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ABSTRACT

The role of caregiving in health and social care is significant, yet caregivers frequently face numerous unseen obstacles when they give unpaid care to others. The present research focuses on identifying the problems related caregiving burden and quality of life among informal caregivers within UK. to The primary goal of the study is to learn the impact of the various kinds of burden on the well-being of caregivers and what can modify this association. Clear inclusion criteria and exclusion criteria were used to select ten relevant studies. The studies primarily targeted individuals who were caregivers of individuals with dementia and cancer. A thematic analysis method is used to determine shared patterns and major themes in the chosen studies. This assisted in developing a clear picture of the experience of caregiving.
The results indicate that caregiving burden is not a problem on its own. It consists of physical stress, emotional tension, mental stress, and monetary setbacks. A lot of anxiety, depression and social isolation can be experienced by many caregivers. The burden also varies with time, and it is dependent on the condition of the patient and the illness level. Emotional stress is heightened in certain situations due to a lack of certainty about the future. These results indicate that the role of caregiving is complex and individual. The study also has a large correlation between quality of life and caregiving burden. A higher load will be inclined to reduce quality of life. Poor physical health, emotional distress and reduced social interaction are common complaints among the caregivers. This is not always a direct relationship, though. Burden can be minimized or maximized due to some factors. As an illustration, family, community, and healthcare services can enhance health through social support. Caregivers can also feel better prepared and less stressed by early diagnosis and good information.
The support systems are important in influencing the experiences of the caregivers. The results indicate that the unavailability of services, ineffective communication, and ineffective healthcare systems contribute to caregiver burden. Conversely, caregivers can be assisted by conducting training, using digital resources, and community support to better cope with their tasks. Nevertheless, not everyone has equal access to these supports, posing a problem in real life.
There are strengths and limitations of the study. It employs a combination of various research types, providing a general picture of the issue. Meanwhile, numerous studies are cross-sectional, and it is difficult to trace the changes over time. The comparison is also not easy due to some differences in the measuring burden. These restrictions imply that further research, which is more long-term and consistent, is required in the future. Neither personal experiences nor outside support systems have any effect on this relationship. The results show how improved healthcare services, support, and greater awareness of caregiver needs can be beneficial. The study offers valuable information to enhance the well-being of caregivers and the policy and practice in the future.
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[bookmark: _heading=h.weq752kwye7v]CHAPTER 1: INTRODUCTION AND BACKGROUND


[bookmark: _heading=h.741vx81gb2zm]1.1 Introduction to the topic

Informal caregiving, unpaid, generally family- or friend-based care of individuals with chronic illness, disability, or age-related dependency, is central to the long-term care of the UK but a hidden public-health concern. Care-giving burden is a combination of objective burden (hours, financial loss, injury) and subjective burden (stress, guilt, isolation). It is directly related to the quality of life (physical, psychological, and social) of carers. In the UK, it has been estimated that 5.8 million individuals are involved in unpaid care (4.7m in England), and carers incur massive hours and economic expenditures that women and the low-income populations disproportionately experience (Carers UK, 2024). National statistics of Carers UK reveal that carers have worse health outcomes than non-carers, with increasing hours of care recording higher A&E use and lower mental well-being (Office for National Statistics, 2024). Self-reported surveys also indicate exceptionally elevated degrees of stress, depression, and sleep deprivation among carers, and an expanding body of studies that financial hardship and shortage of relief increase these compromises (Li et al., 2025). The empirical data in the UK on the multidimensional caregiver burden and its impact on the quality of life of carers will be synthesized to provide a clearer understanding of the moderators (such as age, hours of care, socioeconomic factors) and address a policy-relevant gap identified in the proposal.

[bookmark: _heading=h.ucmo48qob782]1.2 Background and Current Context

[bookmark: _heading=h.3tq9rrnl0f0u]1.2.1 Informal Caregiving within the UK Health and Social Care System
The role of informal caregiving is marginal but critical in the UK health and social care. Informal caregivers are those people who offer unpaid care and support to their relatives, friends, or neighbours with chronic illness, disability, mental illness, and age-related dependency. This type of care deals with personal care, the management of medications, emotional support, mobility, and navigation in the healthcare system. Informal carers are significant in the community-based care system, constituting a parallel workforce even with no formal training and payment, which relieves the pressure on the statutory services (Wieczorek et al., 2021).
[image: ]
[bookmark: _heading=h.dwexxxqoj2lk]Figure 1: Working hours of employees
(Source: IELTS Mentor, 2021)
As illustrated in Figure 1, businessmen work the longest hours (70 hours per week) and also have the highest incidence of stress-related illness (25%). Movie producers work approximately 60 hours a week and experience 18% stress related illness. 15% of stress-related illnesses are caused by doctors, 10% by chefs, 11% by lecturers, 8% by programmers and 5% by writers.
Approximately 5.8 million people in the UK provide unpaid care, which is almost 5% of all adults, and 1.7 million people provide more than 50 hours of care in a week (Treneman et al., 2025). The cost of non-financial care was estimated to be more than two hundred and forty billion pounds annually, compared to the total spending of the NHS. These figures support the view that the UK care system is dependent on the informal caregivers, and why caregiving ought to be treated as a health issue rather than a family responsibility. As the demands of long-term care rise with the growth in the ageing of the population and the occurrence of chronic illnesses, the use of informal caregivers is probably to grow rather than fall.
[bookmark: _heading=h.ha5rzbrfc89s]1.2.2 Conceptualising Caregiving Burden
Caregiving burden is a multidimensional concept which describes the cumulative burden of caregiving in terms of long-term care delivery. In literature, there is a tendency to make a distinction between objective burden and subjective burden. Objective burden is the observable and measurable demands, including time commitment, financial strain, employment disruption, and physical exhaustion. Subjective burden is a reflection of the emotional and psychological reactions of caregivers, which encompass feelings of stress, anxiety, guilt, frustration, and the feeling that one has been overwhelmed (Cordero, 2026).
Empirical research has continually shown that intense caregiving, especially long hours and complicated care requirements are linked with adverse health results. Carers who spend more than 35 hours of care per week in the UK are much more likely to report chronic pain, sleeplessness, anxiety, and depressive symptoms than those who do not receive care (Sanders, 2020). These effects are cumulative in nature in that caregiving strain is not a one-time stressor but a chronic exposure with long-term health and well-being effects. The problem of caregiving burden is set against the background of social inequalities and health inequities by these inequalities.
[bookmark: _heading=h.g7atvey22n3i]1.2.3 Quality of Life as a Public Health Outcome
Quality of life (QoL) is a multidimensional outcome, and it is proud to speak of the physical health, psychological health, social health and functionality (Chai et al., 2025). Within the area of research in public health, the notion of QoL is increasingly being sought after in the establishment of the general power of morbidity and mortality on the overall factor of well-being and socioeconomic position. QoL is defined as a ratio of the caregiving needs, a set of resources presented, the capability to manage them and self-well-being in the case of informal caregivers.
[image: ]
[bookmark: _heading=h.i88ybkx57w89]Figure 2: The quality of life (QoL) 
(Source: Ecurostat, 2025)
It has been illustrated in Figure 2 that various factors affecting quality of life, such as health, education, social relations, safety and living conditions, play an important role. The figure indicates that the burden of caring for someone can be a problem in many aspects of life, not just physical, but also emotional and social well-being.
In terms of the population-level estimates of the UK, the percentage of carers reporting bad or very bad, self-rated health is substantially higher than the non-negative carers, and mental well-being is on the decline with the rise in the number of hours spent caring (Price and Di Gessa, 2023). The low QoL of carers is associated with increased healthcare consumption, including visiting the GP and ED more often, and it leads to a second-order strain on healthcare systems (Malhis et al., 2025). This demonstrates a cyclical dependence between caregiving burden and public health since the health of the carer can compromise the sustainability of home-based care.
Despite these dangers, not all the carers express negative experiences of the care-giving process, as others tell about the improved relations, sense of mission, and personal development. These findings show that the correlation between the burden and the quality of life is complex and is mediated by a number of factors, such as social support, coping behaviour, and service access. The complexity is essential in formulating the right interventions rather than a universal one-fit intervention.
[bookmark: _heading=h.myn71g204b6l]1.2.4 Current Policy and Service Context
The UK policy discussion also takes the importance of supporting unpaid carers, such as the Care Act 2014, the Carers Action Plan 2018–2020, and the Health and Care Act 2022 (Richards-Grey, 2020). Legislative frameworks (carers assessment and flexible working rights) do exist, but there is evidence that many carers are unaware of their rights or cannot find a lot of support. The distribution of respite services is unequal and the lack of funding in the local authorities has limited the provision of services, particularly in the deprived communities.
The mismatch between policy acceptance and successful assistance is an obstacle to further care-giving accountability and worsening life quality. There are additional barriers affecting minority ethnic carers and carers in low-income homes, which include cultural stigmatization, language, and inaccessibility to information (Khalil et al., 2025). These systemic gaps facilitate health disparities and the need of evidence-based policy formulation grounded on a clear understanding of the impact of caregiving strain and well-being outcomes.
[bookmark: _heading=h.7pou8mwlmvp6]1.2.5 Positioning the Current Research
Although the study of caregiving burden and quality of life has been done at a huge scale the background of evidence remains fragmented. Many studies focus on a single condition (such as dementia, cancer) or use an eclectic mix of measurement tools, limiting comparative and generalizability (Gutierrez et al., 2025). The systematic synthesis lacks the unification of the results of caregiving situations and the critical analysis of the quality of methods and moderating variables.
The study fills that gap directly through the implementation of a systematic review and synthesis of the empirical literature on the relationship between caregiving burden and the quality of life among informal caregivers in the UK. The research will integrate the already existing knowledge, identify trends and discrepancies through PRISMA, and generate findings that will directly affect the practice of the policy of public health and social care. By so doing it would not only situate caregiving burden as an individual issue, but as a structural issue pertinent to the public health that would need to be treated in coordinated and evidence-based efforts.

[bookmark: _heading=h.m9p2vz1dakq6]1.3 Rationale for Research or Problem Statement

This research was selected due to the fact that informal caregiving is a crucial but unacknowledged area of public health in the UK, and to the possibility of having specific implications on population health, health inequalities, and the sustainability of health and social care systems. Although informal carers ensure much-needed unpaid assistance, the current evidence continuously demonstrates that the great burden of caring is linked to worse physical health, mental well-being, and quality of life. Nonetheless, research-based information on supporting carers is still piecemeal and inconsistent.
The main research gap is the absence of an overlapping, critical review of UK-based evidence on the role of various aspects of care-giving burden on the quality of life of carers and the manner in which demographic and social variables moderate this relationship (Scott and Hoskin, 2024). A great deal of existing literature is condition-specific, methodologically inconsistent, and hard to translate into policy or practice.
The systematic literature review is an appropriate approach to secondary research because it enables consolidating, comparing, and critically assessing existing empirical research and producing strong and policy-relevant information (Stevenson, 2025). The research is confined to informal caregivers aged over 65 years in the UK, and its results are limited to the caregiving burden and the quality of life, thus providing relevance, feasibility, and methodological rigor.

[bookmark: _heading=h.qvj4r8kx6xay]1.4 Research question

What is the relationship between caregiving burden and quality of life among informal caregivers in the UK?

[bookmark: _heading=h.hg3gj5rybuhp]1.5 Research Aim

To explore how caregiving burden influences the quality of life of informal caregivers through a synthesis of existing evidence. 

[bookmark: _heading=h.ylf8ye80mrys]1.6 Research Objectives

· To define emotional, physical, social and financial burden as the main dimensions of the caregiving burden.
· To assess the impact of the burden of care on informal carers' physical, psychological and social outcomes.
· To explore demographic and social factors that affect this relationship, including age, gender, income, social support, and caregiving length.
· To synthesise evidence to make policy recommendations for public health and social care.

[bookmark: _heading=h.ggyvwtlwiizi]1.7 Chapter summary
 
This chapter has presented informal caregiving as a very important though not well-known problem of public health in the UK. It has described the magnitude and importance of unpaid care, theorized caregiving burden and quality of life, and placed the issue in the existing policy and service framework. It has further defined the research rationale, aim, and objectives in the chapter, stating that a systematic synthesis of existing evidence was necessary. Chapter 2 will critically examine the current literature concerning the burden of caregiving and the quality of life, with emphasis placed on the identification of major themes, methodological strategies, and gaps in current literature.
 






[bookmark: _heading=h.6bhbpjx7r5w6]CHAPTER 2:  Literature Review


[bookmark: _heading=h.iol8a18xaaw5]2.1 Introduction to Literature Review Chapter 

Caregiving has emerged as one of the most critical areas of research in the field of public health and social care because of its increased prevalence and ambiguous outcomes (Choi, Lee and Yu, 2024). The chapter is a critical review of the literature in the area of analysing the relationship between caregiving burden and quality of life among informal caregivers. The chapter addresses the major aspects of caregiving burden, its effects on the quality of life, which is physical, psychological, and social, and the moderation of demographic and contextual factors and gaps in current policies and services. This literature review gives the theoretical and empirical background of the current research.
 
[bookmark: _heading=h.hczj15uc4qdw]2.2 Literature review

[bookmark: _heading=h.kicdjxui4xz6]2.2.1 Theme 1: Dimensions of Caregiving Burden in Informal Care
Most of the literature concurs that caregiving burden is a multidimensional construct, but there is considerable disagreement about the way in which the dimensions are conceptualised and the priority given to them. Psychological distress, time demands, and financial strain are the most prevalent elements of burden among the caregivers of mentally ill individuals (Cham et al., 2022). Although their meta-analysis contributes to the empirical credibility, it is overly dependent on cross-sectional studies, which restricts the interpretation of causality and ignores the contextual variation. However, a conceptual approach by asserting that burden is not entirely caregiver-based, but a portion of this is created during the measurement processes, thus challenging the validity of a comparison of burden across studies (Yan and Williams, 2022).
Additional separation is witnessed in research that studies factors of burden. Stress is a major risk factor, which means that the phenomenon of burden is a psychological reaction and not an objective exposure (Cejalvo et al., 2025). This opinion is different from the UK-based study of dementia and note that the contextual and behavioural variables (including the symptoms of care recipients and anticipatory grief) are more robust predictors compared to stress alone (Gilsenan et al., 2023). Though Gilsenan et al. have offered population-specific information, their sample was condition-specific, thus limiting the generalizability.
Taken together, these papers indicate conceptual discontinuity in the body of research on caregiving burden, with no agreement on whether burden should be considered as an objective demand, subjective response, or methodological artefact. Such a lack of agreement makes the synthesis of evidence more difficult and supports the necessity of a single, context-sensitive strategy in the research of UK caregiving.
[bookmark: _heading=h.8jn8hbmgu23]2.2.2 Theme 2: Impact of Caregiving Burden on Quality of Life
The relationship between caregiving burden and reduced quality of life (QoL) is always observed, but the mechanisms of this effect are still debated. The existence of a strong negative correlation between perceived burden and health-related QoL among the caregivers of patients with rare diseases in Europe implies that burden is a cumulative stressor of psychosocial character (Valcárcel-Nazco et al., 2022). Conversely, QoL decline is not caused by subjective views of burden but, instead, by the intensity of care (Karahan and Tuncablek, 2023). This connection is even more complicated by the fact that burden-related exhaustion, rather than the burden itself, can mediate the relationship between the impairment of QoL (Akbari et al., 2023). In the meantime, the deficit-centred discourse by documenting small changes in QoL in older caregivers, emphasising adaptation and role meaning (Sacco et al., 2022). Taken together, these results indicate that there is a disagreement regarding the direct, mediating, or context-dependent impact of caregiving burden on QoL, with the need to synthesise these impacts integratively and with a population-specific perspective.
[bookmark: _heading=h.wcjfjybwqbq9]2.2.3 Theme 3: Moderating Factors Influencing Burden–Quality of Life Relationships
The connection between caregiving burden and quality of life (QoL) is becoming more known to be conditional on a variety of moderating factors than to be a direct linear relationship. This complexity is illustrated in a moderated mediation model, where depression mediates the burden-QoL relationship, and the quality of the spousal relationship mediates the relationship (Kim, 2022). This follows that relational context can either enhance or counteract the adverse impacts of burden. Nevertheless, the study is limited in its generalizability to caregiving situations because it focuses on spousal caregivers of patients with cancer.
In addition to the relational factors, physical health is one of the important moderators, and the presence of work-related musculoskeletal disorders contributes to the effects of occupational stress on health-related QoL (Jeong and Lee, 2024). Although they are not caregiving-specific, their results corroborate the argument that physical comorbidities contribute to vulnerability to burden-related reduction of QoL. Conversely, better QoL with caregivers using wearable health technologies, which positions technological engagement as a possible buffering effect (Larnyo et al., 2022)). However, the existing clinical symptoms and lower quality of life in caregivers of persons with mental conditions imply that the impact of psychosocial stresses can supersede protective influences (Oikonomou et al., 2024).
[bookmark: _heading=h.6weax2e6dwum]2.2.4 Theme 4: Policy, Service Provision, and Evidence Gaps
Despite the movement towards the increasing recognition of unpaid carers in health and social care policy, it is indicated that a gap can still exist between the policy goals and the real delivery of support. There is a clear linkage between declining government spending in England since 2010 and worsening carer outcomes, which means that austerity-based reforms have weakened the well-being of carers despite speaking of community-based care in rhetoric (Taylor et al., 2025). On the other hand, better visibility of carers in the general practice guidelines implies some progress in formal recognition (Cronin et al., 2023).
Continuing to reveal policy constraints, the problem of caregivers includes being abused by the care recipients, which is a widely neglected issue and lacks proper safeguarding mechanisms within the current policy framework (Anka and Penhale, 2024). This is in opposition to the larger policy agenda on carer resilience and self-management, which can unintentionally obscure risks in the caregiving relationships. Even with more comprehensive policy infrastructures in the United States regarding caregivers, the services are still disjointed and unequal in their distribution (Green et al., 2024). All these studies demonstrate that there are critical evidence gaps in findings on the effectiveness of policies, coordination of services, and protection of carers, which demonstrates the necessity of context-driven, evidence-based policy change based on the lived experiences of carers.
[bookmark: _heading=h.agjo19wqbv0f]2.2.5 Theoretical Framework
Two complementary theoretical perspectives, which explain the impact of caregiving burden on the quality of life among informal caregivers, inform the present study: the Stress Process Model and the Biopsychosocial Model of Health.
[image: ]
[bookmark: _heading=h.mg93q3we4e5s]Figure 3: The Stress Process Model (SPM)
(Source: George, 2021)
As per Figure 3, the Stress Process Model (SPM) is the main paradigm that will inform this review. It postulates the concept of caregiving burden as a dynamic process that involves primary stressors (level of care, behavioural needs, and time investment) that create secondary stressors (financial strain, role conflict, and social isolation) (Wang et al., 2023). These accumulative stressors lead to poor psychological and physical results that eventually lessen the quality of life of caregivers. It is also a model that noted that caregiving burden is found to be worsened or cushioned by moderating factors, which also include social support, coping resources and socioeconomic position. This framework is directly related to the aim of the study, which is to investigate the relationship between demographic and social variables and the burden-quality of life between informal carers in the UK.
[image: ]
[bookmark: _heading=h.ylytkjzhfjc]Figure 4: Biopsychosocial Model of Health
(Source: Gliedt, 2017)
As per Figure 4, the Biopsychosocial Model of Health is the complement of the Stress Process Model, as it puts the outcomes of caregiving in the context of a holistic interpretation of health (Cukkemane et al., 2025). The model underlines that the quality of life is determined by a combination of biological factors such as fatigue, chronic illness), psychological factors (such as stress, depression, resilience), and social factors (for example, access to services, policy support, social relationships). The implementation of this framework will allow analysing the literature more than merely in terms of individual-level explanations and how structural and policy contexts affect the lived experiences and well-being of caregivers.
[bookmark: _heading=h.dbio4r6vvoi1]2.2.6 Conceptual Framework
[image: ]
[bookmark: _heading=h.h7lf2ud393rx]Figure 5: Conceptual Framework
(Source: Self-created)
In this paper, caregiving burden is the key independent variable that is conceptualised to include emotional load, physical load, time load, and financial load that informal caregivers undergo. As illustrated in Figure 5, Quality of life is placed as the most significant dependent variable, which indicates the physical, psychological, and social well-being of the caregivers. The framework is acutely aware of the fact that this relationship is non-linear, but is moderated by the presence of moderating factors, which include social support, resilience of the caregiver, employment status, and the availability of health and social care services. All these factors can either compound or neutralize the influence of caregiving burden on quality of life. The conceptual framework combines individual, social and structural factors to argue against overly reductionist methods of analysis and recommend more reflective analysis of caregiver outcomes in modern contexts of public health and policy.
[bookmark: _heading=h.n93cwpt8zt3k]2.2.7 Literature Gap
Although a significant amount of literature exists that explores the burden of caregiving and the quality of life, numerous gaps in knowledge are also observable. To begin with, the literature shows conceptual inconsistency in defining and operationalizing caregiving burden, end with studies inconsistently approaching it as an objective set of demands, an expression of a subjective psychological response, or a measurement artefact. This theoretical incompleteness restricts cross-study comparability and reduces the development of cumulative knowledge. Second, even though the relationship between caregiving burden and diminished quality of life is well established, the mechanisms by which this relationship operates are not completely defined, and there is some contradictory data on whether the effects are direct, mediated (for example, by fatigue or depression) or highly context dependent (Gaspar et al., 2023).
Third, although moderating variables are increasingly being recognised, available studies are still limited and population-based, usually targeting specific conditions or sub-groups of caregivers, which limits generalisability to the heterogeneous population of informal caregivers in the UK. Fourth, policy-oriented research results in large measure assessing intentions or frames, as opposed to empirically evaluating the efficacy of services, especially in the context of safeguarding risks and accruing cumulative burden over time. It is important to note that the lived experiences of carers are often sidelined during the process of policy evaluation. All of these gaps suggest that an integrated and context-sensitive synthesis is required to be able to harmonies the clarity of the conceptual with the empirical and policy relevance so as to be able to inform public health practice, as well as the carer-support interventions.
[bookmark: _heading=h.zeiky4jmsnsi]2.3 Chapter summary
 
This chapter has critically analysed the literature review of caregiving burden and its association with quality of life among informal caregivers. With a thematic framework, the review initially emphasized the multidimensional aspect of caregiving burden, and revealed that there is a high conceptual discrepancy in defining, measuring and prioritising burden in the various research. This analysis then showed that despite the always-present association of caregiving burden with diminished quality of life, the mechanisms by which this happens are still controversial, with both direct, mediated, and context-specific effects found to exist. The chapter also highlighted the importance of moderating variables, such as psychological wellbeing, physical health, relationship, and technology contact, by demonstrating that the results of caregiving are determined by overlapping individual and environmental factors rather than homogenous mechanisms. Policy-based literature found there was one constant deficiency between the formal acknowledgement of unpaid carers and the provision of effective care, as well as an interest in the protection and integration of services. Altogether, the literature reveals the lack of coherence in conceptual, empirical, and policy spheres, and there is a necessity for a coherent, context-specific approach. The chapter thus offers a solid theoretical and empirical base to the current study, explaining the interest in research, as well as informing the methodological decisions of the following chapter.

[bookmark: _heading=h.9zc327mgysqq]

[bookmark: _heading=h.7c0dszguhjf6]CHAPTER 3: METHODOLOGY

[bookmark: _heading=h.8sg0xwoi9hx]3.1 Introduction to Chapter 

This chapter provides a research methodology that was based on the investigation concerning caregiving burden and the quality of life in informal caregivers. It introduces the critical research design and explains the methodology of systematic literature review in which the relevant studies were identified, selected, and analysed. This chapter describes the search strategy, databases used, and inclusion and exclusion criteria used to make sure that the research is relevant and methodologically sound. The research further outlines data extraction procedures, synthesis and quality appraisal procedures, as well as the steps used to reduce bias. Further, reliability, validity, and credibility of the results should be supported by an established, coherent, and transparent methodology that is necessary to make evidence-based research outcomes.
[bookmark: _heading=h.vte0ikrbj4ut]3.2 Systematic Literature Review (SLR)

A literature review provides information on available studies to create a perception of a subject and identify gaps in understanding. A systematic literature review (SLR) is a search-based evaluation and integration of literature in a clear and well-defined manner to reduce bias and elaborate on the research questions (K Shefeek and Mary Joy, 2022). The research design of this study followed a systematic literature review design in an attempt to understand the relationship between caregiving burden and quality of life among the informal caregivers (Herron, and Runacres, 2023). SLR was chosen due to the need for ensuring methodology rigor, reproducibility, and coverage of existing evidence (Carrera-Rivera et al., 2022). The review also aimed to include research papers that directly aligned with the aspects of caregiving burden and quality of life outcome by employing specific inclusion and exclusion criteria and a systematic review. 



[bookmark: _heading=h.ny5b24a6k14j]3.3 Search Strategy 

The PEO framework (Population–Exposure–Outcome) is appropriate for this research because the study explores the relationship between caregiving burden and quality of life rather than evaluating a medical intervention. 
[bookmark: _heading=h.5rez9bv11sj8]Table 1: PEO Framework
	Component
	Description

	Population (P)
	Adult (18+) informal caregivers in the United Kingdom caring for individuals diagnosed with dementia or cancer

	Exposure (E)
	Caregiving burden, including psychological, emotional, physical, and financial strain experienced by caregivers

	Outcome (O)
	Quality of life of informal caregivers


According to the overall description of this framework, the adult informal caregiver population in the UK consists of those who are responsible for providing care to people diagnosed with either dementia or cancer. The caregiver's burden is represented by the primary caregiver's caregiving duties and is composed of psychological, emotional, physical, and financial strain; all of which affect caregivers while providing care for those who are elderly, disabled and/or terminally ill (Kgakge, 2021). The quality of life for informal caregivers is dependent, in part, on the effects of caregiver burden to their well-being and quality of life (Damant et al., 2024). 
[bookmark: _heading=h.6izz8mg0xt19]3.4 Search terms
Search terms are specific words or phrases that are used by researchers in academic search engines to obtain academic literature on a topic (Kohn, 2025). Search term selection is a highly sensitive part of systematic literature review, as the choice directly interferes with the breadth, relevance, and quality of search outcomes. Properly formulated search terms have a beneficial effect on maintaining sensitivity with specificity, ensuring that necessary studies are retrieved and other irrelevant results are eliminated (Jack-Waugh, et.al., 2024)
Search terms used in this review were developed according to the aim of the research, the PICO framework. The foundation of the search strategy was identified as core concepts that relate to informal caregiving, caregiving burden, and quality of life (Garayoa, Lizarraga, and Martin-Martin, 2025). As different authors have different words to refer to the same thing, synonyms and other alternative words were added in order to get maximum retrieval of the relevant studies. Searches were conducted using PubMed as the primary database to ensure retrieval of peer-reviewed biomedical and public health literature. Filters were applied for English language, adult populations (18+ years), and publication years between 2022 and 2025. Only open-access full-text articles were considered to ensure transparency and accessibility (Couch et al., 2024).
Search terms were combined and narrowed with the help of the Boolean operators. An operator, OR, was applied to combine synonyms within a single concept, whereas the operator AND was applied to combine different concepts to ensure that the studies that were retrieved covered all the important points of the research question (Alharbi and Stevenson, 2020). Necessary, truncation, and phrase searching were also employed in order to improve the efficiency of searches. 
[bookmark: _heading=h.qb7tn06nl6k]Table 2: Search Terms Based on the PEO Framework
PEO Component	Search Terms
Population	“Informal caregiver” OR “family caregiver” OR “unpaid career”
Exposure	“Caregiver burden” OR “caregiving burden” OR “caregiving stress”
Outcome	“Quality of life” OR QoL OR “psychological well-being”
Context	“United Kingdom” OR UK
Condition	“Dementia” OR “Cancer”

This systematic facet of analysis improved the rigor and consistency of the process of the literature search.

[bookmark: _heading=h.iv8bd4broi4e]3.5 Key Words
[bookmark: _heading=h.qb3h5wgffuwz]Keywords are significant words or phrases that are used to find useful studies in databases. They assist in locating the most beneficial and related research within the shortest time and preventing unnecessary information. Using the right keywords improves the accuracy and quality of the literature review. The primary keywords in this work were “informal caregiver”, “caregiver burden”, “quality of life”, “dementia”, “cancer” and “United Kingdom” among other similar terms and synonyms to obtain more favorable search results.
[bookmark: _heading=h.irmqvztky55c]3.6 Databases
The systematic search was primarily conducted using PubMed to ensure retrieval of high-quality, peer-reviewed biomedical and health sciences literature. PubMed was selected due to its reliability, indexing standards, and relevance to caregiving, dementia, oncology, and quality-of-life research (Evans et al., 2024). In order to maintain consistency and methodological transparency, additional publisher platforms were not independently searched, and only articles found in PubMed and available as open-access articles were included.
The initial search of these sources resulted in 144 articles. After the implementation of predetermined inclusion and exclusion criteria, screening of titles and abstracts, and an in-depth review of full-text articles, 10 articles were eventually included in the review. The chosen articles refer to the authoritative peer-reviewed journals and sources, such as Springer, PubMed, ScienceDirect, Nature Scientific Reports, MDPI, BMJ Journals, SAGE Publications, Taylor and Francis, SAGE Journals, the International Journal of Community Medicine and Public Health, and Frontiers.
The inclusion of the relevant articles published by these renowned publishers ensures academic quality, credibility, and relevance of the evidence base. Even though several databases were primarily consulted at the beginning of the research, the final choice includes the studies that addressed the methodological and thematic criteria of the review (Hu et al., 2025). This systematic method made the review more rigorous and brought the research findings to support the different high-quality and peer-reviewed studies that are relevant to the study directions.
[bookmark: _heading=h.pui4hccc8tk0]3.7 Inclusion/Exclusion Criteria
Inclusion and exclusion criteria have been developed effectively so that only the pertinent and methodologically acceptable studies could be included in this systematic literature review. (Brennan, 2024). The criteria were aimed at defining those studies that had explicitly investigated the caregiving burden and quality of life in informal caregivers and excluded those research articles that were not focused on the research objectives.
The studies were considered for inclusion when they were conducted based on informal or unpaid caregivers, addressed the caregiving burden and quality of life, and followed an empirical research design (Chowdhury et.al., 2025) Peer-reviewed articles that are only published in English were used because it would be easy to comprehend and verify their academic credibility. Research papers were excluded when they were based on formal or paid caregivers, or when they did not deal with quality of life or caregiving burden, or when the methods were inadequately described. While the primary focus was on empirical qualitative and quantitative studies, high-quality systematic and narrative reviews were included where they directly synthesised evidence relevant to caregiver burden and quality of life within dementia and cancer contexts.
[bookmark: _heading=h.qb1ahttd8qbv]Table 3: Inclusion and Exclusion Criteria
Inclusion Criteria	Exclusion Criteria
UK-based studies or studies conducted within the UK health system	Non-UK populations
Adult caregivers (18+)	Studies focusing on children or paediatric caregiving
Focus on dementia or cancer caregiving only	Studies unrelated to dementia or cancer
Published between 2022–2025	Articles published before 2022
Full-text available	Non–open-access articles

[bookmark: _heading=h.ean08kay5r5n]3.7.1 Data Evaluation 
The Critical Appraisal Skills Programme (CASP) checklist was used to determine the quality of the chosen studies. Using a defined appraisal tool to evaluate the quality and relevance of study designs, research methodologies, and potentially mitigate bias in the review results is critical (Kolaski, Logan, and Ioannidis, 2023). The 10 articles selected for use in this review were evaluated by using the CASP guidelines. One of the requirements is the ability to understand the purpose of the research, the effective research design, how they collected data, whether they were ethical, and how they analysed the data. This review procedure helped to rule out all less methodological and sound studies from the synthesis. 

[bookmark: _heading=h.xv7brkmjor0g]3.8 Search Results
In order to maintain transparency and methodological rigor, the PRISMA (Preferred Reporting Items to Systematic Reviews and Meta-Analyses) guidelines were followed to select the study (Sohrabi et al., 2021). An organized screening and selection of studies was used to form the research question. It is required to ensure that the research topic examines the relationship between quality of life and caregiving burden among the informal caregivers.
At first, 144 records were located as a result of searches in various databases and platforms of publishers, such as Springer, MDPI, Elsevier, PubMed, and Google Scholar. All records retrieved at this stage were collated, and duplicate articles were rechecked. It has eliminated 22 duplicate records, and 122 unique records were left to screen. These records were effectively filtered at the stage of the title and abstract screening, where they were evaluated based on the inclusion and exclusion criteria established. Consequently, 78 articles were eliminated as they were non-informal caregivers, failed to measure caregiving burden or quality of life, formal or paid caregiving, or were, non-empirical studies. This screening process had 44 reports that were requested to be retrieved in full text.
Among the 44 full-text articles that passed through eligibility screening, 32 articles were eliminated after a thorough screening. Exclusion criteria were not the direct measurement of caregiving burden or quality of life (n = 12), lack of appropriate methodology or reporting outcome (n= 9), research on care recipients (n= 6), and study designs (n= 5). All exclusion decisions were documented to ensure transparency and consistency. The final 10 included studies focused exclusively on adult informal caregivers in the United Kingdom providing care to individuals diagnosed with dementia or cancer (Brady et al., 2025). The selected articles included qualitative studies, randomised trial process evaluations, and reviews relevant to caregiver burden and quality of life within UK healthcare contexts.
[image: ]
[bookmark: _heading=h.scvzn3yyoiah]Figure 6: PRISMA Flow Diagram
(Source: Self-Created)
The PRISMA flowchart illustrates the various steps involved in the selection of studies such as identification, screening for eligibility, and selecting studies for inclusion. This methodological approach has enabled the creation of an evidence base that is relevant to the objectives of the study and has contributed to enhancing the trustworthiness and credibility of the results presented according to Bulbeck & et al, 2024. By focusing specifically on caregivers of individuals with dementia and cancer in the UK, this study also helped to enhance the contextual relevance of the findings and strengthen their potential for informing policy decisions. 
3.9 Ethical Considerations

This research was conducted with due regard for ethical considerations in order to maintain a high level of academic integrity, follow responsible research practices (Spooner & et al, 2024), and respect the subjects' rights and dignity. The study used established methods of secondary data collection, thus there was no requirement for formal approvals or protocols related to the ethical principles outlined above with regard to ethics review boards. However, ethical approval is necessary so that the studies that were conducted received the relevant approvals to be published (Hutchings et al., 2021). Peer-reviewed articles that followed established professional ethics, such as informed consent and anonymity of the subjects, were all included in the research. 

[bookmark: _heading=h.bfo2y7nwbbd7]3.10 Chapter Summary

The chapter has described the methodological framework that has been adopted in this study. The framework mainly outlines the systematic literature review methodology that is used to investigate the relationship between caregiving burden and the quality of life among informal caregivers. It outlined the search strategy, databases and sources used, search terms, and inclusion and exclusion criteria that were used to achieve methodological rigor and relevance. The data evaluation process, which is carried out based on the CASP checklist, was also explained in the chapter, and the process of study selection as per PRISMA guidelines was also discussed. Ethical concerns that might relate to secondary research were taken into consideration. Further, this methodology offers a clear and strong foundation for the synthesis and analysis of results introduced in the next chapter.



[bookmark: _heading=h.54kzjd3u4kr2]CHAPTER 4: DATA EXTRACTION AND EVALUATION

[bookmark: _heading=h.5hf61sw60hgr]4.1 Introduction to Chapter 
The chapter is concerned with the way the identified studies were critically analysed to ensure their quality, reliability, and appropriateness to the given research. The step is significant as it assists in making sure that the findings employed in this review are correct and reliable. The chapter describes how data was extracted and how each of the studies was able to provide key information. It also talks about the application of critical appraisal tools to assess qualitative and quantitative research. Through this review of the strengths and limitations of individual studies, this chapter enables the development of a strong and evidence-based conclusion so that the conclusions of this research will be accurate and valuable.
[bookmark: _heading=h.owds1e7i63bn]4.2 Data Extraction
This process involves taking valuable data out of the chosen studies of research in a concise and structured manner to analyse later (Afifi et al., 2023). A structured data extraction form was used in this systematic literature review to extract the data in a consistent manner. The most important information was gathered (name of the author, year of publication, study design, sample size, methods, and primary findings of the study) in each study. The primary focus was on the information regarding the caregiving experience and quality of life. This allowed us to arrange the data correctly, and it was easier to compare various studies, which served as a solid foundation of analysis and justified conclusions in this study (Referenced to Appendix 1).
[bookmark: _heading=h.wx5v1mo8w3m1]4.3 Brief introduction to critical appraisal and paper quality assessment
The process of making sure that the research studies are good and trustworthy is called critical appraisal (Tod, 2022). It assists in viewing whether the research design, methods, and findings are solid enough to be relied upon. Critical appraisal is highly crucial in a systematic literature review such as the one presented in this paper, since not every study is of the same quality. The accuracy of findings may be compromised by the fact that some studies may be weak, small-sample, or biased.
Paper quality assessment implies going through every study to ensure that it is significant to the topic of the research and meets the right criteria of research (Shaheen, 2023). It was useful in this research because it was able to determine which articles had good evidence regarding caregiving burden and quality of life. Through the critical appraisal, only good and high-quality studies were incorporated in the analysis. This enhances the research credibility and makes the conclusion grounded in valid and reliable evidence.
[bookmark: _heading=h.rmshyt44b1l6]4.4 Critical Appraisal Tools
Critical appraisal tools are checklists designed to evaluate the quality of research studies clearly and systematically (Mancin et al., 2024). They assist researchers in assessing the study as well-designed, reliable, and useful to the research topic. They lead the reviewer to think about such important points of the research as the purpose, study design, sample size, data collection methods, analysis, and ethical issues.
The selection of the correct appraisal tool is highly critical since various studies require varying evaluation techniques. As an example, qualitative research is more concerned with experiences and meanings, whereas quantitative research is concerned with numbers and measurements. Therefore, the appropriate tool can be used to make sure every study is evaluated fairly and truthfully.
CASP (Critical Appraisal Skills Programme) was applied in this study due to its simplicity, universal applicability, and the ability to apply it to both qualitative and quantitative research (Campbell et al., 2024). The CASP checklist assists in verifying the presence of a clear research question, that the methods used in the research are suitable, and that the results are valid and useful (Young et al., 2025). In general, the quality of the review process could be enhanced using the critical appraisal tools to make sure that only high-quality and authentic studies are included, and the results become more reputable.
The Coughlan, Cronin, and Ryan (2007) Framework serves as an effective tool in assessing the quality of research papers. The tool considers the study's purpose, research questions, and clear articulation of ideas. Besides, it assesses the strength of the literature review, the appropriateness of the methodology used, and the appropriateness. It also reviews the data analysis process, sample suitability, and whether the findings are adequately presented. Additionally, the tool examines whether ethical standards have been considered in the study and whether the discussion is logical. In essence, this framework assists in determining the credibility of a particular study.
[bookmark: _heading=h.gbhax56u4ame]4.5 Evaluation of Qualitative Studies using any appropriate tool
In this study, several qualitative studies were incorporated to get to know the experience of informal caregivers. The CASP qualitative checklist was used to evaluate these studies because it is applicable in the evaluation of studies that involve feelings, experiences, and personal views. The tool served to verify that the objectives of the research were clear, the methods were suited, and the findings were reliable.
It is appropriate to use the CASP checklist in this research. Firstly, the checklist is simple and easy to comprehend, especially with qualitative studies. The guidelines lead one through the process of verifying if the study's objectives were clear, if the right methodology was adopted, and whether there was proper data collection. Moreover, it considers the study's ethics and whether the findings were clear. The greatest strength of this checklist is the straightforward questions it poses, making it easy to use for anyone, even if he or she is new to the research area. However, it is rather general and might miss out on complex elements of the study. In other words, the checklist does not cover too many in-depth aspects of qualitative studies.

[bookmark: _heading=h.iaq6ygt82xh4]4.5.1 Critical Appraisal of Relevant Qualitative Studies
The chosen qualitative articles have been critically evaluated to get to know about the quality of the articles, their advantages and disadvantages, as proposed by Brady et al. (2025), Spooner et al. (2024), Couch et al. (2024), Herron and Runacres (2023), Damant et al. (2024), and Jack-Waugh et al. (2024). Qualitative methods were quite appropriate in this study since all the studies sought to investigate the lived experiences of informal caregivers (Zuo et al., 2022).
One of the strengths of all articles is that research objectives are clearly stated, and suitable qualitative designs are used. Interviews or focus groups were adopted in most studies, and that was why the personal experiences of participants were detailed. As an example, Brady et al. (2025) adopted semi-structured interviews to investigate caregivers of cancer patients in the context of emotional stress. In the same way, Spooner et al. (2024) covered various viewpoints, including those of caregivers, patients, and professionals, which enhanced both the depth and richness of the data.
Couch et al. (2024) devoted their attention to the diagnosis of early dementia and demonstrated how uncertainty among caregivers could be reduced due to the timeliness of the information. This research paper has explicitly attributed caregiving experiences to healthcare processes. Comparatively, Herron and Runacres (2023) employed a nominal group method, which is somewhat dissimilar to conventional interviews. In such a way, caregivers were able to focus on their needs in support and make the findings more practical and action oriented. Nevertheless, this is a more rigid method that could restrict more in-depth emotional expression than open interviews.
Damant et al. (2024) have presented a more contemporary view by investigating the role of technology in assisting caregivers. Their focus group aided in their capturing of common experiences, though there is a possibility that some of them were influenced by group discussions that can influence personal responses.Jack-Waugh et al. (2024), however, focused on education and training of caregivers and highlighted the importance of knowledge in increasing confidence and coping. The research is useful as it shows the way the burden of caregiving can be reduced in practice.
All studies also addressed informed consent and confidentiality in detail and, this reason makes them credible (Wu et al., 2024). The thematic analysis was typically utilized, and in the majority of cases, findings became obvious and easy to understand (Ahmed et al., 2025). However, there are certain drawbacks that are similar. The majority of the research was small, which is a drawback to generalisability. Additionally, many studies were case-specific, which means that the findings may not apply to all caregivers. The second weakness is that not every study clearly discusses the issue of researcher bias or reflexivity, which is a major issue in the qualitative research.
Regarding comparisons of the studies, it is clear that they focus on different aspects of caregiving. Brady et al. (2025) and Spooner et al. (2024) are more focused on emotional burden, and Couch et al. (2024) dwell upon early intervention. Herron and Runacres (2023) address the support needs, Damant et al. (2024) address technology, and Jack-Waugh et al. (2024) address education. Their combination provides a more comprehensive picture of the caregiving burden in other perspectives.

[bookmark: _heading=h.em7b93g2oc01]4.6 Evaluation of Quantitative Studies using an appropriate tool
As stated, this study relies on quantitative research to determine whether or not there is any relationship between the quality of life and the caregiver burden among informal caregivers. Some notable studies include Shefeek et al. (2024), Hu et al. (2025), and Chowdhury et al. (2025). Both selected studies use systematic methodologies to quantify caregiving load and its impact on wellbeing. The Framework by Coughlan, Cronin and Ryan (2007) was the key appraisal instrument in this study as it assists in appraising the different facets of every study. The rationale behind the use of this framework stems on the fact that it allows the systematic evaluation of various facets of research studies. These points are the clarity of the study problem and the power of the literature review. 
In addition, this tool assists in evaluating whether the paper adopts a clear theoretical framework and if its objectives are clear. It also facilitates the examination of whether the methodology used is adequate. Moreover, the framework helps in identifying the adequacy of sample sizes, data analysis, ethics, and presentation.
The major strength associated with the use of this framework lies in the fact that it ensures the thorough and multidimensional evaluation of studies. The evaluation goes beyond the mere presentation of results. The evaluation of the study helps in establishing the major strengths and weaknesses of each paper. In addition, it facilitates effective comparison of studies since all the studies are evaluated using the same criteria. Thus, the use of this tool strengthens the entire research.
The main limitation associated with the use of the Coughlan et al. (2007) Time to apply it effectively is called Framework. The procedure is not that easy to beginners and they need time to understand everything. However, application of this framework ensures comprehensive analysis of qualitative research studies.
Overall, the use of Framework by Coughlan, Cronin, and Ryan (2007) guaranteed that all the quantitative studies included in this review were properly evaluated. The framework aided in the focus on important concerns of validity, reliability and relevance. Essentially, application of the framework enhanced the research results and gave a foundation to make informed conclusions. Appendix 8 covers all the chosen quantitative studies in detail.
[bookmark: _heading=h.auil7loeqfph]4.6.1 Critical Appraisal of Relevant Quantitative Studies
The selected quantitative studies by Shefeek et al. (2024), Chowdhury et al. (2025), Hu et al. (2025), and Bulbeck et al. (2024) were critically appraised to learn about their quality, strengths, and weaknesses. All these studies aimed to examine various issues of caregiving burden and its effects on life quality. On the whole, they have applied the right research designs and presented valuable evidence to this review.
The main advantage in all the studies is that they have clearly defined the purpose of their research and have employed systematic means to gather and process data. A majority of the studies, in particular, Shefeek et al. (2024), Chowdhury et al. (2025), and Hu et al. (2025), have applied cross-sectional designs. The design can be used to detect relationships between caregiving burden and quality of life at a given time. However, it is not cause and effect, which is a significant shortcoming throughout these studies.
The other strength is the validated measurement tools. As an example, Shefeek et al. (2024) relied on WHOQOL-BREF and Zarit Burden Interview, whereas Chowdhury et al. (2025) resorted to such tools as EQ-5D-5L and CarerQol-7D. Recognised scales were also used by Hu et al. (2025). These instruments make the results more reliable and accurate since they are highly accepted and tested. This demonstrates that the research was conducted in good studies.
However, when comparing the two studies, some differences are found. Chowdhury et al. (2025) had a larger sample size, which increases the results and its generalisability. Quite the contrary, Shefeek et al. (2024) had fewer respondents in their sample, which may limit the external validity of the results to the wider populations. Hu et al. (2025) was a well-designed study but not conducted in the UK. This raises concerns on whether its findings are applicable in the UK setting, which is the focus of this study.
Bulbeck et al. (2024) express a slightly different perspective as compared to the rest of the studies. Instead of a survey-based approach, it adopted a Delphi panel approach to gather expert and caregiver opinions on matters related to the care of glioblastoma. This method is not as statistical but is more expert based although it provides very insightful information. This is what makes it a little bit different than the rest of the quantitative studies and can limit direct comparison. However, it also introduces certain useful information about systemic and practical questions of caregivers.
Another similar limitation of most of the works is self-reported data. The respondents cannot always give completely accurate responses and this may introduce bias. Moreover, all the studies are mostly cross-sectional, and as a result, they cannot show how the burden of caregiving changes over time.
Despite these limitations, the differences highlighted are also not negligible. The importance of social support as a moderating factor is confirmed in Hu et al. (2025), which is unique. This contributes to the analysis even more than Shefeek et al. (2024) and Chowdhury et al. (2025), who focus more on a direct correlation between burden and the quality of life. Bulbeck et al. (2024), in their turn, point out the problem of the healthcare system, demonstrating that the burden of caregiving is not only an individual issue but also a factor that is affected by external factors.
Altogether, the quality of all studies is medium and high, and they offer consistent evidence that caregiving burden has an adverse impact on the quality of life. Although the study design, sample size, and context have some limitations, the overall findings provide a strong and dependable answer to the research question. Detailed appraisal tables are given in Appendix 8.
[bookmark: _heading=h.qnp0zefy7z9]4.7 Chapter Summary
Based on this chapter, the data collection and checking methods were described to ensure the research is dependable and trustworthy. It demonstrated how the data extraction process was used to organise information from various studies. Another issue that was discussed in the chapter is critical appraisal and the way the CASP tool and Coughlan, Cronin and Ryan (2007) Framework were applied in the assessment of both qualitative and quantitative studies. The review indicated that the majority of the studies were of high quality despite some of them having limitations such as small sample sizes or cross-sectional designs. In general, this chapter contributed to the creation of a solid and authoritative evidence base. The findings will be addressed in the following chapter, which will also correlate them with the research objectives.



















[bookmark: _heading=h.hnkf6vdzh218]
[bookmark: _heading=h.pjuw1y4vf8r]

[bookmark: _heading=h.24q1i84nbc7t]CHAPTER 5: DATA ANALYSIS AND SYNTHESIS

[bookmark: _heading=h.7yirsnjn5xff]5.1	Introduction to Chapter
The chapter describes the results of the research study through the analysis of the chosen research articles on the caregiving burden and life quality among informal caregivers in the UK. As it has been mentioned in the earlier chapters, informal caregivers have a highly important role to play in the support of people with such conditions as dementia and cancer, yet it is usually connected with a lot of emotional, physical, and financial issues.  These difficulties can have a direct influence on their general quality of life. 
The chapter is based on a systematic literature review methodology, described in the above chapter, that will collect evidence on 10 chosen studies to learn about important patterns and relationships. Discussion is structured into three major themes: the character of the caregiving burden, its effects on the quality of life, and the role of the support systems and other determinants. This thematic focus can be used to effectively describe how the process of caregiving can differ, and what aspects may enhance or diminish the well-being of caregivers. 

[bookmark: _heading=h.y7xi93srj89y]5.2 Thematic Analysis

Thematic analysis is a technique of identifying and grouping similar ideas or patterns (themes) in research data (EBSCO, 2024). It is typically applied to qualitative research to learn the experience and perception of people. It is applied in systematic literature review to synthesize and analyse the results of various studies, which is termed thematic synthesis. It can also be applied in quantitative studies since it assists in classifying similar results and outlining general trends among the findings of various research. 
[bookmark: _heading=h.5bfad6mmr95e]5.3 Data analysis tool

The thematic analysis framework presented by Braun and Clarke (2006) was applied to this research. This model consists of such steps as reading the data, code development, theme identification, and reviewing (Ahmed et al., 2025). It aids in the structuring of data.  The significance of this tool is that it facilitates a more structured analysis and makes it easier to comprehend. It also assists in the integration of results of various studies and makes the results reliable and meaningful. 
[bookmark: _heading=h.e0466bsoysnb]5.4 Characteristics of the identified studies
The articles included were carried out in various countries although majority of them were in the United Kingdom. Studies by Brady et al. (2025), Spooner et al. (2024), Couch et al.  (2024), Chowdhury et al. (2025), Bulbeck et al. (2024), Herron and Runacres (2023), Damant et al. (2024), and Jack-Waugh et al. (2024) were all carried out in the UK. This research were primarily concerned with the caregivers of individuals who have dementia, cancer, and cystic fibrosis.  
In China, one of the studies by Hu et al. (2025) was carried out among the caregivers of individuals with dementia in the rural settlements. The second study was by Shefeek et al. (2024), and the research was carried out within an Indian palliative care environment and targeted caregivers.  
The majority of the studies were conducted in the UK and this renders the findings very relevant to this study. The use of Chinese and Indian studies also contributes to the overall comprehension and comparison of the caregiving experiences in various  environments. The table details are in Appendix 1. 
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[bookmark: _heading=h.prj1zz59rgw0]5.5 Emerging Themes from included studies

[bookmark: _heading=h.ipggs8yqe6y0]5.5.1 Identification of Themes
[bookmark: _heading=h.t4917hmjpg3t]Table 4: Identification of Themes
	Articles 
	Codes 
	Themes 

	1. Shefeek et al., (2024)
Supporting article:
Petrikis et al., (2019)
Blom et al., (2023)
	caregiving burden level, psychological stress, physical strain, caregiver   characteristics, palliative care demands
	Theme 1: Nature and Dimensions of Caregiving Burden

	2.  Brady  et al., (2025)
Supporting article:

Chen and Lin, (2022)
Kramer et al., (2026) 

	emotional distress, treatment burden, decision-making  
pressure, changing  priorities, caregiver  uncertainty
	

	3. Bulbeck et al., (2024)
Supporting article:
Nasr (2025)
Religioni et al., (2025)

	healthcare system  challenges, emotional  burden, logistical  burden, lack of  coordination, unmet  needs
	

	4. Spooner et al., (2024)

Supporting article

Aboelzahab et al., (2025)
Rodriguez-Gonzalez et al., (2022) 


	prognostic  
uncertainty, emotional  stress, anxiety,  communication  
challenges,  
psychological impact
	

	5. Couch et al.,  (2024)
Supporting article
Okoye et al., (2023)
Dolezal et al., (2022) 

	early diagnosis  benefits, reduced  uncertainty, planning  care, access to  services, caregiver  preparedness
	Theme 2: Impact of  Caregiving Burden on  Quality of Life

	6. Hu et al., (2025) 
Supporting article:
Ji et al., (2025)
Cui et al., (2024)
	caregiver burden,  quality of life decline,  social support,  mediating factors,  psychological  
wellbeing
	

	7. Chowdhury et al., (2025)

Supporting article
Howren et al., (2023)
Zhang et al., (2023)


	anxiety, depression,  social isolation,  reduced wellbeing,  disease severity  impact
	

	8. Herron and Runacres, (2023)

Supporting article

L’Heureux et al., (2022)
Grycuk et al., (2022)  

	support needs, social  isolation, financial  strain, lack of  services, caregiver  wellbeing
	Theme 3: Moderating  Factors and Support  Systems Influencing the  Relationship

	9. Damant et al., (2024). 
Supporting article

Henoch et al., (2020)
Szczepura et al., (2024)
	ICT use, digital  support, caregiving  management, access barriers, emotional  relief
	

	10. Jack-Waugh et al., (2024)

Supporting article
Chen et al., (2024)
Meyer et al., (2022)

	caregiver education,  skill development,  emotional support,  coping strategies,  training needs
	





[bookmark: _heading=h.3qjr805nmapn]5.5.2 Summary of the Included Studies
Shefeek et al. (2024) used a cross-sectional design to assess the impact of caregiving burden on the quality of life of informal caregivers in a palliative care environment. This research involved 115 caregivers, and they used valid instruments such as the Zarit Burden Interview and WHOQOL-BREF to assess burden and quality of life. It was revealed in the findings that approximately one-third of caregivers had moderate to severe burden, which was closely associated with poor physical, psychological, and social well-being.  The studies supported indicate the same results as those of Shefeek et al. (2024). According to Petrikis et al. (2019), caregivers are under high emotional strain, which lowers their quality of life. Likewise, Blom et al. (2023) demonstrate that burnout and stress are closely connected with reduced well-being. 
The study by Brady et al. (2025) was qualitative, carried out in the UK to comprehend the experiences that patients with recurrent oropharyngeal cancer, along with their caregivers, have in the diagnosis, treatment, and quality-of-life changes over a period of time. The research concerned 22 patients and 7 caregivers interviewed. The results indicate that the patients and caregivers experience high emotional stress, particularly with the recurrence of the cancer.  Supporting literature provides the same results as Brady et al. (2025). According to Chen and Lin (2022), the caregivers are emotionally overwhelmed at the diagnosis phase, which is characterized by stress and confusion. Likewise, as demonstrated by Kramer et al. (2026), uncertainty in the diagnosis and treatment enhances anxiety and decision pressure. 
Bulbeck et al. (2024) examined the experiences of patients with glioblastoma and their caregivers in the UK and the difficulties and unmet needs during the care process. The researchers adopted a Delphi approach to engage patients, caregivers, and experts to reach towards the ideas regarding major issues. Results revealed that caregivers have a high rate of emotional, psychological, and practical load. The literature review demonstrates the same concepts as Bulbeck et al. (2024). According to Nasr (2025), care work implies a high level of emotional and physical stress, which is particularly evident when it comes to the lack of resources. Likewise, Religioni et al. (2025) demonstrate that the existence of care system gaps and suboptimal coordination may impact the quality of care and strain it. 
A qualitative study by Spooner et al. (2024) in the UK was aimed at understanding the experiences of patients with advanced cancer, their caregivers, and clinicians in prognostication, which is the ability to predict the length of time a patient will live. The researchers used interviews with patients, informal caregivers, and healthcare professionals. The results revealed that prognostic information is emotionally powerful among both patients and caregivers. The supporting literature demonstrates similar concepts to Spooner et al. (2024). As Aboelzahab et al. (2025) elaborate, the psychological stress of illness uncertainty is also high and is also observed during caregiving. Likewise, Rodriguez-Gonzalez et al. (2022) demonstrate that uncertainty about illness leads to heightened emotional distress, but the authors target mostly patients. 
Couch et al. (2024) carried out a qualitative analysis in the UK to examine the perceptions of caregivers toward the advantages of early diagnosis of dementia. The researchers interviewed 12 informal caregivers and analysed them using thematic analysis. The article is relevant as it demonstrates how caregiving burden can be reduced through healthcare systems and early intervention. The justification studies partially resemble those of Couch et al. (2024). According to Okoye et al. (2023), early diagnosis is significant in terms of planning and elimination of uncertainty, which is also essential to caregivers. Nonetheless, Dolezal et al. (2022) pay attention to diagnostic technology but not specifically to caregivers. This weakens the connection. 
The study by Hu et al. (2025) is a cross-sectional study that was carried out in the rural regions of China to investigate the quality of life of family caregivers of individuals with dementia and its effect on caregiving burden. It involved 150 caregivers and involved the administration of validated instruments to assess burden, social support, and quality of life. The results revealed that the burden experienced by caregivers was moderate, and it had a definite negative impact on the quality of life. The research also indicated that caregiving over a long period results in physical burnout, emotional burnout, and a decline in personal time. The supporting studies are highly similar to those of Hu et al. (2025). As Ji et al. (2025) clarify, caregiver burden diminishes life quality, whereas social support and resilience contribute to enhancing well-being. Similarly, Cui et al. (2024) demonstrate that burden and psychological distress have a negative impact on quality of life, which can be alleviated by family support. 
The article is important as it describes the impact of caregiving burden on the quality of living, as well as demonstrates the significance of support systems. It justifies this research by showing that the connection between burden and quality of life is affected by external issues such as social support. Chowdhury et al. (2025) carried out a cross 
sectional research study in the United Kingdom to identify the implications of caregiving burden on the quality of life of informal caregivers of individuals with cystic fibrosis. The researchers gathered information on 258 caregivers with the help of validated instruments, including EQ-5D-5L, ReQoL-10, CarerQol-7D, and ASCOT-Carer. The results are clear that caregiving burden negatively affects the quality of life of caregivers,  particularly mental and social well-being. The backing research demonstrates partial similarity with Chowdhury et al. (2025). Howren et al. (2023) describe that loneliness and social isolation are more likely to contribute to anxiety and poor mental health. It is also demonstrated by Zhang et al. (2023) that isolation causes depression and low levels of well-being. 
In the UK, Herron and Runacres (2023) carried out a qualitative study to learn about the support requirements of older caregivers of dementia patients. The participants (N=12  caregivers 65 and older) took part in the research, and through focus group discussions,  their priorities in giving support were identified and ranked. Their results indicated that caregivers are subjected to an emotionally stressful, physically straining, and socially isolating situation because of long caregiving hours. The supporting literature bears a lot of resemblance to Herron and Runacres (2023). L’Heureux et al. (2022) clarify that the caregivers experience stress, financial stress, and social isolation. Grycuk et al. (2022) also demonstrate that caregiving burden is associated with loneliness and poor well-being.
Damant et al. (2024) carried out qualitative research in England to understand how unpaid caregivers of individuals with dementia incorporate information and communication technology (ICT) in their lives. The research involved 32 participants in focus groups  (caregivers). The result indicates that access to common technologies, including smartphones, laptops, and online platforms, is used by caregivers to manage care,  communicate with other people, and get access to information. These technologies assisted caregivers to be less stressed, more connected, and to cope with the caregiving activities of everyday life more easily.  The supporting studies demonstrate good similarity with those of Damant et al. (2024). According to Henoch et al. (2022), digital support may assist caregivers, yet most have challenges with its utilisation. Szczepura et al. (2024) demonstrate that digital tools have the potential to enhance service utilization and well-being among caregivers. 
Jack-Waugh et al. (2024) performed a qualitative inquiry in Scotland to examine how education programmes might assist family carers of dementia patients. This research engaged 19 facilitators and employed questionnaires and focus groups to gain insights into the learning experiences of a carers' education programme. T The problem is that many caregivers are ineffective as they do not have the correct knowledge and skills needed to handle the situation of care. The investigations presented to support it are very similar to those of Jack-Waugh et al. (2024). As Chen et al. (2024) describe, caregivers require the appropriate training and knowledge to provide care. Meyer et al. (2022) also reveal that training enhances coping ability and confidence. 
[bookmark: _heading=h.mdjxz0m0gfd4]5.5.3 Data Analysis
[bookmark: _heading=h.5xeie4z3wsql]5.5.3.1 Nature and Dimensions of Caregiving Burden
Shefeek et al. (2024) describe the burden of caregiving in a more organised and quantifiable manner. They found that a decent percentage of the caregivers reported moderate to severe burden with a direct effect on their quality of life. The paper outlines such problems as the length of care giving and patient status as the major contributing factors to burden. 
Brady et al. (2025) use a more experiential approach as they explore the experiences of caregivers in the event of the detection and treatment of cancer. They do not measure burden, but show how it changes over time. The survival and treatment is the initial phase of caregiver, and then another stage that emerges is an emotional strain, uncertainty, and pressure to make a choice. The current work provides a more dynamic concept of burden, which fluctuates over time, compared to Shefeek et al. (2024), which does not change. 
In line with this, Bulbeck et al. (2024) broaden the concept of caregiving burden by adding the problems of the healthcare system to personal experiences.  Their study reveals that the caregivers of patients with glioblastoma are not merely affected emotionally but also face practical difficulties, which comprise of ineffective communication, lack of co-ordinated care and limited support services. Although Shefeek et al. (2024) focus more on what the nature of caregivers is, Bulbeck et al. (2024) are of the opinion that the healthcare system is one of the main causes of overburden among caregivers.
This is a kind of psychological type of burden that is directly influenced by the communication between healthcare professionals and families. In comparison to the other studies, Spooner et al. (2024) emphasise a less noticeable yet highly crucial aspect of burden, which is uncertainty. This indicates that caregiving burden does not just revolve around physical activities or time, but also emotional experiences associated with a lack of clear information. They do not agree on the definition and explanation of other dimensions. Shefeek et al. (2024) are more concerned with measurable factors, including physical and psychological strain, whereas Brady et al. and  Spooner et al. are more concerned with emotional and experiential ones, such as uncertainty and time-long stress.
The other significant distinction is the context of each study. Shefeek et al. (2024) are geared towards palliative care, Brady et al. (2025) and Spooner et al. (2024) towards cancer care, and Bulbeck et al. (2024) towards glioblastoma. All these different environments influence the experience of caregiving burden. An example could be in palliative care, where the strain is often related to the demands of long-term care, and in cancer care, where uncertainty, and sudden changes of state play a bigger role. 


[bookmark: _heading=h.kgderpredj0]5.5.3.2 Impact of Caregiving Burden on Quality of Life
Although all three studies share the same result that caregiving burden affects the quality of life, they vary in their descriptions of the relationship between the two factors and what influences the relationship. 
The direct and quantifiable association between caregiving burden and quality of life is the closest relationship brought by Chowdhury et al. (2025). Caregivers indicated that the level of anxiety, depression, and low social interaction was high.  Another thing that the study points out is that caregivers who have to support patients with more severe conditions have even worse well-being. This indicates that the burden of caregiving has a direct negative effect on both mental and social quality of life. Chowdhury et al. (2025) have a good quantitative support that burden and quality of life are directly related to each other compared to the other studies. 
Similarly, Hu et al. (2025) also affirm that caregiving burden has a negative impact on the quality of life, yet they also introduce another significant aspect to the problem, adding the role of social support. They discovered that this negative effect can be mitigated by social support.  This is because, even in high-burden caregiving, caregivers who are assisted by family,  community, or services are less stressed and their well-being is more robust. This complicates their results compared to Chowdhury et al. (2025) because they reveal that burden and quality of life are not always directly related but may be affected by other determinants. 
Conversely, Couch et al. (2024) focus on a qualitative approach to the issue and emphasise the impact of early dementia diagnosis on the experiences of caregivers. The study does not directly measure burden and quality of life, but rather examines how less uncertainty caused by early diagnosis can enhance the coping skills of the caregivers.  The results indicate that timely diagnosis enables the caregivers to anticipate the future,  seek support services, and become more prepared to play the role. This indirectly minimizes caregiving burden and enhances their well-being. In comparison to the other two studies, Couch et al. (2024) have a less direct explanation of the connection, as they demonstrate that enhanced support and information may have a positive impact on the quality of life by alleviating the burden. 
The relationship introduced by Chowdhury et al. (2025) is quite straightforward: the larger the burden, the lower the quality of life. This makes their conclusions explicit yet incomplete because they do not establish the reasons and mechanisms through which this relationship exists. Hu et al. (2025), on the other hand, are more elaborate in that it demonstrates that social support is a mediator. This is an indication that the adverse effect of burden can be mitigated with the help of building strong and effective relationships with the patients. 
Couch et al. (2024) provide another vision, but it also revolves around early intervention.  According to their study, the burden and quality of life of caregivers depend on the readiness of the caregiver and the level of support provided at the initial stage of the process. This changes the emphasis on burden management to preventive or early reduction of the burden. 
The other notable difference is the context of each study. Chowdhury et al. (2025) target  the population of caregivers of individuals with cystic fibrosis in the UK, Hu et al. (2025)  target the population of caregivers of individuals with dementia in rural China, and Couch  et al. (2024) target the population of caregivers of individuals with dementia in the UK.  These varied contexts have an impact on the experience and management of the  caregiving burden. 
[bookmark: _heading=h.2g2mmsbipm5e]5.5.3.3 Moderating Factors and Support Systems Influencing the Relationship
Although all three studies concur that support is a crucial factor influencing experiences in caregiving, they target various aspects of support, which include social services,  technology, and education. 
Herron and Runacres (2023) primarily pay attention to the needs of older individuals who have a loved one with dementia in the UK. Their analysis reveals that the caregivers face a lot of stress, physical strain, and social isolation as a result of spending most of their time as caregivers. Apart from that, they point out that this burden is enhanced by the absence of effective and easily available support services. Caregivers were able to establish the priorities, including respite care, increased access to medical staff, financial advisory services, and emotional support. This paper demonstrates clearly that caregiving burden is exacerbated when support systems are poor or inaccessible, and this has a negative impact on quality of life. 
Damant et al., on the other hand, also mention the use of information and communication technology (ICT) as a support tool (2024). Their study indicates that caregivers embrace the use of daily technologies like smartphones, laptops, and online mediums to manage the care, communicate, and access information. These are gadgets that help caregivers to reduce stress, feel connected, and more in control of their tasks. To provide an example, technologies allow caregivers to monitor patients without having to meet them, organise everyday activities, and communicate with relatives or healthcare professionals. 
This study demonstrates a more contemporary support, in which technology can decrease the burden, but only in cases of the capacity of the caregivers to utilise it competently, compared to Herron and  Runacres (2023). Another point of view is presented by Jack-Waugh et al. (2024), who are concerned with education and training programmes for caregivers. Their research demonstrates that the process of caregiving is usually challenging because a lot of caregivers do not have the knowledge and skills to cope with complicated situations. Education programmes allow caregivers to learn more about dementia, acquire useful skills, and become more confident in giving care to individuals. An emotional dimension of caregiving is also emphasised in the research as it is revealed that shared learning and peer support can decrease stress levels and enhance wellbeing. 
Herron and Runacres (2023) concentrate on formal and social supports, healthcare services, and respite care. Damant et al. (2024) pay attention to technological assistance, and they demonstrate that digital tools can assist caregivers to carry out their duties more successfully. They also note, though, that not every caregiver has access to technology, which may lead to emerging problems. Jack-Waugh et al. (2024) pay attention to the educational support and demonstrate that the knowledge and skills of caregivers can be enhanced to minimise the stress and enhance coping. 
The other significant distinction is that of the role of support as perceived by these studies.  Herron and Runacres (2023) primarily demonstrate what the absence of support can result in, whereas Damant et al. (2024) and Jack-Waugh et al. (2024) demonstrate how support could be used to improve caregiver outcomes. This establishes a more balanced perception, and the issues and potential solutions are presented.

[bookmark: _heading=h.odeblsju7qzt]5.6 Chapter Summary 
This chapter explained how the findings from the selected studies were analysed and organised. It showed how thematic analysis was used to identify common patterns and ideas across different studies. The Braun and Clarke framework helped to structure the analysis in a clear and simple way. The chapter also described the main characteristics of the studies, including where they were conducted and what they focused on. Most studies were from the UK, making the findings relevant to this research. Overall, this chapter helped to clearly present and understand the key findings, which will be discussed further in the next chapter.








[bookmark: _heading=h.85s45eyeernq]CHAPTER 6: DISCUSSION
[bookmark: _heading=h.ekbsfw4bbcic]6.1	Introduction to Chapter

This chapter critically discusses the findings of the study as compared to the research objectives and the literature. It interprets the findings of the analysis, outlines the most important patterns, relationships and implications in the context of the research topic. The discussion incorporates knowledge gained in previous chapters, especially the literature review and data analysis to determine how much the findings are consistent with or inconsistent with the previous research. Moreover, it discusses the theoretical and practical implications of findings, as well as the underlying reasons that affected the outcomes and provided a logical connection between the results and the overall study.

[bookmark: _heading=h.3vs4lprj9du3]6.2 Discussion of Key Findings
[bookmark: _heading=h.dyoxk4ftc3cs]6.2.1 Caregiving Burden Dimensions
This study's results support the aim to investigate the concept of caregiving burden as a multidimensional one, and, at the same time, reveal significant gaps in the comprehension of these dimensions in both empirical data and the literature available. 
The greatest issue of the analysis is that the burden of caregiving could not be viewed as a single measurable variable; it is a complex of physical, psychological, emotional, and systemic pressures which may vary within various situations. It aligns with the rest of the general literature wherein the concept of burden is also thought to be multidimensional, although it is not yet agreed on how exactly it should be formulated (Cham et al., 2022).
According to the findings, a more systematic and quantitative concept of burden is shown in the literature, such as Shefeek et al. (2024), where the physical stress and psychological distress are explicitly measured and associated with the period of caregiving and the state of a patient. This is in line with the literature, which emphasizes not only observable and measurable dimensions of burden, particularly, psychological distress and time demands. However, this perception is disproved through more active and experiential findings of Brady et al. (2025), who point out that the load of caregiving is not constant but varies over time. This is just the reverse of the cross-sectional emphasis that is condemned in the existing literature because it limits the comprehension of causality and temporal change.
Additionally, the findings are not confined to individual-level perceptions since they show the effect of external and systemic factors. According to Bulbeck et al. (2024), inefficiency in the healthcare system contributes to the burden of caregiving, which implies inefficient communication and lack of coordinate provision of care. This dispels the notion that the burden is a purely a subjective psychological response as suggested by Cejalvo et al. (2025) but instead, the context and environmental influences contribute every bit as much. On this note, the study findings can be used to bridge the gap between the subjective and objective interpretation by demonstrating that the burden of giving care depends on the experiences of the inside world as well as the structural conditions.
The other important dimension identified in the findings is the uncertainty dimension particularly in terms of disease progression and prognosis. Spooner et al. (2024) note the uncertainty as a very significant yet so often neglected source of emotional strain. This contrasts with the literature which largely focuses on quantifiable levels of stressors or physical demands and shows that the conventional frameworks are unable to encapsulate the abstracted psychological loads. 
Furthermore, this reinforces the conceptual argument of the issue of whether the burden is well represented by the currently available measures, which means that certain dimensions can be constructed or missed during evaluation.
Furthermore, differences in the context of care, such as palliative care, cancer care, and condition-specific care, like glioblastoma, also complicate the conceptualisation of burden. Whereas Shefeek et al. (2024) relate burden to the demands of long-term care, Brady et al. (2025) and Spooner et al. (2024) emphasize emotional volatility and uncertainty in acute or progressive conditions. It confirms the fact that the burden of caregiving is extremely context-specific and cannot be generalized between populations, which resonates with the fact that generalisability is limited in previous studies.
[bookmark: _heading=h.l3ca1gd2ton4]6.2.2 Caregiving Burden & Quality of Life Impact
The results of the research are directly relevant to the purpose of the study as they investigate the effect of caregiving burden on the quality of life (QoL), and also uncover significant differences in the mechanisms through which this relationship is realized in different settings. One of the regularities in the analyzed studies is that increasing the burden of caregiving correlates with worse QoL, but this correlation is not linear and homogeneous. This confirms the larger body of work, which agrees on a negative relationship but is uncertain about the mechanisms (Valcárcel-Nazco et al., 2022).
The closest connection is found in the article by Chowdhury et al. (2025), where the direct and quantifiable connection between increased caregiving burden and reduced QoL is determined. Caregivers also reported an increased anxiety, depression, and loss of social interaction, particularly when taking care of individuals with more severe conditions. This finding is highly congruent with the assumption that caregiving burden is a cumulative psychosocial stressor, which has a direct negative impact on health-related QoL. 
On the contrary, Hu et al. (2025) introduce a more complex picture and conclude that social support can be called a moderating factor. Although they establish an increase in burden leads to worse QoL, they demonstrate that the impact of such an outcome can be significantly reduced in case of the provision of required emotional and practical support to the caregivers. The finding goes against the direct association and posits the argument that the burdenQoL relationship is not a fixed one. It also suggests that the negative effects of the caregiving burden can be mediated and/or neutralized by the relational and contextual factors.
Further complication to the findings of Couch et al. (2024) is that the authors adopt a more indirect and preventive position. This paper does not only highlight the aspects of burden levels but also the importance of early diagnosis and readiness in improving the health of the caregivers. 
Early intervention can mitigate the perceived burden and improve QoL by decreasing uncertainty and providing access to support services. This is in contrast with the deficit-oriented perspective in part of the literature and is in line with Sacco et al. (2022), who highlight adaptation and the possibility of caregivers continuing to have a stable QoL despite adversities.
Additionally, the results indicate that the effects of caregiving burden are highly contextual. As an example, Chowdhury et al. (2025) concentrate on the UK-based caregivers of people with cystic fibrosis, the severity of which is a significant factor, but Hu et al. (2025) emphasise the role of community and family support in rural China. Such a difference makes the argument that the deterioration of the QoL can be influenced by the intensity of care rather than the subjective experiences of burden. On the same note, the mediating effect of variables like exhaustion, as theorised by Akbari et al. (2023), implies that exhaustion is not necessarily a direct factor that harms QoL but instead has an intermediate effect on psychological and physical mechanisms.
[bookmark: _heading=h.uwdb4q3avssd]6.2.3 Moderators and Support Systems
The results of the present study respond to the question of investigating the impact of moderating factors and support systems on the correlation between caregiving burden and quality of life (QoL) as well as represent a larger gap in structural and policy-related gaps found in the literature. This is in line with the broader literature, which indicates that the burden-QoL association is conditional and contextual and systemic factors, as opposed to being direct.
An emphasis of the findings is on the importance of formal support services. Herron and Runacres (2023) show that the lack of available services, including respite care, financial advice, and emotional support, exacerbates the burden of caregiving and results in lower QoL. This is in agreement with the fact that cost-cutting in government expenditure and poor service delivery have adversely affected the outcomes of caregivers, though policy rhetoric advocates a community-based care delivery system. Nevertheless, although policy frameworks are becoming aware of caregivers, the results indicate that the practical application of the policy framework is unstable, supporting the gap between policy intent and actual support as described by Cronin et al. (2023).
Unlike the deficit-based model of service provision, Damant et al. (2024) present a solution-oriented model by employing information and communication technology (ICT). According to their findings, digital tools have the potential to decrease the stress levels of caregivers, enhance coordination, and optimize overall well-being. This view is in opposition to Herron and Runacres (2023), who prioritize the outcomes of inadequate support by showing how other types of support can alleviate burden. Nevertheless, technological support is not effective across the board, since other inequalities like digital literacy and access emerge. This is similar to the fears expressed that service delivery is still disjointed and skewed in systems with sophisticated policy frameworks.
Likewise, another opposite view concentrates on the educational and training interventions. Their results show that the knowledge and skills of caregivers can increase confidence, decrease stress, and improve coping strategies. This is in line with the concept of capacity-building as a protective factor, and changes the emphasis of service gaps to individual empowerment. Nevertheless, this point of view is not shared that the focus on resilience and self-management as narratives in policy-making can leave important risks in caregiving relationships, including caregiver vulnerability and maltreatment. This brings out a conflict between the facilitation of independence and sufficient protection in caregiving systems.
The other significant observation of the results is the dual nature of the support systems as a factor that alleviates and, at the same time, exacerbates. Herron and Runacres (2023) emphasize the impact of the lack of support as a strain, but Damant et al. (2024), state that the appropriate support, include a technological one or educational one, could result in the improvement of the outcomes. This contraposition portrays that support systems are not uniform systems and they are not effective as they are founded on their availability, applicability, and specificity of caregiving.
[bookmark: _heading=h.nl274z3t43xu]6.3 Strengths and Limitations
Research on the burden and consequences of caregiving has valuable resources, yet it is subject to the existence of core strengths and weaknesses too. The inclusion of diverse study designs: quantitative, qualitative, and mixed-method are not the weakest point as it gives a possibility to have a comprehensive insight into the experiences that caregivers have to go through. The variety of context-related literature, among them the ones that focus on palliative care, dementia, and chronic illness, helps in the enrichment of the analysis and highlights the multidimensional and dynamic nature of the burden of caregiving. In addition, article inclusion of the moderating factors such as social support, technology, and education makes the findings have an increased explanatory power.
It has a number of weaknesses. Overuse of the cross-sectional design hampers the development of causation and time difference (Wang and Cheng, 2020). Many of the studies are either space-based or condition-specific and thus reduces the generalizability of research in populations. This is an issue because the conceptualizations and measurement of caregiving burden are different in various studies, making it difficult to compare their results. Evidence gaps exist between the formal and the practical as experienced in policy related evidence as well, limiting real world application. These limitations imply that there is a need to have more longitudinal, standardized, and context-sensitive methods of research. 
[bookmark: _heading=h.o775e43criyf]6.4 Chapter Summary

The chapter critically reviewed the main findings of the study based on the current literature and research objectives. It was determined that caregiving burden is complex, dynamic, and contextual, which is influenced by both personal and systemic factors. Burden-quality of life was observed to have a complex relationship that is mediated and moderated by social support and early intervention. The importance of the support systems and policy gaps was also pointed out. The chapter also recognized major strengths and limitations, including the necessity to conduct more context-sensitive research.






[bookmark: _heading=h.979jeurpntsb]CHAPTER 7: RECOMMENDATIONS AND CONCLUSION

[bookmark: _heading=h.cwcm3nt221dg]7.1 Introduction to Chapter
This chapter finally concludes the overall study as it integrates the key findings, discussion, and general knowledge about the burden and the quality of life of informal caregivers. It is based on the previous chapters, in which the problem, previous research, method, and results were described in detail. Evidence-based recommendations based on the identified key issues in the chapter, including high burden, low support, and service gaps, are clear. It also describes the implications of the results for policy and real life. Ultimately, the chapter gives a clear and simple conclusion on how the study will respond to the research question and the importance of the study.
[bookmark: _heading=h.50ybyrpbnc8q]7.2 Implications of Findings
The results indicate that the quality of life of informal caregivers is significantly influenced by caregiving burden. As Chapter 4 and Chapter 5 evidence demonstrates, the burden can be physical, emotional, and mental stress, which impacts daily life and well-being. Caregivers usually experience anxiety, depression, and social isolation, which reduces their quality of life (Guerra-Martín et al., 2023). This implies that they should be provided with both physical and mental health assistance.
The results also reveal that ineffective healthcare systems and service deficiencies enhance the burden of caregivers. Conversely, the heavy load can be reduced through effective social support, and well-being can be enhanced (Nemcikova et al., 2023). Caregivers are also more confident and less stressed with the help of training and education. Overall, it is demonstrated that the well-being of the caregivers requires both personal support and system-level changes.
[bookmark: _heading=h.wel6i0asgt6p]7.3 Recommendations for Practice
To begin with, there is a need to enhance caregiver support to decrease the burden and increase life quality. Such support as counselling, respite care, and clear guidance should be more easily accessible in healthcare services. The caregivers require emotional and practical assistance, not limited to medical assistance. Early detection of stress and timely assistance can be achieved through regular check-ins by healthcare staff (Karakolias, 2025).
Secondly, Training and education programs are also to be introduced. They can assist the caregivers in acquiring skills, coping with stress, and being more at ease in their position (Arroyo et al., 2023). It should provide simple and straightforward information in the initial phase of the illness so that the caregivers are better prepared.
On the third note, there should be an opportunity to strengthen community support. The family, local groups and social networks can help to alleviate isolation (Guan et al., 2023). Digital tools can be used to offer the information and connect caregivers to services.
Finally, approaches should focus more on caregivers. Financial support, flexible working schedules, and better access to the service can help to reduce the pressure. Healthcare systems, communities, as well as policymakers should collaborate comprehensively.
[bookmark: _heading=h.o9k3c27fvduz]7.4 Future Research Recommendations.
Further research may be directed at contributing to the existing knowledge about the burden of long-term care giving. There have been numerous studies that believe in cross sectional methods; additional longitudinal studies are required to track changes in the experiences of caregivers. This would be helpful in describing the establishment and effects of burden at different points of life concerning quality of life. Research should also put into consideration bigger and more diversified samples as most research studies have been carried out in regard to a particular condition or a small sample. This will improve on the general understanding of care giving in diverse contexts.
Additionally, the instruments to measure caregiving burden and quality of life are to be more consistent as well. This will help in the comparison of the results of studies. The implementation of support systems (digital tools, training, and community support) needs to be studied in the future. Additionally, the problem of policy influence and how services could be more helpful to assist caregivers under the real situation needs to be examined more. Overall, the future research ought to be more focused, broad, and realistic. 
[bookmark: _heading=h.rn1v8e45gtvg]7.5 Conclusion
In conclusion, this study investigated the relationship between quality of life and caregiving burden in relation to the informal caregivers and found out that caregiving is a complex and difficult process. These findings further indicate that caregiving burden is not a unidimensional one but rather a combination of physical, emotional, psychological, and social needs. These pressures sometimes build up over time such that the process of care giving would not be a singular undertaking. This highlights the need to view caregiving as an active process, which is susceptible to both individual and external influences.
In addition, it has been found that increasing care giving burden is strongly linked with low quality of life. Caregivers tend to experience stress, anxiety, fatigue and reduced socialization and this has a negative impact on their health. However, this does not necessarily translate into a direct relationship as there are caregivers who are better placed to cope when they have good support networks, services early and better preparedness. This shows that quality of life as well as level of burden is affected by the support and coping resources.
Additionally, the support systems also matter as mentioned in the findings. Access to healthcare services, social networks, education, and digital tools can be used to reduce burden and overall well-being of caregivers. In the meantime, the shortages of services, the lack of quality of communication, and the lack of an access to support is more problematic to caregivers. This also means that caregiving is not an individual problem but a problem at the system level which requires improvement in coordination and provision of support services.
The study also mentions some of the significant shortcomings of the existing study, which are; the use of cross sectional designs, small samples, and the lack of consistent measurement tools. Such issues limit the degree of generalisation of the results and understanding of the long-term impact fully. Therefore, it is important to say that more thorough and systematic research would have to be conducted in the future.
Overall, the research provides an intuitive idea that the weight of caregiving is a significant and diversified factor that influences the quality of life. Personal assistance and a stronger system-level transformation with the help of functional policies and feasible interventions are needed to enhance the caregivers results. 
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TABLE 1: Data Extraction Table
Studyno.	Author's Name, Year, Country	Study Design	Aim	Participants Characteristics	Sample Size	Measurement Tools	Key Findings
1	Shefeek et al., 2024, India	Cross- sectional (Quantitative)	To examine caregiver burden and its impact on quality of life	Informal caregivers of palliative care patients (mostly elderly; mean age 70; 80% female)	115	Zarit Burden Interview (ZBI-22), WHOQOL-BREF	32.1% had moderate to severe burden; higher burden linked to lower physical, psychological, and social QoL
2	Brady et al., 2025, UK	Qualitative	To explore patient and caregiver experiences of recurrent cancer and QoL	Patients with recurrent oropharyngeal cancer and caregivers	29 (22 patients, 7 caregivers)	Semi-structured interviews, thematic analysis	Caregivers face emotional and decision-making burden; QoL priorities shift from survival to function over time
3	Spooner et al., 2024, UK	Qualitative	To explore experiences of prognostication in advanced cancer	Patients (n=8), caregivers (n=10), clinicians (n=10) in palliative care	28	Semi-structured interviews, framework analysis	Identified emotional, psychological, and relational impacts; highlighted importance of patient-centred outcomes
4	Couch et al., 2024, UK	Qualitative	To explore caregiver perceptions of early dementia diagnosis	Informal caregivers of people with dementia	12	Semi-structured interviews, thematic analysis	Early diagnosis helps decision-making, access to services, and preparedness; depends on support and information
5	Bulbeck et al., 2024, UK	Delphi methodology	To identify unmet needs in glioblastoma patients and caregivers	Patients, caregivers, and representatives	17 (round 1), 26 (round 2)	Delphi surveys (2 rounds)	High caregiver burden, lack of support, poor coordination, and unmet care needs identified
6	Hu et al., 2025, China	Cross-sectional (Quantitative)	To examine QoL of dementia caregivers and mediating role of social support	Family caregivers of people with dementia in rural China	150	QoL-AD, Caregiver Burden Inventory, MSPSS	Caregiver burden negatively affects QoL; social support mediates this relationship
7	Chowdhury et al., 2025, UK	Cross-sectional survey (Quantitative)	To assess effect of caregiver burden on QoL in cystic fibrosis caregivers	Informal caregivers of people with cystic fibrosis	258	EQ-5D-5L, ReQoL-10, CarerQol-7D, ASCOT-Carer	High burden reduces QoL, especially mental and social health; severity of illness worsens QoL
8	Herron and Runacres, 2023, UK	Qualitative (Nominal Group Technique)	To identify support priorities of older dementia caregivers	Older carers (65+) of people with dementia	12	Focus groups (NGT)	Carers need holistic, timely, and accessible support; social connection and financial guidance important
9	Damant et al., 2024, UK	Qualitative (focus groups)	To explore ICT use and its impact on dementia caregivers	Unpaid carers of people with dementia	32	Focus groups, thematic analysis	ICT helps care management, communication, and daily tasks but access and usability issues remain
10	Jack-Waugh et al., 2024, UK	Qualitative	To explore learning experiences in dementia caregiver education	Facilitators delivering dementia education programmes	19 (questionnaires), 13 (focus groups)	Questionnaires, focus groups	Education improves caregiver skills and preparedness; emotional support and training are essential
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Table 2: Quality assessment of the qualitative study
Checklist Question	Brady et al. (2025)
Was there a clear statement of the aim of the research?	Yes, the study clearly aimed to explore patient and caregiver experiences of diagnosis, treatment, and quality of life in recurrent cancer
Is qualitative methodology appropriate?	Yes, qualitative methodology was appropriate as it allowed exploration of personal experiences and decision-making.
Was the research design appropriate to	address the aims of the research?	Yes, a longitudinal qualitative design with interviews was suitable to capture changes over time.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, participants were recruited from a specialist cancer centre using purposive sampling.
Was the data collected to a way that	addressed the research issue?	Yes, semi-structured interviews were used, which captured detailed experiences.
Has the relationship between researcher	and participants been adequately	considered?	Partially, ethical considerations were discussed, but reflexivity was not deeply explained.
Have ethical suis been taken into	consideration?	Yes, ethical approval and informed consent were clearly stated.
Was the data analysis sufficiently rigorous?	Yes, framework analysis was used, which is a strong qualitative method.
Is there a clear statement of findings?	Yes, findings clearly showed decision-making challenges and QoL priorities.
How valuable is the research?	The study provides valuable insights into caregiver experiences and supports better decision-making in cancer care.

[bookmark: _heading=h.c6829pvd32zu]Appendix 3
Table 3: Quality assessment of the qualitative study
Checklist Question	Spooner et al. (2024
Was there a clear statement of the aim of the research?	Yes, the study aimed to explore outcomes of prognostication in advanced cancer
Is qualitative methodology appropriate?	Yes, qualitative interviews were suitable to explore experiences.
Was the research design appropriate to	address the aims of the research?	Yes, semi-structured interviews across stakeholders were appropriate.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, purposive sampling ensured inclusion of patients, caregivers, and clinicians.
Was the data collected to a way that	addressed the research issue?	Yes, interviews were recorded and analysed systematically.
Has the relationship between researcher	and participants been adequately	considered?	Partially addressed; limited discussion on researcher bias.
Have ethical suis been taken into	consideration?	Yes, ethical approval and consent were clearly stated.
Was the data analysis sufficiently rigorous?	Yes, framework analysis was used, ensuring systematic analysis.
Is there a clear statement of findings?	Yes, findings were clearly presented with multiple outcome domains.
How valuable is the research?	Provides strong insights into emotional and clinical impacts of prognostication.
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Table 4: Quality assessment of the qualitative study
Checklist Question	Couch et al. (2024)
Was there a clear statement of the aim of the research?	Yes, to explore caregiver perceptions of early dementia diagnosis
Is qualitative methodology appropriate?	Yes, qualitative approach suitable for exploring perceptions.
Was the research design appropriate to	address the aims of the research?	Yes, semi-structured interviews with thematic analysis.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, purposive sampling through research networks and support groups
Was the data collected to a way that	addressed the research issue?	Yes, interviews captured detailed caregiver experiences
Has the relationship between researcher	and participants been adequately	considered?	Partially addressed; limited reflexivity discussion.
Have ethical suis been taken into	consideration?	Yes, ethical approval and consent were obtained.
Was the data analysis sufficiently rigorous?	Yes, reflexive thematic analysis was applied.
Is there a clear statement of findings?	Yes, findings clearly outlined benefits of early diagnosis.
How valuable is the research?	Valuable for improving early diagnosis strategies and caregiver support.
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Table 5: Quality assessment of the qualitative study
Checklist Question	Damant et al. (2024)
Was there a clear statement of the aim of the research?	Yes, to explore ICT use and its impact on dementia caregivers
Is qualitative methodology appropriate?	Yes, qualitative focus groups allowed shared experiences.
Was the research design appropriate to	address the aims of the research?	Yes, focus group design suitable for exploring group perspectives.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, participants recruited through care services and organisations.
Was the data collected to a way that	addressed the research issue?	Yes, focus groups recorded and transcribed for analysis.
Has the relationship between researcher	and participants been adequately	considered?	Partially addressed; rapport mentioned but limited reflexivity.
Have ethical suis been taken into	consideration?	Yes, consent and ethical approval were clearly stated.
Was the data analysis sufficiently rigorous?	Yes, thematic and framework analysis used systematically.
Is there a clear statement of findings?	Yes, findings clearly showed ICT benefits and challenges.
How valuable is the research?	Provides practical insights into technology use for caregiver support.
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Table 6: Quality assessment of the qualitative study
Checklist Question	Herron and Runacres (2023)
Was there a clear statement of the aim of the research?	Yes, to identify support priorities of older dementia caregivers
Is qualitative methodology appropriate?	Yes, qualitative NGT approach suitable for prioritisation.
Was the research design appropriate to	address the aims of the research?	Yes, structured focus group design supported consensus building.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, purposive sampling through dementia support groups
Was the data collected to a way that	addressed the research issue?	Yes, structured group discussions captured ranked priorities.
Has the relationship between researcher	and participants been adequately	considered?	Limited discussion of reflexivity.
Have ethical suis been taken into	consideration?	Yes, consent and ethical procedures were followed.
Was the data analysis sufficiently rigorous?	Yes, systematic ranking and thematic grouping used.
Is there a clear statement of findings?	Yes, clear list of support priorities presented.
How valuable is the research?	Highly useful for informing caregiver support services and policy.

[bookmark: _heading=h.741t30i75nh1]Appendix 7
Table 7: Quality assessment of the qualitative study
Checklist Question	Jack-Waugh et al. (2024)
Was there a clear statement of the aim of the research?	Yes, to explore facilitator learning in dementia caregiver education
Is qualitative methodology appropriate?	Yes, qualitative approach suitable for exploring learning experiences.
Was the research design appropriate to	address the aims of the research?	Yes, use of questionnaires and focus groups.
Was the recruitment strategy appropriate to	the aims of the research?	Yes, participants recruited from Carers’ Academy facilitators.
Was the data collected to a way that	addressed the research issue?	Yes, questionnaires and focus groups collected rich data.
Has the relationship between researcher	and participants been adequately	considered?	Partially addressed; limited reflexivity discussion.
Have ethical suis been taken into	consideration?	Yes, ethical approval and consent followed.
Was the data analysis sufficiently rigorous?	Yes, thematic and framework analysis used.
Is there a clear statement of findings?	Yes, findings clearly presented themes like learning and emotional work.
How valuable is the research?	Valuable for improving caregiver education programmes.
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Quality assessment of the quantitative study

Criteria	Shefeek et al., 2024	Hu et al., 2025	Chowdhury et al., 2025	Bulbeck et al., 2024
Purpose/Research Problem	Clearly presented	Clearly presented	Clearly presented	Clearly presented
Logical Flow	Logically presented	Logically presented	Logically presented	Logically presented
Literature Review	Adequate	Comprehensive	Comprehensive	Comprehensive
Theoretical Framework	Not clearly defined	Clearly defined (stress process model)	Not clearly defined	Not clearly defined
Aims/Objectives	Clearly stated	Clearly stated	Clearly stated	Clearly stated
Research Question/Hypotheses	Clearly identified	Clearly formulated	Clearly identified	Clearly identified
Sample	Appropriate (n=115 caregivers)	Adequate (n=150 caregivers)	Large and appropriate (n=258 carers)	Adequate (Delphi panel participants)
Ethical Considerations	Addressed	Addressed	Addressed	Addressed
Operational Definitions	Clearly defined	Clearly defined	Clearly defined	Partially defined
Methodology	Clearly described (cross-sectional Quantitative)	Clearly described (cross-sectional Quantitative)	Robust (cross-sectional survey with validated tools)	Clearly outlined (Delphi method)
Data Analysis/Results	Appropriately conducted (regression analysis)	Appropriately conducted (correlation & mediation analysis)	Appropriately conducted (OLS regression)	Appropriately conducted (consensus analysis)
Discussion	Logical and clear	Comprehensive and theory-linked	Comprehensive and insightful	Logical and practical
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