[image: Discover University of Wales Trinity Saint David]



A Study on the Impact of End-of-Life Palliative Care on Patients and Families with Terminal Cancer in Healthcare Settings Across the UK

Maria Fatima Mangue Mbomio


Supervisor’s name: Jayalakshmi Gopalkrishnan

Dissertation submitted as part of the requirements for the award BSc (Hons) Health and Social Care 


December, 2025 



[bookmark: _Toc216908312][bookmark: _Toc216909305]DECLARATION

This work has not previously been accepted in substance for any degree and is not being concurrently submitted in candidature for any degree.
Signed…Maria Fatima Mangue Mbomio
Date…19/12/2025
STATEMENT 1 
This dissertation is being submitted in partial fulfilment of the requirements for the degree of BSc.
Signed  Maria Fatima Mangue Mbomio
Date…19/12/2025
STATEMENT 2
This dissertation is the result of my own independent work/investigation, except where otherwise stated.
Other sources are acknowledged by footnotes giving explicit references.  A bibliography is appended.
Signed…Maria Fatima Mangue Mbomio
Date…19/12/2025


[bookmark: _Toc216908313][bookmark: _Toc216909306]ACKNOWLEDGEMENTS

I would like to express my  gratitude to my supervisor, Jayalakshmi Gopalkrishnan, for her guidance and constructive feedback throughout the course of this dissertation. Her expertise and support have been instrumental in helping me refine my ideas and develop this work to its fullest potential.
I am also deeply grateful to the academic lecturers, Bianca Sanfilippo and Joly, whose advice and inspiration have greatly enriched my studies. Their generosity and assistance have been essential, and without their support this dissertation would not have been achievable.






ABSTRACT
This study examines end-of-life palliative care within the United Kingdom and its effects on terminal cancer patients and their families, particularly the issues and the journeys they go through in the health care system. This study aims to gain an understanding of the emotional, physical, and logistical burdens and barriers that patients and families face, with the goal of identifying ways to alleviate them and improve the quality of care (Bowerman and Williams, 2024). The goals of this research are to identify the major barriers to terminal cancer and palliative care, define terminal cancer and palliative care, and propose steps on how to address them in future studies. A secondary qualitative methodology, using systematic literature reviews and thematic analyses of the relevant research, was utilised to construct the research using secondary resources, published studies, and interview data. Emphasis on the major findings reveals marked inequalities in the accessibility of the services, unaddressed needs of the patients and caregivers in bereavement support, emotional as well as psychological strain, communication between the families and the healthcare system, and the service provision as a whole. These problems, together with regional inequities, underserved populations, gaps in the workforce, and underinvestment, also compounded them. The overwhelming message of the study is the need to integrate palliative care sooner, provide patient-centred care on time, and improve the care coordination and communication about it in order to make it more effective all-around. This research also posits a practical framework to better service provision, including the responsive support system for bereavement, allocation of the responsive resources, and more cultural and spiritual emphasis in the palliative care.
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[bookmark: _Toc216909308] 1.1 Introduction
End-of-life care is the support given to a person with a terminal illness in the final stage of life (Nacak and Erden, 2022). This care is focused on the relief of symptoms, the comfort of the patient, and the support of the emotional and psychological condition of the family (Haun et al., 2017). It extends to physical, emotional, social, and spiritual help aimed at improving the quality of life during the dying process. Palliative care is a particular type of health care which does not aim at curing, but rather focuses on the alleviation of symptoms and the pain of a person with a terminal illness (Wantonoro et al., 2022). It is patient-centred, focusing on pain and symptom management, emotional support and coordination of care among the healthcare providers (Kristjanson and Aoun, 2004). Palliative care is different to curative treatments because it aims at enhancing the quality of life and not trying to cure the illness. Terminal cancer is a condition that is at the advanced stages of cancer and is no longer possible with curative treatments, and treatment aims to contain the disease and ensure the patient is comfortable (Lim, 2016). It is marked by the gradual deterioration of the physical state, excruciating pain, and emotional difficulties on the part of a patient and his/her family (Hermosilla et al., 2021).
[bookmark: _Toc216909309]1.2 Rationale of the Study
The rationale behind the decision to examine the influence that end-of-life palliative care has on patients and their families in healthcare facilities throughout the UK is based on the increased understanding of the significance of holistic and caring care at the end of life. The process of cancer diagnosis that is terminal leads to emotional, physical, and psychological difficulties for both patients and their families (Chankowsky, 2022). Although cancer treatment has improved over the years, end-of-life care has not been given serious attention in some healthcare facilities, particularly regarding family experiences.
According to recent estimates, a large number of people in the UK, specifically those diagnosed with terminal cancer, would need palliative care. As per RefinedPractice (2024), about 436,022 individuals in the UK need palliative healthcare services, and a significant number of these individuals have terminal cancer. The study aims to bridge a gap in available literature by exploring the issues that patients and families experiencing palliative care due to terminal cancer experience with reference to care environments within the UK.
The potential rationale of the study is to obtain a deeper representation of the detailed needs, issues and managing strategies of the terminally ill cancer patients and their families and to determine the fields in which the quality of care may be improved. The gaps in the current study will be determined based on the scoping review of the academic literature on the topic to help support the accumulation of evidence-based guidelines on how to advance end-of-life care in healthcare facilities in the UK.
[bookmark: _Toc216909310]1.3 Aim of the Study
This research seeks to examine the influence of end-of-life palliative care on patients and families in the terminally ill cancer care centres throughout the UK. This research will look into the experiences and encounters that patients and their families go through in end-of-life care and enhance the standard of care that patients receive during this critical stage of their lives. 
[bookmark: _Toc216909311]1.4 Objectives of the Study
The objectives of the study are as follows:
1. Identify the challenges facing patients and families in palliative care: Determine the issues of patients and families in palliative care. This task aims to find out about the different emotional, physical and logistical problems that patients and their families face with end-of-life care related to terminal cancer.
2. Define key concepts related to terminal cancer and palliative care: This objective aims to clarify and contextualise the main concepts related to terminal cancer, end-of-life care, and palliative care, ensuring a common understanding of these terms in the study's context.
3. Provide future researchers with recommendations: The study seeks to offer valuable insights that will guide future research in health and social care, particularly in improving the quality of end-of-life care for terminal cancer patients.
4. Conduct a scoping review of academic journal articles: A comprehensive literature review will be conducted to gather insights into current research findings, challenges, and best practices related to terminal cancer care in healthcare settings, particularly focusing on the UK.
[bookmark: _Toc216909312]1.5 Research Question
What challenges and experiences do patients and families face in end-of-life palliative care for terminal cancer in UK healthcare settings, and how can care quality be improved?
[bookmark: _Toc216909313]1.6 Structure of the Dissertation
· Chapter 1: This chapter introduces the study, defines the key concepts, explains the rationale, outlines the study’s purpose and objectives, and describes the overall structure of the dissertation.
· Chapter 2: This chapter provides a review of the background and existing literature on end-of-life palliative care for terminal cancer in the UK, highlighting key challenges and research gaps.
· Chapter 3: This chapter details the methodology, including the research design, data collection methods (systematic literature review), sampling criteria, and data analysis techniques.
· Chapter 4: The results chapter presents the findings from the systematic review and explores their implications for enhancing palliative care services.
· Chapter 5: This final chapter offers recommendations for improving end-of-life care and concludes the study with a discussion on limitations and suggestions for future research
[bookmark: _Toc216908315][bookmark: _Toc216909314]CHAPTER 2: BACKGROUND
[bookmark: _Toc216909315] 2.1 Literature Review and Background
This chapter systematically covers the theoretical and actual palliative care practices concerning terminally ill patients suffering from cancer, narrowing down the focus to the geography of the UK. The purpose of this chapter is to trace the development of practices of palliative caregiving, construct a working appreciation of the theoretical tenets, and analyse the primary issues and possible avenues of elevating the quality of caregiving. The case of terminally ill cancer patients speaks volumes about the importance of palliative care. The aims focus on multi-dimensional needs of the patients in the lapse of dying, which becomes apparent physically, emotionally, and mentally (Haun et. al. 2017).
Despite all advancements in the treatment of cancer, the United Kingdom's quality and access to palliative care, even in some of the more sophisticated healthcare systems, have fallen behind. (Sleeman et al, 2021) This chapter elaborates on the evolution and core theoretical components of the tremendous challenges in the contemporary caregiving discipline, outlines the missing elements of critical care, and constructs preliminary arguments that the rest of the study aims to investigate. The challenges in caregiving need to be solved to facilitate the experience of the patients and their families with the healthcare system.
[bookmark: _Toc216909316]2.2 Historical Background of Palliative Care
Palliative care is an approach to healthcare that tells one is nearing the end of their life. It is holistic and compassionate care that meets a unique need. It did not exist in the early times of the 20th century, and the modern palliative care movement started with Dame Cicely Saunders in the 1960s. In that period, Saunders opened St. Christoper’s Hospice, the first palliative care hospice in the world. Palliative Care is focused predominantly on alleviating suffering rather than finding a cure, hence the quality-of-life principle focus (Kristjanson & Aoun, 2004).
The concept of palliative care began to influence different countries across the world, with changes being made to the healthcare systems of each. Palliative care, initially provided to cancer patients, has since scintillatingly grown to encompass care for patients suffering from other debilitating conditions. In the UK, the widespread availability of palliative care services, although the National Health Service (NHS) was established in 1948, was integrated into healthcare systems after several decades. It, however, was integrated with the backbone healthcare policies of the UK, which immensely supported strengthening palliative care. It not only supported patients with cancer, but also heart failure, respiratory disorders, and several neurological disorders (Collins et al., 2021). Palliative care, as developed over the years, has become more integrated into the healthcare system, which has become more responsive and adjusted with time. Much attention was given to the relief of suffering and the management of other physical symptoms; however, the advancement of palliative care has shown the necessity of integrating psychological, social, and spiritual care (Tark et al., 2023).
[bookmark: _Toc216909317]2.3 Theoretical Framework for End-of-Life and Palliative Care 
The practice of palliative care operates on a number of theoretical models, one of which is the (biopsychosocial Pictures of the model) model that Ingle and colleagues (2022) describe as biological, psychological and sociological factors that affect the overall health of a person. Palliative care and development under codes that the impact of any illness, and the impact of any terminal illness, such as cancer, goes beyond physical illness. Other emotional and social aspects of life aid in improving the life of the person. Founded on this model, the palliative care approach to cancer patients in distress is holistic, which means that the cancer patients in holistic palliative care are treated for physical pain, emotional pain, social isolation, and even for spiritual pain (Payne and colleagues, 2022).







Figure 1 Theoretical Framework for Palliative Care
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Patient-centred care is equally pivotal to palliative care. This perspective emphasises the need to pay attention to the patient's care, which revolves around the patient’s own values, quintessence and requirements. It actively engages patients and their families in the decision-making process so that they feel in control at a time when their power is greatly diminished. Palliative care for patients with terminal cancer, especially patients with metastatic diseases, is distressing. It is also crucial to understand that terminal cancer patients deal with many difficult decisions, and as it is distressing, it also helps them to have more control over their situation (Turnbull, et al., 2024). Besides these models, mechanisms of coping are fundamental to theorising about end-of-life care. Coping theorists and stress-coping model theorists analyse patients and families who are burdened emotionally and psychologically with terminal cancer and its treatment. This includes how they cope with grief, the process of grief, and anticipatory loss, as well as the deep existential questions that arise with the end of life (Kim & Flieger, 2023).
In terms of effective palliative care, the contribution of the individual healthcare workers and interdisciplinary care teams cannot be overlooked. In a palliative context, the interdisciplinary teams normally comprise physicians, registered nurses, social workers, chaplains, and psychologists, among many others, all of whom aim to meet the multiple and varied needs of patients and families. In order to fully take care of a patient’s entire well-being, interdisciplinary integration is crucial, particularly to relieve suffering, provide emotional care, and assist with end-of-life care. A collaborative approach to care has been shown to improve patient satisfaction and care outcomes even in the context of terminal cancer care (Hallenbeck & Hallenbeck, 2022). These theoretical approaches help to comprehend the underpinnings of palliative care. Providing quality and compassionate care has its challenges, which the patients, family and the healthcare providers have to face (Li et al., 2021). 
[bookmark: _Toc216909318]2.4 Palliative Care and Terminal Cancer in the UK
In the United Kingdom, the standard of palliative care practice has seen progress over the years. There has been increased focus on the provision of holistic care in the advanced stages of illnesses, especially cancer, in the United Kingdom. Palliative care in the NHS and the attendant multidisciplinary teams provide fundamental, specialised services, hospices and in-patient and domiciliary palliative care, along with multidisciplinary support (Sleeman et al, 2021). Nevertheless, within the UK, the siting and distribution of palliative care is uneven and patchy, with many areas having substantial gaps in access and provision.
Terminal cancer patients especially need palliative care the most, and in the UK, cancer is still the biggest killer. According to RefinedPractice (2024), palliative care is needed by 436,022 people a year in the UK, many of whom have terminal cancer. Improvements in the treatment of cancer and the increasing life expectancy have always demanded palliative care. The available evidence suggests, however, that a disproportionate number of patients receive palliative care in the later stages of terminal illness, which results in inadequate management of support and treatment during the suffering of the final stages of illness (Li et al. 2021).
Healthcare providers have many difficulties with effective care at the end of life. The difference in care standards in the UK is very large, with some areas having well-connected systems and others having no proper training for the professionals handling end-of-life care. This lack of training causes care and relationships between patients and families to become stagnant, which is detrimental. The additional issues are the forthcoming transition of a patient from active treatment to palliative care. This by no means is ultimately the case. Funding and staffing shortages, high rates of children, and fragmentation of teams in the healthcare system, as well as the feeling of isolation in the patient (Kristjanson & Aoun, 2004; Appiah et al, 2023).
[bookmark: _Toc216909319]2.5 Challenges in Palliative Care for Terminal Cancer
Palliative care of terminal cancer patients poses several emotional, physical, and psychological challenges to both the patients and their families. Physical pain, fatigue and poor quality of life are frequent symptoms in patients and may not be easy to counter despite the high order of medical interventions. Besides these physical issues, terminal cancer patients experience emotional problems associated with anticipating death, hopelessness, and loss of autonomy (Haun et al., 2017). Psychological weight of having an incurable disease may cause depression and anxiety, and the medical practitioners should provide psychological and emotional support to the patient in addition to the management of the disease's symptoms.
The process of assisting a loved one during the last phases of life can be no easier for caregivers and family members. Caregiving is commonly accompanied by emotional burden, physical and financial stress. Stress, burnout, and helplessness are common among caregivers who are trying to cope with the needs of constant care, complications of medical care, and the imminent loss of a cherished person. The problem of financial stress also emerges as caregivers frequently need to shorten the number of working hours or even lose their jobs to offer full-time care (Xu et al., 2024). Moreover, caregivers do not receive enough support, which prompts additional isolation and distress (Enguidanos et al., 2023).
Inequity in service access is one of the main issues related to palliative care provision. Although the UK has palliative care structures and policies, the care that patients receive is not equal for all. In other situations, medical facilities are overworked, and the palliative care facilities are weak in rural or poor localities. Also, there are communication issues between families and healthcare professionals, which in most cases lead to late referrals to palliative care, a lack of coordination between services, and the inability to provide services to both patients and families in a timely manner (RefinedPractice, 2024; Appiah et al., 2023). Such difficulties have a drastic impact on the provision of sufficient support to every patient and family in the terminal stages of cancer.
[bookmark: _Toc216909320]2.6 Improving the Quality of Palliative Care
Enhancing palliative care of terminal cancer patients demands enhanced coordination of services, innovative care models, and continuous professional education (Abbaspour and Heydari, 2021). When palliative care is integrated into the treatment plans at early stages, it will help manage the symptoms better, decrease the rate of hospital admission, and increase patient satisfaction (Sleeman et al., 2021). Integrating palliative care with curative treatment will foster a more comprehensive approach that will ensure the treatment pillars of care are both physical and psychological (Ito et al., 2021).
Innovative methods of providing palliative care are gaining prominence especially with the incorporation of telemedicine and artificial intelligence (AI) (Li et al., 2021). Telemedicine improves clinician access while AI accelerates symptom assessment and care outcome predictions (Evans et al., 2022). Moreover, improving the primary level of these health care professionals as well as promoting interdisciplinary cooperation is fundamental. Integrated approaches that embed specialist palliative care within cancer care training aim to enhance cancer care (Collins et al., 2021). This ensures that patients with advanced cancer receive palliative care of the highest possible standard and the dignity they deserve (Payne et al., 2022).
[bookmark: _Toc216909321]2.7 Research Gaps and Limitations in Current Literature
Despite the strides made in palliative care, literature focusing on the patient and family experience within the UK health care system is limited. It is stated that much of the available literature is more inclined towards clinical outcomes and efficiency of palliative interventions, whereas less emphasis is placed on personal, emotional, and psychological experiences of patients and their families (Sleeman et al., 2021). In particular, there is a void in research on the subtle experience of patients with different socioeconomic backgrounds and those located in the countryside, where service access might be constrained (Timm et al., 2021). Moreover, studies tend to ignore the emotional impact of bereavement on family caregivers in the long term, how they cope and the emotional burden of bereavement.
Small sample sizes are a common methodological limitation of many studies, and they restrict the applicability of the research, particularly in non homogeneous populations (Kim et al., 2023). A majority of quantitative studies also do not represent the subjective experiences of patients and families, and there is a need for more qualitative research. Interpretations of interviews and ethnographic research by thematic analysis may offer additional information on the experiences of the participants who had to negotiate end-of-life services (Xu et al., 2024). Besides, the use of the latest technologies, such as telemedicine and AI in the context of improved palliative care, is under-researched, and its implementation should be studied more closely to determine its effectiveness in the context of patient outcomes.

[bookmark: _Toc216908316][bookmark: _Toc216909322]CHAPTER 3: METHODOLOGY

3.1 Research Design
Evaluating the previously published work on the subject, this study captures the known psychological palliative care system, as well as the criticisms and palliative care practices, researchable issues, and overall quality of care extended to patients with terminal cancer, especially the part psychological care as tendered and reviewed therein. In this case, the definitional gaps of palliative care’s discrepancies shed the much-needed holistic perspective on the gaps in interdisciplinary literature as palliative care literatures lie considerably unexplored. The interdisciplinary care of palliative cancer patients remains underpinned with psychological, sociological, cultural, and legal domains of overarching significance, which need to be pored over with the quality palliative care standards as set forth in literature (Parliamentary Office of Science and Technology, 2022). A holistic understanding and palliative methodologies will be ensured through the polar outcome, with legating undertaken and gaps in the hypothesis concerned with quality issues in palliative research being understood. Participatory thematic analysis will be used to formulate a thematic framework and roadmap, widely known as the thematic map, through which the complex frameworks of data interpretation unsupported by evidence will be distilled, and elucidating commentary will thereby be provided on the central and peripheral themes surrounding the body (Wray et al., 2022).
The researcher in that study uses PRISMA for its transparency and clarity in systematic reviews and meta-analyses, which ensures the credibility of the research findings. Its flow diagram shows the number of studies that were included or excluded (Sohrabi et al., 2021).
3.2 Data Collection
3.2.1 Inclusion and Exclusion Criteria
The data will be collected through a systematic literature review of peer-reviewed journal articles. The review will focus on studies related to terminal cancer patients in the UK, specifically exploring their experiences with palliative care services (Henderson et al., 2025).
Inclusion Criteria:
· Studies focusing on palliative care in hospital settings for terminal cancer patients.
· Publications from 2015 to 2025, ensuring recent and relevant data.
· Studies specifically addressing terminal cancer.
· Articles published in English.
· Studies involving UK populations.
Exclusion Criteria:
· Studies published before 2015.
· Articles published in languages other than English.
· Studies not focused on terminal cancer.
· Secondary methodology studies (e.g., reviews, meta-analyses).
· Studies involving populations outside the UK.
The articles will be sourced from Google Scholar, PubMed, and ProQuest, using keywords like "terminal cancer," "palliative care," "patients and families," and "care quality in the UK." This approach served to guarantee that the chosen works are pertinent to the research questions and oriented to the corresponding healthcare setting (Cancer Research UK, 2025).
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[bookmark: _Toc216909327]3.3 Data Analysis
The data was analysed through manual thematic analysis, which will allow the recognition of the patterns, themes, and insights within the studies in scope. The analysis will include multiple steps:
1. Familiarisation with Data: The researcher initiated the research by reading the selected works to get acquainted with their content and find some initial ideas.
2. Initial Coding: The data were coded based on major themes, which will be identified, and these will include patient experiences, challenges, care quality, and family support.
3. Developing Themes: Themes were developed describing the objectives of the research, including emotional burdens and gaps in care.
4. Refining Themes: The themes were further refined by comparing them with the data to ascertain the reflection of the findings.
5. Synthesis and Interpretation: The synthesis and interpretation of the themes will be made to answer the research questions to give a broad overview of the present situation in palliative care.
The thematic review provided useful information about the current research and areas where the provision of palliative care to terminally ill cancer patients in the UK can be improved.
[bookmark: _Toc216909328]3.4 Ethical Considerations
Since this study was a secondary data analysis, ethical considerations, in this case, were based more on the ethical standards of the studies that were included in the review. The selected articles have informed consent of the participants where necessary and ethical considerations of research on a vulnerable group, such as terminally ill cancer patients (World Medical Association, 2013). Further, 7 participants were interviewed; they are healthcare professionals working in the field of palliative care. The participants were provided with all the information about the purpose of the study, and consent was given before participation (British Psychological Society, 2021). The study was conducted in confidence and anonymity, and the personal information of the participants will be kept safe, in line with the General Data Protection Regulation (GDPR) standards (European Union, 2016).
[bookmark: _Toc216909329]3.5 Limitations of the Methodology
There are certain limitations to the systematic literature review methodology. Publication bias can lead to the over-representation of positive or significant results because studies which have non-significant effects may not be published (Ioannidis, 2016). Also, depending on secondary data implies that the research would miss the firsthand accounts of patients and families, and this would restrict the level of understanding of personal experiences (Tong, Sainsbury & Craig, 2007). Thematic analysis is also quite subjective in terms of the interpretation of the themes, which will be alleviated with the help of the rigorous and consistent coding method (Braun & Clarke, 2006). Additionally, omission of studies before 2015 might miss out on useful historical background, which is a common limitation in time-bound systematic reviews (Liberati et al., 2009).




[bookmark: _Toc216908319][bookmark: _Toc216909330]CHAPTER 4: DISCUSION AND ANALYSIS
[bookmark: _Toc216909331]4.1 Systematic Literature Review Findings
[bookmark: _Toc216908320][bookmark: _Toc216909332]This chapter offers a thematic analysis of the interviews from primary reviews articles as outlined by Braun and Clarke (2006). This involved extensive transcription, coding, and several rounds of response categorisation to identify sub-patterns of participant voice. The systematic literature review (SLR) was developed to aggregate and analyse research concerning palliative care within terminal cancer and the UK. Following the guidelines of the PRISMA approach, the set of studies was screened to distil primary peer-reviewed articles, which would then be the focus of the review. These studies provided information regarding the evolution of palliative care, the application of palliative care, and the systemic, emotional, and professional barriers impacting the provision of care. 
[bookmark: _Toc216908321][bookmark: _Toc216909333]4.1.1 The Role and Value of Palliative Care
One of the main findings from the studies was the positive effect palliative care has on the quality of life for patients with terminal cancer. (Haun et al. 2017) demonstrated that palliative care interventions provided earlier in the course of treatment lowered symptom burden and increased patient satisfaction, which significantly improved their overall treatment experience. (Ito et al. 2021) also observed that palliative therapy provided in conjunction with cancer treatment optimally improved symptom control, decreased hospital admissions, and improved psychosocial support for patients. Certain studies also indicate that the care palliative patients receive addresses their emotional, social, and even spiritual aspects. (Payne et al. 2022) emphasised that in terminal illness care, the patient is the focus and in pain from existential suffering, the patient, devoid of compassion, is emphasised in the approach and approach to care more. (Collins and others 2021) pointed out the necessity of supporting truly integrated care delivered by collaborative team members of physicians, nurses, social workers, and even chaplains.
[bookmark: _Toc216908322][bookmark: _Toc216909334]4.1.2 Accessibility and Equity Challenges
A predominant issue highlighted in the literature is the disparity in the accessibility and availability of palliative care services throughout the UK. According to (Sleeman et al. 2021), there still remains a significant disparity in the availability of timely and consistent care in rural and poorer urban areas. Patients residing within these areas were more susceptible to receiving tardy referrals and, in extreme cases, no referral whatsoever. (Appiah et al 2023) echoed these sentiments by stating that disparity in service provision and care pathways referral leads to splintered care. When patients were transitioning from their active treatment to palliative support, there was inadequate management of the process, and this caused a considerable amount of confusion and anguish to both the patients and their families. In the same line of reasoning, RefinedPractice (2024) estimated that there are over 400,000 palliative care patients in the UK, and many patients are either unaided or inappropriately aided and treated.
[bookmark: _Toc216908323][bookmark: _Toc216909335]4.1.3 Patient, Family, and Caregiver Experiences
The emotional, psychological, and practical challenges faced by patients and their families have been the focus of multiple research studies. (Kristjanson and Aoun 2004) documented profound emotional burden during end-of-life care and the care long after the loss. Family members often have psychological impacts after bereavement that last for a protracted period of time. (Xu et al. 2024) showcased the financial burden of caregiving and how family members often have to curtail their employment. Family members have to leave jobs to care for the patients, and this leads to additional stress and financial insecurities. The absence of organised caregiver support is another common theme. (Enguidanos et al. 2023) reported that caregivers often experience social isolation and strain, inadequate supportive services, and poor counselling access, citing all of these. Patients reported heightened levels of anxiety, depression, and loss of autonomy, which in some cases was a result of incomprehensible communication by health care practitioners. Experiences were influenced by a unique set of cultural and spiritual values. (Hermosilla-Avila et al. 2021) argued that the lack of well-developed palliative care in the UK for some cultural groups leads to the feeling that their spiritual and personal desires were poorly attended to. This affirms that practitioners and caregivers need to modify their support for families and patients to the centre of value alignment.
[bookmark: _Toc216908324][bookmark: _Toc216909336]4.1.4 Systemic and Professional Barriers
Taking into consideration the experiences of patients and their kin, literature has also highlighted some issues related to the professionals as well as the system. (Collins et al. 2021) and (Payne et al. 2022) emphasised a lack of training as a significant barrier to the effective practice of end-of-life care. Many staff members reported feeling unprepared for the complex communication and emotional needs of terminal patients. Undersupply of resources and staff issues emerged as further key concerns. (Sanders et al. 2024) reported that resources allocated for palliative care services throughout the NHS are disproportionately low, with staff shortages constraining the level of holistic, patient-centred care that can be provided. This problem was further aggravated by the unbalanced distribution of resources as well as inequities in the offer of services during the COVID-19 pandemic, which was emphasised by Appiah et al (2023). At the same time, technological advancements, such as telehealth and digital health technologies, were recognised as possible answers to the problem. (Evans et al. 2022) and (Li et al. 2021) illustrate how telemedicine broadens the scope of palliative care services, enabling patients to receive professional assistance without the constraints of physical presence. The described approaches, to some extent, are aimed at enhancing continuity of care and reducing the rates of hospitalisations, but the literature is still lacking answers regarding their sustained impact.
Table: Summary of Key Studies on Palliative Care for Terminal Cancer Patients and Families
	Author(s) & Year
	Country/Context
	Study Design
	Focus/Population
	Key Findings
	Relevance to Current Study

	Haun et al. (2017)
	Germany
	Systematic Review
	Palliative care interventions for cancer patients
	Showed that palliative interventions improve QoL and symptom control
	Provides evidence base for the benefits of palliative care interventions

	Sleeman et al. (2021)
	UK
	Mixed-Methods
	Patients requiring palliative care in NHS settings
	Identified inequities in access and late referrals to palliative care
	Highlights UK-specific gaps and justifies the study focus

	Collins et al. (2021)
	UK
	Qualitative
	Healthcare professionals in palliative care
	Found challenges in integrating palliative care into routine practice
	Relevant to themes of professional training and system integration

	Kim & Flieger (2023)
	USA
	Conceptual/Theoretical
	Coping theories in terminal illness
	Explored stress-coping mechanisms in end-of-life settings
	Supports coding on emotional/psychological challenges

	Xu et al. (2024)
	China
	Cross-sectional Survey
	Family caregivers
	Reported caregiver burden, stress, and financial strain
	Aligns with caregiver-focused transcripts

	Appiah et al. (2023)
	UK
	Survey & Interviews
	Patients and families in end-of-life care
	Communication and coordination challenges across services
	Reinforces themes of communication gaps

	Enguidanos et al. (2023)
	USA
	Longitudinal
	Bereaved caregivers
	Highlighted the lack of post-bereavement support
	Connects to bereavement-related participant insights

	RefinedPractice (2024)
	UK (Report)
	National Data Analysis
	Palliative care needs across the UK
	Estimated 436,022 patients annually needing palliative care
	Provides scale of issue, supports significance of research



[bookmark: _Toc216909337]4.2 Qualitative Interview Findings
[bookmark: _Toc216908325][bookmark: _Toc216909338]4.2.1 Overview of Participants
Seven participants were interviewed to provide diverse perspectives on end-of-life palliative care for terminal cancer in UK healthcare settings. This composition allowed the study to capture multiple dimensions of the palliative care experience: the lived experience of patients, the challenges faced by family caregivers and bereaved relatives, and the professional perspectives of healthcare providers and service managers.
Coding Table for Thematic Analysis
	Participant
	Quote
	Initial Code
	Theme

	P1 (Patient)
	“It’s not just the pain   it’s the fear and the sadness that weigh on me.”
	Fear of death, emotional distress
	Emotional & Psychological Burden

	P1 (Patient)
	“Sometimes the medicines help, but other days I feel left alone with my thoughts.”
	Inconsistent symptom relief, loneliness
	Emotional & Psychological Burden

	P2 (Family caregiver)
	“When the nurse explained every step, it gave us reassurance.”
	Reassurance through clarity
	Communication & Decision-Making

	P2 (Family caregiver)
	“Getting equipment at home was difficult, and it arrived too late.”
	Equipment delays
	Access to Resources & Practical Support

	P3 (Bereaved family member)
	“The grief was very heavy… not enough ongoing support afterwards.”
	Lack of bereavement support
	Continuity of Support & Bereavement Care

	P3 (Bereaved family member)
	“The hospice chaplain gave her comfort; it mattered to us.”
	Chaplain support
	Cultural, Spiritual & Personal Values

	P4 (Nurse)
	“I often feel emotionally attached to patients, and losing them can be hard.”
	Staff emotional fatigue
	Emotional & Psychological Burden

	P4 (Nurse)
	“We try to prioritise pain relief, but sometimes the family doesn’t fully understand our role.”
	Misunderstood roles, focus on pain relief
	Communication & Decision-Making

	P5 (Physician)
	“Time pressures sometimes mean conversations are shorter than they should be.”
	Rushed communication
	Communication & Decision-Making

	P5 (Physician)
	“Sometimes patients wait too long for hospice admission.”
	Insufficient hospice beds
	Access to Resources & Practical Support

	P5 (Physician)
	“Different groups have different expectations around discussing death.”
	Cultural expectations
	Cultural, Spiritual & Personal Values

	P6 (Social worker/Chaplain)
	“When spiritual needs are overlooked, it can cause distress.”
	Unmet spiritual needs
	Cultural, Spiritual & Personal Values

	P6 (Social worker/Chaplain)
	“Bereavement support is valuable, but very limited.”
	Lack of long-term grief support
	Continuity of Support & Bereavement Care

	P7 (Service manager)
	“Families sometimes report confusion or lack of updates from different teams.”
	Inconsistent updates
	Communication & Decision-Making

	P7 (Service manager)
	“Resource allocation is always a challenge   we don’t have enough staff.”
	Workforce shortages, funding gaps
	Access to Resources & Practical Support

	P7 (Service manager)
	“We need national standards for grief support to make it consistent.”
	Systemic gaps in bereavement care
	Continuity of Support & Bereavement Care






[bookmark: _Toc216908326][bookmark: _Toc216909339]4.2.2 Initial Codes to Themes
The analysis began with the identification of initial codes, such as “poor communication,” “family excluded from decisions,” “emotional toll,” “caregiver burnout,” “financial strain,” “late referral,” “service inequalities,” “spiritual support neglected,” and “lack of follow-up after death.”
These codes were grouped into broader categories, for example:
· “Communication breakdown” and “family excluded” → communication and decision-making issues
· “Emotional toll” and “caregiver burnout” → psychological burden
· “Late referral” and “service inequalities” → access and resource gaps
· “Spiritual support neglected” → cultural/spiritual care
· “Lack of follow-up” → continuity and bereavement support
Through this process, five main themes were generated:
	Theme
	Description
	Supporting Evidence (Participant Quotes)

	Communication & Decision-Making
	Explores the clarity, transparency, and sensitivity of communication between healthcare teams, patients, and families. Highlights challenges with being excluded from decision-making.
	“We often felt left out of the decisions. The doctors talked among themselves but didn’t really explain things to us until it was too late.” (P3) “Families are sometimes shocked because we don’t get enough time to explain in detail.” (P4)

	Emotional & Psychological Burden
	Captures the emotional toll of terminal cancer on patients and caregivers, including anxiety, grief, loneliness, and burnout.
	“Watching her suffer day after day took a huge toll on me.” (P2) “The hardest part isn’t the pain, it’s the loneliness and knowing this is the end.” (P1)

	Access to Resources & Practical Support
	Examines barriers such as late referrals, inequities in service availability, financial stress, and lack of caregiver respite.
	“Patients in rural areas get referred far too late.” (P7) “I had to give up my job… no one told me where to get proper support.” (P2)

	Cultural & Spiritual Considerations
	Highlights the influence of cultural, religious, and spiritual values on experiences of care and how these needs are often overlooked.
	“Spiritual care is often treated as secondary, but for many patients it’s central to how they cope.” (P6) “We wanted certain religious practices followed, but not all staff understood or respected that.” (P3)

	Continuity of Support & Bereavement Care
	Focuses on ongoing care during transitions and after death, showing gaps in bereavement support for families.
	“After the funeral, there was nothing… it was like we didn’t matter anymore.” (P3) “We focus on the patient but sometimes forget families are left behind.” (P5)



[bookmark: _Toc216908327][bookmark: _Toc216909340]4.2.3 Theme One: Communication and Decision-Making
[bookmark: _Toc216908328][bookmark: _Toc216909341]The importance of communication captured the attention of the patients, families, and professionals providing palliative care. “In communication, concerns of many participants included absence of effective communication, communication with diverging strands, and communication laced with excessive indexiums, which failed to fulfil emotional aspects of families. A bereaved family member recalled, “We often felt like we had no say on the matter. The doctors seemed to have their own discussions but had a hard time providing explanations to us until we were confused beyond comprehension” (Participant 3). Another patient remarked, “At times, we are presented with the information. But there is a downside when the information is presented. When we are scared and fatigued, it appears to us like there is an absence of compassion” (Participant 1).”
These obstacles were also recognised by professionals working in healthcare. “I sometimes see families shocked because they were not prepared for what was coming. We don’t always get the time to sit down and explain in detail.” A physician spoke to the trying nature of telling the truth while trying to still hold to some element of optimism, stating, “One of the hardest things is finding the right words. A patient’s trust is undermined when not enough detail is given. The complete opposite of detail also creates an overwhelming amount of information. Participant 5. Illustrating the other side of the coin, constructive examples were also present, which illustrated the positive side of sensitive transformation in the communication with the patients. A nurse described how a certain caregiver was not a passive actor: “She really took the time to explain things to me. She even drew diagrams. That made such a difference. ” The communication exemplary narratives. These examples illustrate that communication about palliative care is not simply an exchange of medical data but also a form of communication that constructs trust, decisions, and emotional fortitude.
[bookmark: _Toc216908329][bookmark: _Toc216909342]4.2.4 Theme Two: Emotional and Psychological Burden
Suffering from psychological trauma and emotional distress has been uniformly reported across all participant cohorts. Patients spoke to the overwhelming fear, anticipatory grief, and the isolation that came with terminal illness, while caregivers and bereaved relatives talked about emotional and psychological exhaustion and persistent pain. One patient described the effect of suffering and isolation on her sleep ‘Sometimes the hardest part isn't the pain, it’s the loneliness and knowing this is the end. That’s what keeps me awake at night’ (Participant 1). Caregivers spoke of the superhuman burden of holding the emotions of strength and grief simultaneously while observing decline, as one of them put it: ‘It was emotionally draining. I wanted to be strong for my mother, but day after day watching her suffer took a huge toll on me’ (Participant 2). The psychological burden was not limited to the death itself, as one bereaved family member recalled: ‘Even after she passed, I relived those last weeks. It was traumatising’ (Participant 3). Even so, the recovery professionals spoke on the psychological burden and emotional impact that their roles carried. One nurse put it this way: ‘There are so many deaths that we see, and sometimes we just have to move on to the next patient. It is really stressful.’ “It is something that you carry with you” (Participant 4). These statements underline that, in addition to symptom control, the underlying psychological and emotional concerns of the patients, the family, and the staff, which in most cases are profound, are integral to the palliative care approach.
[bookmark: _Toc216908330][bookmark: _Toc216909343]4.2.5 Theme Three: Access to Resources and Practical Support
Difficulties accessing resources and practical support were described as another area of concern. Inequities in access to practical support were another area of concern that was described by participants. Participants recalled caregiving as involving being economically hellish, with referral delays and staff shortages as a central feature. Describing her caregiving experience, one caregiver stated, ‘I had to give up my job to look after my husband, and it was a financial nightmare, and no one told me where to get proper support’ (Participant 2). These experiences were mirrored at the organisational level, with a service manager acknowledging, “We simply don’t have enough funding or staff to reach everyone equally. Patients in rural areas, especially, get referred far too late” (Participant 7). A physician similarly observed, “By the time many patients are referred to us, they are already in the last stages. That’s a huge missed opportunity” (Participant 5). They resonate with findings from the SLR (Sleeman et al., 2021; Xu et al., 2024), which have similarly highlighted delays in referral and uneven distribution of resources as major weaknesses in current service provision.
[bookmark: _Toc216908331][bookmark: _Toc216909344]4.2.6 Theme Four: Cultural and Spiritual Considerations
Participants also emphasised the importance of cultural and spiritual needs in shaping end-of-life experiences. Some described positive encounters where staff acknowledged and respected their beliefs, while others felt such needs were disregarded. A chaplain explained, “Spiritual care is often treated as secondary, but for many patients, it is at the heart of how they cope with dying” (Participant 6). A bereaved family member expressed disappointment when cultural preferences were not respected: “We wanted certain religious practices followed, but not all staff understood or respected that” (Participant 3). A nurse acknowledged the imbalance, reflecting, “I think we focus so much on pain and physical care that we sometimes neglect spiritual needs” (Participant 4). These reflections highlight that while holistic care is an established principle in palliative services, in practice, cultural and spiritual dimensions are unevenly addressed. This reveals a gap between policy ideals and frontline delivery of care.
[bookmark: _Toc216908332][bookmark: _Toc216909345]4.2.7 Theme Five: Continuity of Support and Bereavement Care
The final theme relates to continuity of care, especially after a patient’s death. Families often reported feeling abandoned once formal palliative services ceased, with bereavement support proving inconsistent or absent. A bereaved participant explained, “After the funeral, there was nothing. No follow-up, no call to check how we were coping. It was like we didn’t matter anymore” (Participant 3). Similar concerns were raised by healthcare staff. A physician reflected, “We focus on the patient, but sometimes forget that families are left behind to carry the emotional burden. Follow-up care is inconsistent” (Participant 5). The chaplain reinforced the need for systematic provision: “Bereavement support should not be optional; it should be built into the system. Otherwise, families are left to cope alone” (Participant 6). This theme suggests that palliative care should be reconceptualised as extending beyond the patient’s death, encompassing structured, consistent bereavement care to support families in the aftermath of loss.
[bookmark: _Toc216909346]4.3 Summary of Findings
This chapter has presented the findings from both the systematic literature review (SLR) and the qualitative interviews, providing a comprehensive overview of the experiences, challenges, and opportunities associated with palliative care for terminal cancer patients in the UK. The SLR and primary qualitative data together offer a multidimensional understanding of palliative care, encompassing patient, family, and healthcare professional perspectives, as well as systemic and structural factors that shape the delivery and experience of services. The purpose of this summary is to integrate the key insights from both strands of evidence, highlighting convergences, complementary perspectives, and areas where qualitative findings provide depth to the literature. This synthesis establishes the foundation for the subsequent discussion in Chapter 5, where these findings will be interpreted in relation to theory, policy, and practice.
According to the SLR, positive outcomes on the patients’ quality of life, emotional well-being, and symptom control are attributable to palliative care intervention. Most studies highlighted the need for palliative care to be integrated with curative treatment and showed that prompt attention reduces the symptom burden, enhances satisfaction, and provides emotional and practical support. Palliative care, as illustrated by the works of Haun et al. (2017) and Ito et al. (2021), achieves its best outcomes when delivered in a holistic manner that goes beyond physical symptom therapy (e.g. pain and fatigue) to include psychological, social, and spiritual care. The literature also points to the contribution of an integrated approach within the palliative care team, comprising physicians, nurses, social workers, and chaplains, in the provision of collaborative care. These studies highlight the importance of the patient’s needs and holistic approach in palliative care and provide the frame of reference for understanding the qualitative experiences of the participants.
Aside from the advancement opportunities, the research also uncovered major obstacles to the acquisition of palliative care of a superior quality. The authors pointed out inequities and geographical border issues, with rural communities and economically deprived populations suffering most from late or insufficient referrals. Sleeman et al. (2021) and Appiah et al. (2023) noted the inconsistencies in the availability of services and the multiplicity of referral pathways, which, in turn, result in care that is poorly integrated. These problems are exacerbated by a lack of resources, personnel, and funds that also restrict the availability of relevant, thorough support services. The literature further identified systemic obstacles, such as a lack of formalised education in the domain of end-of-life care, poor communication among members of the healthcare team, and inadequate use of diverse culture and spirituality in healthcare planning. Collectively, these issues present a pragmatic, paradoxical circumstance in which optimal palliative care is available, yet practical and systemic issues provide the underlying support.
By carrying out qualitative interviews, new insights were born from the experiences of patients, caregivers, doctors’ family members, and even members of the healthcare professions. Five dominant themes arose from the data: communication and decision-making; emotional and psychological burden; access to resources and practical support; culture and spirituality; and support and bereavement care. Further, these themes reflect the gaps and challenges highlighted in the literature and expand on the more subtle personal aspects of dying and bereavement that are typically ignored in quantitative or aggregated studies. For instance, the SLR pinpointed communication as a structural challenge, but interviews elaborated on the emotional pain that stems from communication breakdowns. Patients and families were afraid and confused, and felt excluded when the details of their care were overly clinical, not empathetic, or poorly explained. Clinicians understood the challenges of balancing hope and honesty, as well as limited time to genuinely engage in a discussion, but these were not the only outcomes. Patients were equally able to highlight the gentle, supportive mobilisation of communication that surrounded critical healthcare decision points, which upheld positive outcomes and lowered anxiety.
The emotional and psychological distress burden was also consistent across all participants. While patients described grief before death, feelings of loneliness and anxiety, caregivers spoke of the trauma and chronic fatigue in caring for a declining loved one. Family members also underscored the relentless burden of grief, especially in the absence of any form of support. Physicians and other practitioners voiced the emotional burdens of working in palliative care and the death and suffering secondary distress associated with palliative care, a form of distress that builds up over time. These findings add to the SLR that focused on the psychological difficulties of patients and caregivers, and reinforce the necessity to provide mental health care and coping strategies to patients and caregivers in palliative care. The qualitative findings also clarified the emotional support aspect, illustrating the interdependence and mutual impact of patients, families, and staff.
Participants in interviews noted delays in referrals, staff shortages, issues with required equipment, and a lack of service provision for patients in home care, resulting in gaps in practical support. Economic strain with reduced work hours or cessation of employment also illustrates the caregiver burden and structural barriers outlined in the SLR. Service managers and physicians also acknowledged gaps in the workforce, levels of funding, and the uneven distribution of services, especially in rural areas. These observations support the existence of structural inequities within the UK palliative care system. Under such inequities, the timing, availability, and quality of support provided to patients and their families are inconsistent. Though the literature touches on these issues, the qualitative data underscores the real-world suffering due to these inequities in the form of lack of access to care, unmet needs, and increased anxiety.
Another dimension of the qualitative data analysis that goes beyond the literature is the review of interventions to address cultural and spiritual needs. Although policy documents stress the need for integrative care, participants reported unevenness of attention to the cultural and spiritual needs in the care that is provided. Chaplains and social workers reported that spiritual support is often treated as secondary, even though it is central to many patients’ coping strategies. Patients and families highlighted occasions when cultural or religious practices were overlooked, causing distress and undermining the sense of dignity at the end of life. These findings underscore the importance of culturally competent care and highlight a persistent gap between policy ideals and clinical practice.
Finally, continuity of support and bereavement care emerged as a theme that extends the scope of palliative care beyond the patient’s death. Participants frequently described a lack of structured follow-up after bereavement, leaving families feeling abandoned and unsupported during a vulnerable period. This theme reflects an area identified in the literature as underdeveloped, particularly with regard to standardised bereavement services and post-death interventions. Healthcare staff acknowledged the limitations of current systems and emphasised the need for consistent, planned support for families. Integrating bereavement care into routine service provision would not only benefit families but also enhance the relational and holistic dimensions of palliative care overall.
The integration of SLR and qualitative findings provides a nuanced understanding of palliative care for terminal cancer patients in the UK. The evidence highlights both the substantial benefits of early, holistic, interdisciplinary care and the persistent challenges that compromise service delivery. Key convergences between the two strands include the importance of timely referrals, effective communication, emotional and psychological support, equitable access, and recognition of cultural and spiritual needs. The qualitative data adds granularity, illustrating the lived consequences of systemic gaps and revealing the relational, emotional, and human dimensions of care. Collectively, these findings underscore the need for a comprehensive approach that addresses not only clinical interventions but also the emotional, practical, and spiritual needs of patients, caregivers, and healthcare professionals.

[bookmark: _Toc216908333][bookmark: _Toc216909347]CHAPTER 5: RECOMMENDATIONS AND CONCLUSION

[bookmark: _Toc216909348]5.1 Recommendation
This dissertation has examined the impact of end-of-life palliative care on terminal cancer patients and their families in the United Kingdom. The findings revealed several systemic and practice-based challenges that hinder the delivery of effective care. Based on these insights, the following recommendations are proposed to enhance the quality of palliative care and ensure that patients and families receive comprehensive support during this critical stage of illness. 
Effective communication is central to high-quality palliative care: The study identified recurrent shortcomings in the dialogue between healthcare professionals and families, often resulting in exclusion from decision-making and heightened emotional distress. To address this, healthcare providers should adopt transparent, empathetic, and inclusive communication practices (Clayton, Hancock & Butow, 2007). Structured family meetings, where treatment options, prognosis, and expectations are clearly explained, should be standardised. Additionally, training programmes must be implemented to equip professionals with the skills required to manage sensitive conversations about end-of-life care (Kissane et al., 2011).
Expanding Access to Palliative Care Services: Regional disparities in service provision were found to significantly affect patient outcomes, particularly in rural and underfunded areas. To mitigate these inequities, palliative care should be integrated into primary healthcare systems and supported through expanded home-based care options (Marie Curie, 2022). Timely referrals to specialist teams must be prioritised, and healthcare professionals should be trained to recognise early indicators of palliative care needs, ensuring that no patient is overlooked (NHS England, 2021).
Promoting Holistic and Patient-Centred Care: The research underscored the necessity of adopting a holistic approach that addresses physical, emotional, social, and spiritual dimensions of care. The biopsychosocial model should be applied consistently, with care plans tailored to patients’ values, preferences, and cultural contexts (Engel, 1977). Emotional support, grief counselling, and respect for spiritual and cultural beliefs must be embedded within service delivery to ensure that care is genuinely patient-centred (Hudson et al., 2017).
Enhancing Bereavement Support Services: One of the most significant gaps identified was the absence of structured bereavement support. Families frequently reported feeling abandoned following the death of a loved one. To address this, bereavement care should be integrated into the palliative care continuum, extending beyond the patient’s death (National Institute for Health and Care Excellence, 2019). Structured programmes offering counselling, peer support groups, and follow-up interventions should be established to provide sustained assistance throughout the grieving process (Stroebe, Schut & Boerner, 2017).
Investing in Workforce Training and Support: Healthcare professionals delivering palliative care often experience emotional exhaustion and burnout, exacerbated by insufficient staffing and limited resources. Investment in workforce development is essential to ensure the sustainability of services (Peters et al., 2013). Training should encompass communication skills, emotional support, and cultural competence. Furthermore, adequate staffing levels must be maintained, and mental health support for healthcare workers—such as counselling and stress management programmes—should be prioritised to safeguard staff wellbeing and enhance care quality (Back et al., 2016).
Leveraging Technology in Palliative Care: The integration of digital health tools, including telemedicine, offers significant potential to improve accessibility and efficiency. For patients in remote or underserved areas, telemedicine can facilitate timely consultations, reduce travel burdens, and enable continuous monitoring of symptoms (Calton, Rabow & Branagan, 2020). These technologies can also mitigate workforce shortages by connecting patients with specialists who may not be locally available. Future research should evaluate the effectiveness of digital interventions in enhancing palliative care delivery and patient outcomes (Nwosu et al., 2021).
[bookmark: _Toc216909354]5.2 CONCLUSION
This research examined end-of-life palliative care for cancer patients and their families in the UK, highlighting significant challenges and opportunities for improvement. Key issues identified include regional disparities in service provision (Marie Curie, 2022), poor communication between professionals and families (Clayton et al., 2007), emotional and psychological strain (Hudson, 2004), and insufficient bereavement support (National Institute for Health and Care Excellence [NICE], 2019).
These challenges are exacerbated by structural problems such as staff shortages, underfunding, and inequitable resource distribution (World Health Organization, 2020). Findings emphasize that early, patient-centred palliative care delivered with teamwork and compassionate communication can greatly enhance quality of life for terminal cancer patients (Saunders, 2001; Bowerman and Williams, 2024).
The study advocates moving away from paternalistic models toward inclusive practices that empower families in decision-making (Field and Cassel, 1997). Bereavement support emerged as a critical but neglected component of care, requiring urgent attention (Hudson, 2004; NICE, 2019).
By implementing the recommendations outlined, health systems can strengthen palliative care delivery, ensuring families and patients receive compassionate, comprehensive support. Globally, further work is needed to close care gaps and guarantee dignity at the end of life (World Health Organization, 2020).
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Appendix B
Open-Ended Questions (10 items)
1. Please describe your overall experience with palliative care services for terminal cancer.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
3. In your view, what aspects of palliative care worked particularly well?
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
6. How would you describe the communication between healthcare professionals, patients, and families?
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?

Appendix C- Transcript
Participant 1 Questionnaire Response
Section A: Demographic Information
· Age: 64
· Gender: Male
· Role in relation to palliative care: ☑ Patient
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
My experience has been mostly positive. The staff treat me with dignity and kindness, and I feel cared for as a whole person, not just as a patient. That said, the process of moving from curative treatment to palliative care was difficult to accept, and emotionally it still feels like a heavy weight.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
The biggest challenge has been dealing with the loss of independence. I need help with almost everything now, and it makes me feel like a burden. For my wife and children, I think the hardest part is seeing me decline and not being able to do much about it.
3. In your view, what aspects of palliative care worked particularly well?
Pain management has been excellent. I rarely feel unbearable pain, and that has given me some peace of mind. The nurses and carers are also incredibly compassionate, they make the environment feel less clinical and more like home.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
Yes, quite a few. I often feel anxious at night, wondering how much time I have left. My family struggles with the thought of losing me, and sometimes they avoid talking about it. It creates a silence that feels heavy.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
Moving around is difficult. I rely on a wheelchair and help with bathing and dressing. At home, we struggled with equipment like getting the right bed and mobility aids quickly. There were delays that caused discomfort.
6. How would you describe the communication between healthcare professionals, patients, and families?
The nurses are very open and approachable, but sometimes doctors speak in medical terms that are hard to follow. My family sometimes feels left out of conversations, especially when updates are rushed.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
I am Christian, and faith is important to me. The chaplain visits regularly, which gives me comfort. My spiritual needs have been respected, and that makes a big difference in feeling at peace.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Counselling has been useful talking to someone outside the family helps. But financial support has been lacking. My wife had to stop working to care for me, and it has been difficult to navigate benefits and allowances.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
I would like more emotional support for families, especially my wife and children. They need as much care as I do. Also, quicker access to equipment at home would reduce stress.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
I’m grateful for the care I’ve received, but I think society doesn’t talk enough about dying. If conversations about end-of-life care happened earlier, families would be better prepared
Participant 2 Questionnaire Response
Section A: Demographic Information
· Age: 47
· Gender: Female
· Role in relation to palliative care: ☑ Family caregiver (current)
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
It has been both supportive and overwhelming. The staff in the hospice are caring, and they give me guidance, but looking after my husband at home is exhausting. I sometimes feel like I’m living two lives being his career and trying to keep our household running.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
The hardest part is the emotional toll. Watching my husband in pain and knowing there’s no cure is heartbreaking. Practically, managing medications at the right times is stressful, and nights are the toughest when symptoms worsen.
3. In your view, what aspects of palliative care worked particularly well?
The hospice team are fantastic they explain things clearly and check on us regularly. Pain control for my husband has been well managed, and the staff treat him with dignity, which matters a lot to us.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
I often feel anxious and guilty anxious about whether I’m doing enough, and guilty when I feel too tired or frustrated. My children are also struggling to accept what’s happening, but they don’t always talk about it.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
At home, lifting and moving my husband is very difficult physically. The equipment helps, but I still struggle. Sleep is disrupted because I need to be alert at night. Financially, it has been tough because I had to reduce my work hours.
6. How would you describe the communication between healthcare professionals, patients, and families?
Mostly good. The nurses are approachable and answer all our questions. Sometimes when doctors are rushed, I feel like decisions are made quickly, and I wish there was more time to talk things through as a family.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
We are not strongly religious, but we value family closeness. The hospice team respected that and allowed us to be with my husband as much as possible, which gave us comfort.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Respite care is lacking. I barely get time to rest, and it’s starting to affect my own health. Financial guidance has also been difficult navigating benefits and support schemes was confusing.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
I think families need more structured support. For example, regular check-ins for carers’ wellbeing, more respite opportunities, and easier access to financial advice.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
I’m grateful for the compassion of the staff, but I wish there was more recognition of the carer’s role. We are part of the care team, but sometimes it feels like our struggles are invisible.
Participant 3 Questionnaire Response
Section A: Demographic Information
· Age: 55
· Gender: Male
· Role in relation to palliative care: ☑ Bereaved family member
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
Overall, I felt my mother was treated with kindness and dignity in her final weeks. The staff were gentle and attentive, which gave us peace of mind. At the same time, it was emotionally draining for our family.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
The hardest challenge was watching her suffer, even when the pain was managed. We also struggled with uncertainty not knowing how long she had left, or what to expect day by day.
3. In your view, what aspects of palliative care worked particularly well?
The nurses were excellent. They were patient, compassionate, and always took the time to explain what was happening. They also respected her wishes to avoid unnecessary interventions.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
Yes, many. I often felt helpless and overwhelmed, and my siblings coped in very different ways sometimes leading to tension. After her passing, the grief was very heavy, and I felt there wasn’t enough ongoing support.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
At home, before she was admitted to hospice, we struggled with equipment and care routines. Moving her safely was hard, and we didn’t always have professional help when we needed it.
6. How would you describe the communication between healthcare professionals, patients, and families?
It was mostly clear and compassionate. However, there were times when updates felt rushed, especially when the doctors were busy. Sometimes I wished we had more honest conversations earlier about what to expect.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
Yes, my mother was Catholic, and she wanted spiritual support. The hospice chaplain came regularly, which gave her comfort. Our family was grateful for that.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
The bereavement counselling offered was helpful, but very limited just a few sessions. We needed more long-term support. Financial guidance wasn’t relevant in our case, but emotional support definitely was.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
More consistent follow-up after a loved one dies. A single phone call after the funeral feels inadequate. Families need structured grief support over months, not weeks.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
I am grateful my mother had a peaceful passing, but I believe families carry a heavy burden afterward. Palliative care should see bereavement support as part of the journey, not an afterthought.

Participant 4 Questionnaire Response
Section A: Demographic Information
· Age: 38
· Gender: Female
· Role in relation to palliative care: ☑ Nurse
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
Working in palliative care is deeply rewarding, but it is also emotionally draining. I see patients and families at the most vulnerable time of their lives, and being able to provide comfort is meaningful. At the same time, the workload can be overwhelming due to staff shortages.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
The biggest challenge is time we rarely have enough of it. Each patient and family needs individual attention, but when the ward is busy, it feels like we can’t always provide the emotional support they deserve.
3. In your view, what aspects of palliative care worked particularly well?
Teamwork is one of our strongest aspects. Nurses, doctors, and support staff collaborate closely, and that makes a difference to patient comfort. Symptom management, especially pain relief, is also handled well in most cases.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
Yes. As a nurse, I often feel emotionally attached to patients, and losing them can be hard. Families are understandably distressed, and supporting them while managing my own emotions is challenging.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
Sometimes there are delays in getting equipment or medications, which causes stress for patients and families. On the ward, staff fatigue is a practical issue long shifts take a toll.
6. How would you describe the communication between healthcare professionals, patients, and families?
Generally good, but it varies. Nurses tend to have more direct communication with families, while doctors are often pressed for time. Families sometimes feel they don’t get enough explanations about what’s happening.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
Yes, cultural and spiritual values are very important. We try to respect individual needs, but sometimes staff lack specific training in cultural sensitivity, which can make conversations harder.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Counselling for families is available, but not always accessible for staff. We also lack structured emotional support for nurses, which is badly needed to cope with burnout.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
More staff training in communication and emotional care, better funding for equipment and resources, and more consistent family support after bereavement.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
Despite the challenges, I feel privileged to do this work. Patients and families deserve compassion, dignity, and time and I hope future investment in palliative care allows us to give them that fully.
Participant 5 Questionnaire Response
Section A: Demographic Information
· Age: 50
· Gender: Male
· Role in relation to palliative care: ☑ Physician/Oncologist
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
As a consultant, I see palliative care as an essential part of the cancer journey. It ensures dignity, symptom control, and emotional support for patients and families. However, services are uneven across regions, and referrals often come too late.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
One major challenge is balancing medical treatment with patient wishes. Sometimes families push for aggressive treatments when the patient prefers comfort. Another difficulty is prognostication predicting life expectancy is never exact, which complicates decision-making.
3. In your view, what aspects of palliative care worked particularly well?
Multidisciplinary teamwork works very well. When doctors, nurses, social workers, and chaplains collaborate, patients receive holistic care. Pain management has also improved significantly in recent years.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
Breaking bad news is emotionally taxing. Families often experience denial or anger, which can be difficult to manage. Personally, it can be emotionally draining to see young patients or parents with children at home in this situation.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
Resource constraints are a major issue. Sometimes patients wait too long for hospice admission or for specialist equipment at home. Staffing shortages also limit the amount of time we can spend with each patient.
6. How would you describe the communication between healthcare professionals, patients, and families?
It varies. Some families appreciate open, honest conversations, while others struggle with acceptance. Time pressures sometimes mean conversations are shorter than they should be. Communication training for all staff is essential.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
Yes, quite often. Different cultural groups have different expectations around discussing death. We try to respect these wishes, but sometimes it clashes with the need for medical transparency. Having chaplains and cultural liaison staff helps.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Counselling services are valuable but underfunded. Families often struggle with financial strain, and we don’t always have the resources to guide them effectively.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
Earlier integration of palliative care with oncology would make a huge difference. Patients should be introduced to palliative support long before the final stage. Also, more funding for home-based care would reduce pressure on hospitals.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
Palliative care is about quality, not just length, of life. The system needs to shift focus toward comfort, dignity, and family support earlier in the cancer journey.
Participant 6 Questionnaire Response
Section A: Demographic Information
· Age: 45
· Gender: Female
· Role in relation to palliative care: ☑ Social worker/Chaplain
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
My role has been focused on supporting patients and families emotionally, spiritually, and practically. Overall, I find that palliative care offers a compassionate environment, but often the psychosocial side is under-resourced compared to medical care.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
One of the biggest challenges is anticipatory grief families often begin grieving before the patient passes, and they need help navigating that. Another challenge is ensuring cultural and spiritual needs are respected when time and resources are limited.
3. In your view, what aspects of palliative care worked particularly well?
The holistic approach, when it works, is very effective. Patients appreciate when chaplains, counsellors, and social workers are included alongside doctors and nurses. It helps them feel seen as a whole person, not just a diagnosis.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
Yes I often see families struggling with guilt and unresolved conflicts. Patients sometimes feel like a burden. Personally, it can be emotionally heavy to accompany families through such painful experiences.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
Many families face difficulties accessing benefits or financial support, which adds unnecessary stress. Practical issues like housing or transport to appointments also come up often.
6. How would you describe the communication between healthcare professionals, patients, and families?
It can be inconsistent. Some teams are excellent at open communication, but in other cases, families feel excluded from decision-making. As a social worker, I often act as a bridge to make sure voices are heard.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
Absolutely. Some families have strong religious beliefs that shape how they view death and care. I’ve seen cases where prayer, rituals, or dietary needs were central. When respected, families feel comforted; when overlooked, it can cause distress.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Counselling and bereavement support are valuable, but limited. Financial guidance is one of the most lacking areas families often don’t know where to turn.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
Greater investment in holistic care more social workers, chaplains, and counsellors on teams. Also, structured cultural competency training for staff would improve patient and family experiences.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
Dying is not just a medical event; it’s a deeply human one. Palliative care should always consider the emotional, social, and spiritual dimensions of a person’s life, not only their physical symptoms.
Participant 7 Questionnaire Response
Section A: Demographic Information
· Age: 52
· Gender: Male
· Role in relation to palliative care: ☑ Service manager/commissioner
Section B: Open-Ended Questions
1. Please describe your overall experience with palliative care services for terminal cancer.
From a management perspective, palliative care services are highly valued but chronically underfunded. Staff are dedicated, and families appreciate the care provided, but demand consistently outweighs capacity.
2. What were the biggest challenges you (or your family/colleagues) faced during palliative or end-of-life care?
The biggest challenge is resource allocation. We often need to make difficult choices about where funding goes. Recruitment and retention of skilled staff is another constant struggle.
3. In your view, what aspects of palliative care worked particularly well?
The commitment of frontline staff is the strongest aspect. Despite pressures, they provide compassionate care. Hospice partnerships and community-based initiatives have also been successful in easing hospital demand.
4. Were there any emotional or psychological challenges you experienced (personally or observed in others) during this stage? Please describe.
I’ve seen staff burnout due to the intensity of the work. Families also experience significant distress, and when services are stretched, they sometimes feel unsupported, which can be heartbreaking.
5. What physical or practical difficulties did you (or patients/families) encounter while receiving or providing palliative care?
Limited bed spaces and delayed access to equipment are recurring issues. Community teams sometimes lack transport or technology to coordinate effectively.
6. How would you describe the communication between healthcare professionals, patients, and families?
Communication is variable. Where there are strong multidisciplinary teams, it works well. In overstretched areas, however, families sometimes report confusion or lack of updates.
7. Were there cultural, spiritual, or personal values that influenced your experience of palliative care? If so, how were they addressed?
Yes, the system needs to do more to address diverse cultural and spiritual needs. Some regions are better equipped with chaplains or cultural liaison workers, but this is inconsistent.
8. What support services (e.g., counselling, respite care, financial guidance) did you find most useful or most lacking?
Counselling is valuable but oversubscribed. Respite care is one of the most lacking services, leaving family caregivers under immense strain. Financial guidance is rarely integrated into care pathways, which is a gap.
9. From your perspective, what changes or improvements would make palliative care better for patients and families?
Stable funding, workforce expansion, and better integration of hospital and community services would make the most difference. We also need systematic bereavement follow-up and national standards for holistic care.
10. Is there anything else you would like to share about your experiences with end-of-life care for terminal cancer?
We need to normalise palliative care as part of the cancer pathway, not just the final step. That requires investment, training, and a cultural shift towards early conversations about quality of life.
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