, female family carers, and nursing staff, which may have underrepresented views of male carers, ethnic minority participants, and care assistants who alone gave most of the firsthand care, which are not fully represented. Inclusive sampling methods that will capture different perceptions of the end-of-life care experiences should be the focus of future research.
[bookmark: _Toc215176566]4.7 Synthesis of Findings
The synthesis around the four themes, some of the cross-cutting issues can be identified that could be applied to practice as well as future research. To begin with, the experiences of families and staff are closely interrelated with each other. Emotional labour and poor support of the staff might influence their ability to properly communicate with families in a humane way. On the other hand, good relations with families may give meaning and satisfaction to the working staff. The interdependence implies that any intervention that could be applied to a group of individuals separately is not likely to be as effective as one that could be applied to a group that understands the form of the relationship between care.
Second, there will be systemic and organisational considerations as determining elements of experience. As much as personal staff competencies and attitudes play a role, they come in the context of organisations that can either facilitate or limit the delivery of quality care. The levels of staffing, support of management, access to training and specialist guidance and organisational culture have an effect on the experiences of both the families and the staff. That implies that the process of quality improvement should pay attention to systemic considerations instead of targeting the interventions at the individual level.
Third, the results indicate a significant difference in the care experiences in various care home environments. Whereas there were positive accounts of families who said they received exceptional, caring care that led them through a hard period, there have been negative accounts of a lack of sufficient communication, their degrading care, and enduring pain. Commissioners, regulators, and care providers should understand the causes of such variation and devise ways of minimising it.
[bookmark: _Toc215176567]4.8 Chapter Summary
The chapter has outlined the results of the systematic review with features of twelve records that have been included, quality evaluation findings, and a thematic review that fulfils the four research objectives. Family was the one that focused on communication, being there during death, and bereavement support. The staff experiences emphasised on emotional labour, training needs, and organisational support needs. Relationship-centred care, the management of symptoms, and the preservation of dignity were some of the factors that affected the perceptions of care quality. The areas of improvement involved communication improvement, staff development and family integration.
These findings were placed in the context of the rest of the literature, as communication is central, and staff support plays an important role, and the COVID-19 pandemic is especially important and relationship-centred care is significant. The findings indicate that, although there are some settings where excellent end-of-life care is realised, there is still a need to improve the process systematically so that the quality of care remains high throughout all the UK care homes. The conclusions, recommendations and implications of the study concerning the practice, policy and future research are given in the next chapter.

[bookmark: _Toc215176568]CHAPTER 5: CONCLUSION AND RECOMMENDATIONS
[bookmark: _Toc215176569]5.1 Introduction
The chapter is a synthesis of the main findings of the systematic review, which provides evidence-based recommendations to enhance end-of-life care in the UK residential care homes. The chapter discusses all the research objectives, implications of the research to practice, policy, and education, the limitations of the review, and lastly, priorities as regards future research. The overall objective will be to put the results of the research into practical recommendations, which will help improve the experience of bereaved families and help the care home workers to provide quality and compassionate end-of-life care.
[bookmark: _Toc215176570]5.2 Summary of Key Findings
This was a systematic review study that investigated bereaved family members' and staff's experiences in residential care homes in the UK about end-of-life care. Twelve qualitative and mixed-methods studies were synthesised, showing that the experience of end-of-life care is based upon the intricate interactions of individual, relational, and organisational factors. The thematic analysis revealed four broad themes that discuss each of the research objectives.
As per Objective 1, the experiences of bereaved family members had a focal point around three major areas: communication with the staff in care homes, their capacity to be present during the dying process and the bereavement services they receive. Communication proved to be the most effective variable as the families who reported initiative-taking, honest, and empathic communication displayed more positive overall experiences. The family experiences during the COVID-19 period were mostly disrupted, and many families could not be at death, which was accompanied by complicated grief and prolonged distress and grew to be a contributing element to the problem.
To respond to Objective 2, the staff of care homes narrated that providing end-of-life care was a challenging task that involved emotional labour, which is connected with providing care to dying people, a lack of training to deliver palliative care, and the absence of organisational support. Employees also spoke of their passion to offer caring care, but mentioned systemic issues such as time constraints, staffing, as well as the lack of access to specialist advice that limited their capacity to offer the quality care they hoped to offer.
Regarding Objective 3, the aspects that affected the perceptions of the quality of care were the relationship-based methods, successful symptom management, and maintenance of dignity during the dying process. The family, as well as staff members, underscored the need to know the residents as individuals and give them personalised attention without compromising their identity. Stable staffing and continuity of care became the significant preconditions of relationship-centred care.
Regarding Objective 4, the areas of improvement were described in various areas, such as communication, where it seeks to facilitate better communication through the use of structured frameworks and staff training, staff development, which covers not only palliative care education but also emotional support mechanisms, and integration of families as partners in end-of-life care planning and delivery.
[bookmark: _Toc215176571]5.3 Recommendations
On the basis of the synthesis of evidence, the following practices, policies, and education recommendations are suggested. The thematic findings provide the basis of these recommendations, which are in line with the objectives of the research.
[bookmark: _Toc215176572]5.3.1 Recommendations for Practice
Structured communication frameworks should be used in care homes where initiative-taking communication with the family is to be facilitated throughout the end-of-life trajectory. This will involve early advanced care planning, making frequent reports about the status of residents and making timely reports whenever death is expected to take place. The care homes ought to have certain staff members with the particular responsibility of family liaison, especially during such times of crisis or high demand.
The support mechanisms among staff are also to be entrenched in organisational practice, such as frequent debriefing opportunities after resident death, peer support programmes, and professional psychological support when required. The management ought to be keen to identify and reward staff who exhibit emotional needs of end-of-life care work, establishing cultures that embrace such staff members as appreciated and recognised.
Involvement of family members should be eased as a part of end-of-life care and not as an alternative or addition. The policy of visiting must be created so as to allow the presence of family, and there should be flexibility to meet the needs of the situation. Supporting bereaved families should be a system instead of an individual effort among the staff, and all families need to be provided with follow-up contact and information regarding the available support services.
[bookmark: _Toc215176573]5.3.2 Recommendations for Policy
Quality of end-of-life care must be explicitly discussed in the regulatory frameworks through inspection standards covering both relational and experience aspects of quality and clinical metrics. It is suggested that the Care Quality Commission introduce family feedback on the end-of-life care experience to the model of the inspection so that the voices of bereaved relatives should not be overlooked in the quality evaluation.
Workforce policy must also focus on the systemic issues that affect the delivery of quality end-of-life care, such as low salaries, working environments, and a lack of career advancement, which contribute to high turnover and staffing imbalances. To attain continuity and relationship care, which families and staff indicate that care homes are all about, they must invest in the workforce.
The strategies that allow for facilitating the safe family visiting during the times of public health emergencies should be emphasised higher on the pandemic preparedness agenda in comparison with the strategies that could lead to the increased restrictions imposed by default, which could have a long-term negative impact on the bereavement outcomes. The presence of family during dying should be identified as a necessity in the policies instead of discretion, since visitation should be used as the last resort and also get removed when it is safe to do so.
[bookmark: _Toc215176574]5.3.3 Recommendations for Education
Basic care training programmes should include end-of-life care education, both practical and communication skills. Training must focus on the detection of the approaching death, treatment of typical symptoms, contact with dying families and supporting grieving relatives. All members of staff, such as those who offer most of the direct care by care assistants, should have access to education.
Emotional intelligence and self-care aspects should be included in training programmes so that the staff can be prepared to endure the psychological stress of end-of-life care work, without compromising their personal well-being. The implementation of the Quality improvement programmes, like the gold standards Framework, should be supported and resourced in order to facilitate its implementation to a large portion of the care home sector.
[bookmark: _Toc215176575]5.4 Limitations of the Review
Several limitations of this systematic review warrant acknowledgement. The search was limited to two databases and selected grey literature sources, potentially missing relevant studies indexed elsewhere. Single reviewer screening, whilst subject to supervisor quality checks, may have introduced selection bias. The restriction to UK settings limits generalisability to other national contexts. The predominance of studies conducted during or shortly after the COVID-19 pandemic means that some findings may reflect pandemic-specific rather than endemic challenges. Finally, the included studies predominantly sampled white British participants, potentially underrepresenting diverse perspectives on end-of-life care experiences.
[bookmark: _Toc215176576]5.5 Recommendations for Future Research
Future research should prioritise inclusive approaches that capture diverse perspectives, including those of people from ethnic minority backgrounds, male carers, and care assistants whose voices are underrepresented in current literature. Longitudinal studies examining bereavement trajectories following care home deaths would enhance understanding of the long-term impacts of end-of-life care experiences. Intervention studies evaluating the effectiveness of communication training, staff support programmes, and family integration initiatives are needed to build the evidence base for quality improvement. Research examining organisational and system-level factors that enable or constrain quality end-of-life care would inform policy development and resource allocation decisions.
[bookmark: _Toc215176577]5.6 Concluding Statement
This systematic review has provided comprehensive insight into the experiences of bereaved family members and care home staff regarding end-of-life care in UK residential care homes. The findings highlight both the challenges inherent in providing quality end-of-life care in these settings and the opportunities for meaningful improvement. Communication, relationships, and support emerge as central to positive experiences for both families and staff. Achieving consistently high-quality end-of-life care will require sustained attention to workforce development, organisational culture, and system-level factors that enable compassionate, person-centred care. As demographic trends increase demand for care home places, ensuring that all residents receive dignified, high-quality care at the end of life must be a priority for practitioners, policymakers, and society as a whole.
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