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ABSTRACT
Dementia is a rising health and social care issue in the UK and many people require support from unpaid care by families, partners and friends. The purpose of this dissertation was to review the existing evidence within the UK around informal carers of people living with dementia and their emotional, physical, social and practical experiences of this in a systematic way. To explore caregiver experiences and burden, to identify and explore common challenges and access to supports and to assess how health and social care responded and to recommend more effective practice and policy when applicable. Desk based systematic review was carried out using literature published from 2013 - 2025. The sources that were selected were relevant as this was done using recommended platforms such as Pubmed, CINAHL, Google Scholar and the university online library. It was screened on the inclusion and exclusion criteria, credibility assessed and analysed by thematic analysis. 
The review showed three main themes namely emotional strain and uncertainty, practical demands attending to health and social care and information needs when navigating health and social care services. High levels of stress, guilt, anticipatory loss, fatigue and uncertainty were common challenges faced by informal carers, as the dementia advanced. They also dealt with more complex, day-to-day tasks such as medication, a variety of appointments and professionals, safety checks, and other duties. One key discovery was that a lack of information, understanding of rights and access to timely, co-ordinated support were frequent problems for carers. There are assessments by carers and health and social care services for people with dementia but the evidence showed that there are variations in availability and quality of them in local areas. 
However, the stringent methodology and exclusion of several studies hampered the review, and there was a lack of qualitative research, meaning that there were a limited number of studies within which to obtain evidence, which was mainly from England and does not encapsulate generalisability across all the nations of the UK. The dissertation suggests proactive navigation of dementia for those affected from diagnosis, flexible education for carers and improved connections between assessments, respite and plans for practical types of support for carers. These could help to enhance the wellbeing of caregivers, decrease preventable crisis situations and help achieve a more sustainable approach to dementia care in the UK health and social care system.   
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[bookmark: _Toc234072628]CHAPTER 1: Introduction
1.1. [bookmark: _Toc234072629]Introduction
Dementia is an important health and social care issue due to its impact on memory, thinking, communication, behaviour and the person's ability to live independently in their day-to-day activities (World Health Organization, 2025). It is not a normal aspect of ageing, but age is an important risk factor, with currently around 982,000 people in the UK living with dementia, with numbers expected to reach around 1.4 million by 2040 (Alzheimer's Society, 2024). Dementia is thus increasing the demand for social services, community support and healthcare, as well as the unpaid support provided by family members and friends. Informal carers support a person with their personal care, medication, food, appointments, chores, finances, safety and emotional comfort (Alkhaldi, Lindsey and Richardson, 2025). They play a significant part, as many sufferers of dementia remain in their own homes for a considerable time. Carers are present in all areas of the UK, with an estimated 5.8 million people providing an unpaid caring role for an individual, with 1.7 million providing 50 hours or more of care per week (Carers UK, 2023). Carers' caring can bring good experiences, such as commitment and a sense of purpose, but can also lead to stress and exhaustion, as well as financial difficulties, social isolation and relationship problems. The purpose of this dissertation is to carry out a systematic review of evidence from the UK focused on the emotional, physical, social and practical experiences of informal carers of individuals with dementia. It will also investigate the health and social care provision for carers and what needs to be done to improve this.  
1.2. [bookmark: _Toc234072630]Definitions and Terminology
Dementia denotes a range of conditions that impact memory, thinking, behaviour and daily function, with Alzheimer's disease being the leading cause of dementia (Alzheimer's Association, 2025). Reference to person living with dementia" is used in this dissertation as a form of person-centred and respectful language. An informal carer (uncarer, family carer, carer) who cares for a relative, partner, friend or neighbour who is unable to manage without the support for any reason, including illness, disability, frailty or otherwise. This support can involve care and physical support, care coordination, supervision or emotional support. Caregiver burden is the physical, emotional, social and financial strain associated with caregiving, also heightened during intensive, long-term or unguided care (Liu, Heffernan and Tan, 2020). Services included under health and social care support are those offered via the NHS, local authorities, charities and community groups and can encompass carers assessments, peer support, counselling and training, respite care and dementia welfare information. A systematic review is an evidence identification, selection, evaluation and synthesis approach for a specific topic (Al-Khabori and Rasool, 2021).
The abbreviations used are: 
· National Institute for Health and Care Excellence (NICE)
· Critical Appraisal Skills Programme (CASP)
· Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA)
· National Health Service (NHS)
1.3. [bookmark: _Toc234072631]Rationale for Research 
The rationale was to highlight the importance of informal carers in the care of people with dementia, and the need to attend to their own wellbeing and support needs. The cost of dementia for the UK is at around £42 billion a year, rising to around £90 billion per year by 2040 as more people increasingly live with the condition (Alzheimer’s, 2024). The amount of unpaid caring takes up a significant amount of the time, which helps to relieve the pressure on formal health and social care. However, some caregivers have difficulties with emotions, fatigue, sleep, decreased job opportunities, financial problems, and decreased social interactions. There may also be challenges accessing services, including delayed diagnosis, lack of awareness about services, inconsistent service provision at a local level and lack of respite opportunities (Ramakrishnan and Malhotra, 2025). Carers may ask for a free carers' assessment via their local authority, but there may be variations in support available after an assessment, depending on local circumstances, their individual needs and available resources (NHS, 2023). Previous studies have focused on either one component of dementia care, e.g. burden, psychological wellbeing, family relationships or service use. However, evidence can sometimes be disjointed, based on separate samples and target one aspect only of caregivers' experiences. This thus necessitates a systematic review focusing on the UK, which can gather current evidence together, identify shared experiences and draw attention to the lack of support provision. This study will add value by synthesising the evidence published between 2013 and 2025 and by making recommendations that will inform the development of the health and social care practice, caregiver support and future health and social care policy.

1.4. [bookmark: _Toc234072632]Aim and Objectives  
Research Aim
To systematically review UK evidence on the emotional, physical, social and practical experiences of informal caregivers of people living with dementia, including the support available through health and social care services.
Research Objectives
· Objective 1: To define and examine the emotional, physical and psychological experiences of informal caregivers supporting people with dementia in the UK.
· Objective 2: To analyse challenges faced by caregivers, including caregiver burden, stress and access to support services.
· Objective 3: To evaluate how existing health and social care systems respond to the needs of informal dementia caregivers.
· Objective 4: To provide recommendations to improve caregiver support, service accessibility and policy development.
1.5. [bookmark: _Toc234072633]Conclusion 
This chapter has revealed that dementia is an increasing health and care concern within the boundaries of the UK and the important role of informal carers. It has set the boundaries for the key concepts employed in the dissertation and why there is a need for research on caregiver experiences. The rationale revealed that carers can encounter significant emotional, physical, social and financial pressures and be met with inconsistent support. The study's aim and objectives are clearly stated, offering direction for the systematic review. The literature will now be discussed in depth regarding the phenomenon of caregiver burden, emotional wellbeing, social experiences, practical issues, support services and literature gaps in the current UK context in Chapter 2.    




[bookmark: _Toc234072634]Chapter 2: Background Information and Analysis
2.1. [bookmark: _Toc234072635]Introduction
This chapter sets up the historical, theoretical and international and United Kingdom context for the experiences of informal carers of people with dementia. It examines the reasons behind the change in the awareness of dementia, the growing significance of family-based care, theories of the role of the carer and current policy reactions to elucidate why dementia care has become an important health and social care context. The chapter does not report any of the results of the systematic review. It rather sets the general context necessary to make sense of subsequent support, which relates to the emotional, physical, social and practical context of caregivers. It also takes into account the growing international attention and recognition of informal carers in international policies and UK legislation as having rights, needs and wellbeing outcomes. Such background is important because the experience of carers is influenced not only by the nature of the dementia, but also by the attitudes of the public and family relationships, as well as what services are available, financial factors and the effectiveness of health and social care systems.   
2.2. [bookmark: _Toc234072636]Historical Background
Dementia care is moving from a medical approach to dementia to a time in which it's more accepted that there are social, relationship and care needs as well. In 1906, a German psychiatrist named Alois Alzheimer let us know about his patient, a woman with memory loss, confusion and changes in her behaviour, that there was something new to explore (Alzheimer's Disease International, 2025). Almost throughout the 20th century, dementia was regarded as an inevitable consequence of old age, those who were very severely affected were cared for in institutional environments. Neurological research since then has identified that dementia is not a natural consequence of ageing, but rather a set of progressive diseases which impair memory, communication, thinking and everyday life (Tryphena et al., 2024). This shifted emphasis of dementia care from merely symptom management to supporting individuals to live the best life possible while gaining and sustaining independence. It also underscored the pivotal role of the caring of families and friends that takes place at home.
This led to the growing dependence on informal care, with the building up of community-based care. With the decreasing costs of long-stay institutions and the increasing focus on independent living as policy, there was a growing role for spouses, adult children and relatives to assist in a person's personal care, medication, household and financial tasks, appointing people for services and supervising them (ADB, 2021). In the 1980s, there was some research that began to identify emotional, physical and practical burdens associated with caregiving. The Zarit, Reever and Bach-Peterson (1980) scale (ZRB) is an important scale developed that demonstrated that caring for could impact health, relationships, work and economic safety (APA, 2020). This was significant because it challenged the notion that family care was necessarily always available and always sustainable. In the UK, the Carers (Recognition and Services) Act 1995 gave the opportunity to carers to seek a carer's assessment of their capacity to provide and continue to provide care (Legislation.gov.uk, 2015). This is an early step towards seeing carers as people in need of help and support, not just as a free, unpaid labour force to deliver health and social care services.
In the UK, the issue of dementia began to dominate the scene in the late 2000s. The National Dementia Strategy Living Well with Dementia was launched in 2009 and was communication-led with themes of diagnosis, awareness and quality of care (Department of Health and Social Care, 2009). This was then followed by the Prime Minister's Challenge on Dementia 2020, which resulted in over 50 commitments made in relation to dementia research, diagnosis, care, awareness and support for those living with dementia (Department of Health, 2016). Additionally, campaigns like Dementia Friends helped to raise the public's level of understanding, but progress in policy has not necessarily led to equitable access to concrete services (Cahill and Pierce, 2025). There can still be a delay in assessing needs, a fragmentation of services and a lack of respite and significant variation between local authorities. Hence, the evolution of dementia care has been marked by a paradoxical relationship between increasing awareness of the right to carers and the need for family carers who happen to be unpaid.
2.3. [bookmark: _Toc234072637]Theoretical Background
Pearlin et al. (1990) developed the Stress Process Model, which is applicable to informal dementia care, given that stress can be experienced through demands of caring in addition to general life stressors (Judge, Menne and Whitlatch, 2009). Common primary stressors are behavioural changes, communication difficulties, sleep disruption and increased dependency. Other stress-emblazoning hazards can be money problems, work changes, family tensions and social isolation. The model is aware of the variation of caregiver experience based on coping resources, social support system and personal factors. However it largely looks at the level of individual stress and neglects other issues, including poverty and poor funding of social care and differential access to services.
According to the Transactional Model of Stress and Coping by Lazarus and Folkman (1984), the generation of stress will rely on caregivers' perceptions and actions towards caring situations (Kivak, 2024). For instance, for a caregiver, asking a question multiple times, wandering, or aggression might feel distinct from one another, as compared to a different person with similar circumstances. The model categorises coping into problem-focused coping (seeking dementia education, asking for a carer's assessment for themselves or others) and emotion-focused coping (counselling, peer support and sharing of responsibilities with relatives) (Janse, 2021). Though helpful in understanding individual differences, the model may underestimate scenarios in which difficulties faced by carers are insurmountable as a result of the lack of, or difficult access to, services and cost.
Kitwood (1997) and person-centred care, as a concept, believe that dementia care should be about dignity, identity, relationships and inclusion as well as only about cognitive decline (Hennelly et al., 2018). Informal carers may also attempt to keep up with routines, preferences and emotional well-being, as well as taking care of the practical care. However, Person-centred care may be challenging when carers are overworked, inexperienced and cannot access respite.
It is important that caregiver burden is also considered, and typically assessed with instruments like the Zarit Burden Interview, used to assess or gauge strain and enable professionals to know when help is needed. Yet they might be thinking too negatively about experiences and not considering the resistance, love and contentment that come from caring. These theories demonstrate that care demands, coping resources, relationships, and the social and health care system and caregiver's environment all impact the caregiver's experience.  
2.4. [bookmark: _Toc234072638]International Context
Dementia is a worldwide public health concern. In 2021, there were about 57 million worldwide individuals with dementia, and nearly 10 million new cases annually (CHP, 2025). Over 60% of people with dementia reside in the LMICs, where diagnosis, specialist services and carer supports may be scarce (Oyinlola, 2024). Countries were called upon to develop national dementia strategies by the World Health Organization Global Action Plan on the Public Health Response to Dementia 2017 to 2025, with an emphasis on increasing the diagnosis of dementia and building capacity in the workforce and among informal carers (WHO, 2017). However, this development has not been consistent, as high-income countries tend to have more extensive and developed services than lower-income countries, where service provision is often centred on family care.
However, Japan is a key case study as having one of the oldest populations in the world and has developed a number of national dementia strategies. In Japan, the policy emphasis on dementia has been on enabling those with dementia to remain in familiar communities and reducing stigma with dementia-friendly programmes since 2012. From the period of 2019 to 2025, it has over 100 policy measures and 74 performance indicators in its National Framework for the Promotion of Dementia Policies (Tewari, 2025). Social inclusion and community awareness and support have increased, but considerable unpaid care continues, especially by women, within the family. While stigma can be reduced in dementia-friendly communities, the emotional, physical and practical burdens of caring for a family member with dementia are not necessarily eliminated.
The Australian example is also helpful. By 2024, there were around 425,000 Australians living with dementia, and this number is expected to reach nearly 1.1 million by 2065 (Australian Institute of Health and Welfare, 2024). Australia's National Dementia Action Plan (NDAP) 2024-2034 contains priorities around diagnosis, post-diagnosis support, dementia workforce development, carer support and dementia inclusion. (RACGP, 2024) It will be monitored on a yearly basis with a national dashboard, but there are issues regarding access to services in rural areas, diverse cultures and federal versus state responsibilities. Comparisons with the UK makes it clear that, whilst important, national plans rely on reliable funding, integrated services and meaningful carer involvement for their impact.  
2.5. [bookmark: _Toc234072639]National UK Context
Dementia affects a great deal in terms of health and social care within the UK. In the UK, there are currently around 982,000 people living with dementia, projected to be around 1.4 million by 2040 (Alzheimer’s, 2024). In 2024, the estimated cost of dementia was £42 billion, potentially increasing to £90 billion by 2040 (CarnallFarrar, 2024). The costs of informal care make up about half of the total cost of dementia and are a vast contribution provided by family members and friends.
In England, diagnosis rates have been improving, with 65.6% of those over 65 years of age now estimated to have been diagnosed with dementia by March 2025. But this was just below the national expectation of 66.7% (NHS England, 2024). They are important for diagnosis as they can give access to information, treatment and support, but this does not mean carers will find support, psychological support or training at the time it is needed.
There is a growing legal recognition of the rights of carers across the four nations of the UK, but in varying ways. In England, the Care Act 2014 mandates that local authorities undertake a carer assessment if they meet the criteria to be assessed, taking into account the welfare, employment, education, relationships and capacity of the carer to be able to continue caring (SCIE, 2024). Welfare support for carers is the same in Wales, where there is provision for equality of rights to assessment and support planning in the Social Services and Well-being (Wales) Act 2014 (Welsh Government, 2014). In Scotland the Carers (Scotland) Act 2016 will put in place a requirement for a local authority to provide an Adult Carer Support Plan (The Scottish Government, 2017). However, having assessment rights does not necessarily imply access to quality services. Eligibility criteria and waiting time, workforce shortages, and local authority budgets can have an impact on whether or not carers receive meaningful support following assessment.
The Birmingham and Solihull Dementia Strategy 2023 to 2028 offer a valuable local case study, focusing on accessible information, prompt diagnosis, supporting carers, preventing crises and personalised care and is being developed by the Integrated Care Board, Birmingham City Council and Solihull Metropolitan Borough Council (BirminghamSolihull, 2025). Birmingham Carers Hub also has a Dementia Carers Hub which can give you advice and run groups as well as provide awareness sessions, carers' assessment and referrals for respite, statutory services (Birmingham Carers Hub, 2025). Inequalities in ethnicity minority communities, migrants, LGBTQIA, people who experience homelessness and people with learning disabilities are recognised as part of the strategy, constituting a more inclusive attitude towards providing care for people suffering from dementia in the locality. Yet, services are not available to all carers. Access may be limited by language, transportation, stigma and/or the inability to leave the person with dementia alone.
2.6. [bookmark: _Toc234072640]Conclusion
The general overview of the experiences of informal carers with dementia care has been provided. Dementia care has evolved from mainly institutional and medically based to being more person-centred and having a community-based focus. Theoretical perspectives suggest that care demands, coping resources, relationships, social support and structural conditions are all important factors affecting the caregivers' experiences. However, international evidence illustrates the need for dementia plans, community inclusion and policy commitments as well as the ongoing need for more family-planned care that is undertaken on an unpaid basis. In the UK, although there is legislation with important rights for carers to assessment and support, this differs in quality and availability. This background justifies and leads to the next chapter of the systematic review methodology to identify, select, critically appraise and synthesise UK evidence on informal dementia caregivers.  
2

[bookmark: _Toc234072641]Chapter 3: Methods and Search Strategy 
3.1. [bookmark: _Toc234072642]Introduction
This chapter outlines the desk-based methodology, employed for the whole of United Kingdom, a systematic review of informal carers of people with dementia. The methodology poster provided a summary of the search strategy, eligibility criteria, source validation, thematic analysis and ethics. In this chapter, these stages are extended and illustrate how evidence was identified, selected and analysed.
3.2. [bookmark: _Toc234072643]Search Strategy 
Search strategy was used based on the project title, aim and objectives such as Dementia, informal carers and caregiver burden, as well as support services in the UK were all key themes. Some alternative terms were used to broaden the search, including family carer, unpaid carer, Alzheimer's disease, stress, respite and health and social care.
Boolean operators enhanced relevance OR combined similar terms AND connected key concepts and NOT was used to exclude studies that focused only on paid care workers. Typical search were dementia AND informal carer AND caregiver experience AND UK.
It structured the process, enabling greater transparency and repeatability (Milovich, Riemenschneider and Krey, 2026).
3.3. [bookmark: _Toc234072644]Searching for Information
Relevant literature was found using the search engines PubMed, CINAHL, Google Scholar and the University's online library. PubMed was chosen because it displays a wealth of medical, public health and dementia research (Kaskie et al., 2025). CINAHL was selected as it has nursing, social care and caregiver literature. Google Scholar was used to search for further peer-reviewed studies and reports, citation links, full-text journal articles, e-books and policy documents were accessed via the University's online library.
Full-text journal articles, e-books and relevant policy documents were provided by university library. To ensure that the evidence was representative of the current UK context of dementia-care policy and services, only English-language full-text publications between 2013 and 2025 were considered. Results were also filtered for studies taking place in the UK, studies in England, Scotland, Wales, Northern Ireland or the UK were considered. Initially, the titles and abstracts have been examined, and clearly irrelevant material has been excluded. Search terms were narrowed if too many results were retrieved in order to guard against missing relevant information (Lub.lu.se, 2025). For instance, the word “caregiver” yielded international evidence and pro-carer literature which, for the purposes of this study, was combined with “UK”, “family carer” and “unpaid carer” to increase relevance. Information on author, year, location of study, purpose, research design, participant group, key findings and decision on inclusion was recorded using a source-tracking table. This established a "trail" that allowed for study selection and facilitated the later thematic analysis.
3.4. [bookmark: _Toc234072645]Research Validation
Sources were evaluated through initial screening and the CRAAP test (Currency, Relevance, Authority, Accuracy and Purpose). Articles were scanned to determine if the focus was on informal dementia carers in the UK in the title, abstract, introduction or conclusion of the article. The emphasis was placed on recent, peer-reviewed research and government reports, NHS guidance and recognised organisations of people with dementia. Relevance was judged based on whether sources discussed caregiver experiences, burden, wellbeing, support needs, and health and social care responses. Authenticities were measured by looking at the research design, sample, research results, reference, and limitations stated in the research (Slater and Hasson, 2024). Purpose was assessed for any potential bias, especially in advocacy reports. An opinion source or non-UK source was not as preferable as a peer-reviewed UK research study with a clear research design, participant information, findings and limitations. Source selection was done in line with the CRAAP test, but critical appraisal was not replaced by the CRAAP test (Kurpiel, 2025).
3.5. [bookmark: _Toc234072646]Inclusion and Exclusion Criteria
A review of the literature was conducted, which comprised of UK based peer-reviewed journal articles as well as government reports and policy documents spanning from 2013 to 2025. The sources needed to be from the English language and needed to be full-text and exclusively focused on informal carers' experiences, burden, wellbeing or support needs. Studies, including ones regarding relatives, partners, friends or other unpaid carers, were accepted. Sources were not included if published before 2013, if the study was conducted in a country other than the UK, if the study only included paid care workers, if it was a duplicate source or if the full text source was unavailable. These criteria helped ensure that the review would focus on keeping it current, relevant and focused on the UK application.
3.6. [bookmark: _Toc234072647]Analysing Research
This chosen literature was analysed using thematic analysis. The full text of each source was read, and the findings pertinent to the objectives of the study were documented in a source-tracking and coding table (Naeem et al., 2023). Emotional strain, guilt, sleep disruption, practical care demands, financial pressures, social isolation, respite and service navigation and unmet support needs were among the initial codes.
Comparisons were made between similar codes from the different studies and categorized into broader classes. These categories were then narrowed down to three key themes: Emotional stress and uncertainty, Care burden and organization of care and Communication needs during health and social care third parties. The findings were collated across the sources included and maintained using a spreadsheet and colour coding system for an easy audit trail.
3.7. [bookmark: _Toc234072648]Ethical Considerations 
This was secondary research, and no participants nor interviews performed or personal data collected. Ethical concerns, including academic honesty, truth in reporting, and intellectual property were taken into consideration. With the help of Harvard referencing, every source was cited, and the material was paraphrased carefully not to plagiarise. The findings were presented and interpreted fairly and were not presented out of context. To minimize any selection bias, the same criteria of inclusion and exclusion were used throughout the study. Only evidence that had been made available to the public was utilized, and databases and copyright restrictions were complied with. These measures helped to advance transparency and credibility (Hargrove, 2025).
3.8. [bookmark: _Toc234072649]Chapter Conclusion
This chapter outlines the process used to identify, assess and analyse the literature relating to informal carers of dementia in the UK. An academic target search six strategy was used involving relevant keywords, Boolean operators and academic databases. The sources were screened using inclusion and exclusion criteria, evaluated using the CRAAP test, and organized thematically, offering systematic blueprint for the review process. The findings are clustered around themes of caregiver experiences in relation to challenges and support needs.

[bookmark: _Toc234072650]Chapter 4: Findings and Discussion
4.1. [bookmark: _Toc234072651]Introduction
In this chapter, results from the systematic review of the UK evidence on informal carers for people living with dementia are discussed. Describes and then explores themes from the thematic analysis of emotional strain, practical care demands, information and service navigation, unmet support needs, and social and culturally appropriate support. Issues for the future, practice and policy are discussed in Chapter 5.  
4.2. [bookmark: _Toc234072652]Thematic Analysis 
A thematic analysis involves identifying, analysing and reporting patterns of meaning that emerge in the data (Braun and Clarke, 2006). For this review, the criteria for the dataset were selected UK studies on informal caring of people with dementia. Each article was read in full, and findings were noted in the source-tracking and coding table, and initial codes were assigned (stress, guilt, sleep disruption, safety monitoring, care coordination, unclear information, limited respite, and social isolation). Analogous codes were analysed in comparison to other studies and combined under larger categories (Bingham, 2023). These were further broken down into five themes emotional discomfort and uncertainty, practical caregiving responsibilities and coordination, information needs and service navigation, unmet support needs and fragmented care and social engagement, dignity and culturally appropriate support. This design helped to go beyond describing individual studies to identifying common experiences of caregivers that appeared in the evidence base. It is important to note that these themes are not to be interpreted with caution, as some of the studies included represented community care, end-of-life care, social-care assessments and inpatient services. Each theme is discussed in relation to the research objectives in the following sections.
4.3. [bookmark: _Toc234072653]Theme 1: Emotional Strain, Uncertainty and Anticipatory Loss
The emotional burden of having as a relative or friend one who suffers from a progressive and unpredictable condition is the first theme. For this review, emotional strain comprised stress, guilt, fear, sadness, exhausted, and uncertainty regarding future care. Anticipatory loss is a form of grief that may occur when changes in memory, communication, personality and independence are seen by carers prior to bereavement (Ernstmeyer and Christman, 2021). The theme follows Objective 1 an exploration of informal dementia caregiving in the UK that explores emotional and psychological issues. In the UK alone, there are around 670,000 paid carers of individuals with dementia, giving a scale of the problem and not necessarily the level of distress (Hargreaves, Sbaffi and Ford, 2023). However, it has greater implications in wider UK survey data, with Carers UK's survey 2025 revealing that 74% of unpaid carers said they were stressed or anxious, and 40% were in feelings of depression (CarersUK, 2025). These figures are not specific to dementia and are therefore only contextually evidence.
There was no single reaction to emotional strain, as 57 ,47 of whom were carers, families in England were interviewed by Davies et al. 2017, including carers supporting their family member after diagnosis, current carers, and bereaved carers (Davies et al., 2016). Participants conceptualised good dementia care as a means of safeguarding dignity, identity and relationships and not just treating symptoms. Their suffering grew as they felt that formal services were “ignorant of ‘the person within' dementia.” The study also included descriptions of conflicts between family carers and systematised care services, and conflict was said not only to involve symptom development, but also the carer's perceived need to protect a family member's preferences and identity. The involvement of carers at various stages in a dementia pathway helped to illustrate ongoing uncertainty, however recruitment via a third sector stream of carers may have excluded carers with less access to carer supports.
Wolverson et al. (2023) illustrate how this burden can be increased during a crisis. In their UK study, they interviewed 7 carers of a family member who had spent a period in a mental health ward in the last five years (Wolverson et al., 2023). There were no voluntary admissions and all admissions were under the Mental Health Act 1983, and five carers reported that the process of sectioning was traumatic. Participants said they felt excluded from decisions, and that made them feel afraid, sleep deprived, guilty, and that they had lost their rights. This suggests that only when there is behavioural distress or risk and hospitalisation occurs, does uncertainty become acute. Some carers, however, also felt a sense of relief with a safer environment and compassionate staff within the ward. The guilt and relief may then not be mutually exclusive experiences (Samson, 2026). Given that four of the admissions took place during the COVID-19 pandemic, it is important to note that this small sample may not reflect the broader base of dementia care but rather give an insight into care in a high-risk environment.
Emotional experiences were also a product of cultural and relational dimensions. Baghirathan and colleagues (2020) carried out a study to interview and conduct focus groups with 76 participants within South Asian, African Caribbean and Chinese communities in Bristol to discuss caregiving (Baghirathan et al., 2018). The authors introduced the notion of “fear of diminishment”, which was expressed by carers desiring support, but they feared that formal solutions would diminish their authority, identity or dignity. The experience of emotional distress was thus correlated with cultural respectfulness and the safety of the support. It undermines the notion that a lack of formal service use means there is no need or unwillingness to engage with services, alternatively be due to fear of stigma, fear of miscommunication or a lack of control (Stephan et al., 2018). The study was conducted across one city and three communities, but with a large qualitative data set, it points to the need to challenge the generic notion of supports to caregivers.
Mapping navigations of information and services was also associated with uncertainty. Hargreaves, Sbaffi and Ford (2023) identified that information seeking was sometimes burdensome and that carers' emotions can be overlooked through their study with 20 informal carers (Hargreaves, Sbaffi and Ford, 2023). This connects Theme 1 to Themes 3 and 4 as ambiguous guidance and disjointed routes can perpetuate anxiety, guilt and a sense of helplessness. Labelled 'stress process model', the finding is in line with Pearlin et al. (1990), who posited that emotional strain is a function of primary stressors, and secondary stressors (Pearlin et al., 1990).
Carers in England have the right to be assessed if they have support needs as a result of being a career that impact on the care recipient's wellbeing. However, being legally entitled to support does not necessarily result in an effective provision of support. Giebel et al. (2024) spoke with 21 unpaid carers in England and identified some issues with awareness of, and access to, TNAs and not having needs met following assessment (Giebel et al., 2024). Taken together, the theme serves to demonstrate that dementia care is an ongoing emotional process of distress, uncertainty, grief, guilt and sometimes relief, accomplishing Objective 1. These experiences are influenced by the trajectory of the illness, relationships, culture and responses to services and are tightly coupled to real-life needs for care and access to support.
4.4. [bookmark: _Toc234072654]Theme 2: Practical Caregiving Demands and Care Coordination
When considering caring for a person with dementia, Practical caregiving demands are everyday activities that informal carers do to keep the person safe, comfortable and engaged with services. These can involve giving support with personal care, support with medication, shopping, meals, facilitation of movement, supervision, appointment attendance, management of finances, responding to changes in someone's behaviour, and planning for future care (Coulter et al., 2015). Care coordination is the extra activities involved in communicating with professionals, booking appointments, providing a flow of information between services and helping to implement the care plan (Kianfar et al., 2019). This theme looks at the physical and practical lives of the informal dementia carers and the difficulties they have in undertaking their caring role and seeking assistance, meeting criteria of Objectives 1 and 2.
The burden of dementia care is practically important as dementia is progressive and needs for support tends to grow over time. As memory, communication, movement and judgment deteriorate, carers might transition from providing intermittent assistance to continual supervision (Sunjaya et al., 2025). Medication checker, fall prevention, addressing incontinence, intervening with confusion, and ensuring that the person eats, drinks and goes to appointments. Evidence on the impact of unpaid caring on broader physical consequences, as 42% of unpaid carers felt their physical health was worse for caring, and 30% considered their physical health to be very bad (Carers UK, 2023). While these are not specific to dementia carers, it is useful to have these figures as sometimes, with dementia care, there can be long periods of supervision, and the level of practical care is high.
While considering the economic importance of practical care also highlights the degree to which family members contribute to the UK dementia-care system. It has been estimated that in 2024, dementia cost the UK £42.5 billion, with around 77% of this cost attributed to social care and unpaid care (Alzheimer's Society, 2024). Unpaid care is the highest cost, consuming about half the total cost of dementia, demonstrating that emotional support is not the only role of informal carers, as they play a key role in day-to-day service provisioning. But if the care is not paid for in any way, then it can become an issue. Families can be asked to take on more complex care as their children grow older but receive no training to do so and no respite or coordination (Askeland et al., 2025). There may also be a practical burden on the carer's health, work and capacity to continue to provide care as the condition of dementia worsens.
Wherever services are fragmented, the carers play a clear role as care coordinators, as illustrated by Bunn et al. (2017). In order to do a qualitative study, they selected 28 demented persons, 33 family carers and 56 health professionals from the South and Northeast of England (Bunn et al., 2017). Discussions revealed that in some instances, family carers acted as gatekeepers to health care services and continuity of care, especially when the person with dementia also had other long-term conditions. Carers had to provide information on symptoms, facilitate referrals and see most professionals who visited, while also making sure that recommendations were adhered to. The study found the following systems were often not aware of dementia such as systems organised by telephone, systems with long wait times, and systems in which the clinical environment was difficult for people with dementia. While in some situations, staff members were flexible and compassionate in supporting these children, in other cases relied on the individual staff member and were not universal. Hence, the study argues for the importance of considering the persistence, confidence or knowledge of family members in the care coordination process alone.
Newton et al. (2016) further illustrate the pragmatic, everyday stressors associated with being safe and independent as a person living with HIV. The study they conducted in Northeast England was made up of 56 people: 26 family carers, 13 persons with dementia and 17 general practitioners (Newton et al., 2016). Research ranged from perspectives relating to AT devices (ATDs) designed to increase safety, monitoring and independence. Carers identified potential benefits, in particular if technology could alleviate concerns about risks, for example, the risk of wandering off, falling, or not taking medication. However, they also needed individualised information and assistance in order to obtain appropriate equipment and learn how to use it, demonstrating that mere technology won't lighten the caregiver burden. Devices can provide reassurance, but carers will continue to be responsible for monitoring alerts and making decisions about and responding to concerns as they happen (Sriram, Jenkinson and Peters, 2020). Technology, consequently, might not eliminate a job but rather change the role of practice. The findings also highlight equality issues, as the provision of devices and digital confidence in the local area might vary across carers.
The experiences of older carers at the end of life also demonstrate the practical care and its relationship to decision-making and planning for the future. Davies et al. (2020) conducted a study involving interviews with 23 family carers of individuals with dementia in England, who were either current or former family carers (Davies et al., 2020). Participants reported a desire to feel ready, to have access to support, to be able to manage their own care, and to maintain control and coordination of care. This illustrates a need for practical aspects other than care provision. Sometimes carers will also have to make tough choices, such as when hospital admission is necessary, treatment, advance care planning, care-home placement and end-of-life preferences. Online support was identified as a possible means of delivering information and peer contact, although lots of carers appreciated face-to-face contact (Joo et al., 2022). This is important as digital resources can support carers but cannot take the place of professional relationships where professionals need reassurance, personalised advice or complex care planning.
Partridge, Keady and Morris (2025) give another real-life example of potential alterations to practical requirements when a person with dementia enters an NHS mental health in-patient ward. They studied 12 informal carers in 5 wards for the care of individuals with dementia in the Northwest of England. Carers reported the shift of their role from hands-on care at home to being a 'visitor' in the hospital setting (Partridge, Keady and Morris, 2025). Some felt relieved that staff had arranged things independently related to care and safety, which enabled them to get a better night's sleep and to ease the strain for a time, physically related to care. Carers, however, continued to be involved with visits, sharing personal knowledge with staff, supporting activities and contribution to discharge planning. This signals that admissions do not mark the end of caregiving but rather means that caregiving changes. Difficulty communicating with the staff and a lack of clarity around arrangements on discharge were also found to be mixed. This provides corroboration to Bunn et al. (2017) in that carers can play a key role in coordination when formal services are in place.
This can be understood by referring to the Stress Process Model. Pearlin et al. (1990) differentiate primary stressors from secondary stressors, in the sense that primary stressors relate to personal care, behavioural changes and supervision, and secondary stressors to employment disruption, curtailment of social involvement and conflicts with services. When this is combined with the lack of respite and the financial or communication issues, practical caring can be emotionally and physically challenging. This theme is also tied to the Care Act 2014, which could require local authorities within England to measure carers, as well as promote wellbeing (GOV.UK, 2014). However, if a Carer's Assessment is undertaken, this will not necessarily mean that practical or training support, or replacement care, will be available.
NICE guidance includes recommendations that carers of individuals with dementia are provided with tailored education, skills training and support, including guidance on how to respond to potential behaviour changes, how to maintain their wellbeing and how to access services (NICE, 2018). This is significant as when carers are supported, practical aspects of care can be safer and more sustainable than learning by doing in a crisis. The overall evidence indicates that informal care and care coordination are complex and frequently happen "behind the scenes" of family life. It relates directly to Theme 1 as overload can make it more stressful and uncertain for people, and to later themes on information and the way services are navigated and support needs are not met. It thus underscores the importance of health and care for children and young people to be integrated and coordinated, with the involvement of carers.
4.5. [bookmark: _Toc234072655]Theme 3: Information Needs and Navigating Health and Social Care Services
Information needs and service navigation refer to how the informal carers find out, understand and make use of advice, assessments, health services, social care, financial support and community resources (Morgan, 2025). This can cover help at the time of diagnosis, learning about the type of dementia, supporting behaviour changes, taking breaks, accessing benefits, having a Carer's Assessment and planning subsequent care for dementia carers. This theme is specifically relevant to Objectives 2 and 3, as it explores the issues arising from carers' lack of access to support and the suitability of how health and social care systems in the UK cater for carers' needs.
Accessible support is important due to the number of people living with Dementia in the UK, which is currently estimated to be around 982,000, predicted to rise to approximately 1.4 million by 2040 (Alzheimer’s, 2024). Alzheimer's Society carried out a lived-experience survey in 2025, which included 3,487 people affected by dementia in England, Wales and Northern Ireland and 15 follow-up interviews (Alzheimer Europe, 2026). It was discovered that 56% of unpaid carers were not aware of where to seek social care support, and 70% indicated that caring took a toll on their physical or mental health, social life or sense of isolation (Dementia Community, 2025). In addition, 63% found the process of making a dementia diagnosis to be stressful, whilst over a fifth of unpaid carers were not aware that any support was available. These statistics illustrate how substantial information gaps are not just administrative problems. They can cause an escalation of the caregiver burden, hinder access to care and confine the family to shouldering the burden of complex care.
But it has to be understood that these figures have to be taken with a grain of salt. Use of this survey offers some helpful outcome data for this time, but it is subjective in nature and is only a snapshot of a moment in time and not necessarily true for all caregivers. However, the size of its sample base has revealed that the challenges of access and information are not unique.
Hargreaves, Sbaffi and Ford (2023) offer a real-life example from the UK using an interdisciplinary approach that includes the lived experience of informal carers with dementia within Northwest England with 20 informal dementia carers were chosen for the interviews. There were 15 women and five men with ages ranging from 45 to 92 years who had assisted their spouse, partner or parent for 6 months to 10 years prior to the survey (Hargreaves, Sbaffi and Ford, 2023). Information seeking was said to be time-consuming, to provoke a lot of emotions and to require perseverance. A number of carers believed that professionals primarily centred on the person with dementia and didn't discuss their own rights, needs or what support was available.
One highly significant discovery was that carers could often be provided with information that was too general, too late or inappropriate for the stage of caring that they were in. Some did not know where to get information, including emergency information, care homes, financial details, information on continence or local services. This required carers to access information from various websites, charities, support networks and acquaintances (Meyer, 2017). The research termed this a “information maze” as more sources of information do not signify easier access to support.
The study has also come up with positive experiences. Creators of contact with an Admiral Nurse, dementia specialist, peer group or local carer organisation were more confident and found contact to be more useful, implying that the more personalized, timely, and trusted the relationship, the better the information can be provided (Aldridge et al., 2020). However, there was a small regional sample, and a high proportion of respondents were obtained via care or support groups, so that the experiences of isolated carers who do not work with services could not be adequately captured.
Another important case study of service navigation in England is that of Giebel et al. (2024). The study included 21 unpaid carers of people living with dementia and 6 social care or carers' assessors (Giebel et al., 2024). It was discovered that many carers were not aware that they had the right to request a Carer's Assessment and were not aware of how to start the assessment process. Whether or not the assessment process was well explained was suggested to have been improved by some who signed off, by participants only realising they had been assessed after the event.
This is important because the Care Act 2014 has a duty on English local authorities to assess carers where it is felt they may have current or future support needs, including issues of wellbeing, employment, education, relationships and the carer's capacity to continue to care (Chard, 2025). Giebel et al., however, discovered that practical support is often not realised where the law guarantees it. Funding restrictions, eligibility thresholds, staff pressures and limited local services prevented carers' needs from being met.
Also noted in the study are financial consequences. Some £42 billion of the total cost of dementia in the UK is paid annually, with 63% of this cost paid directly by people with dementia and their families (Home Instead, 2026). Unpaid care costs comprise approximately half of the overall cost of dementia, highlighting the significant role families play in the burden of dementia care. Poor information about assessment, assistance and financial support for care can thus impact the wellbeing of carers as well as household income and the viability of long-term care.
One caveat of Giebel et al. (2024) was that 76% of participants who were unpaid carers were from ethnically diverse backgrounds. These are not representative of all carers in the UK, and so any conclusions must be carefully interpreted. However it does suggest potential inequalities and, for example, when language, cultural expectation or mistrust of services are factors in access to services and support.
Bunn et al. (2017) studied care navigation in two English urban areas with 28 people with dementia, 33 family carers and 56 health professionals. The study was conducted among individuals with dementia who had other illnesses (diabetes, stroke, and mobility problems). GPs often served a coordinating role between the hospital, social worker and specialist services and their families (Home Instead, 2026). They would go to appointments, describe the symptoms, provide information to health professionals and follow up care plans.
Patients with dementia were identified as having a particular challenge if a telephone booking system is used, if there are long waits and if unfamiliar health care environments are encountered. For example, for people who required more specialist care, carers frequently had to 'make up for' poor coordination of all these other systems. There were positive experiences with staff who offered flexible and dementia responsive support, however this was often person-dependent and not organized (Bastholm-Rahmner et al., 2025). Carers who lack confidence, are ill, don't speak English very well or have a job may be at a disadvantage in being less able to contest or deal with a complex pathway.
The findings reveal that information can no longer be viewed as a leaflet that is handed out at the time of diagnosis. It is something that they always needs and will change during the stages of dementia. Carers need practical advice, emotional support, financial advice and a good point of contact. NICE (2018) guidance includes provision for carers of people with dementia to receive education and skills training tailored to their needs, including information about the progress of dementia, communication, coping and changes in behaviour, etc (NICE, 2025). Implementation, however, does not appear to be consistent as per the reviewed evidence.
This theme flows directly into Theme 1 by way of conveying unclear information, which leads to a heightened fear, guilt and uncertainty. It is also related to theme 2, as when carers fail to receive support in a timely manner, this increases their practical and care coordination responsibilities. As a whole, the results are aligned with Objectives 2 and 3 and illustrate how poor information flows and low knowledge of care services and rights may exacerbate the burden for caregivers. Thus, proactive, culturally relevant and readily available information around the caring journey, without requiring the carer to seek support, will improve dementia care.
4.6. [bookmark: _Toc234072656]Chapter Conclusion 
This chapter shared the results of a systematic review of UK systematic review evidence about informal caregivers of people living with dementia. The thematic analysis revealed the following three areas such as emotional strain and uncertainty, practical aspects of caring and care coordination, and information needs relating to using health and social care services. The result indicated that caregivers are prone to stress and that their role is shifted, and support is not provided to them in a timely, personalised and clear manner. These themes are interlinked with the demands of people may be increased by a lack of coordination of services and the practical caring of actions, creating an extra emotional burden. The results will be reviewed and discussed in the following chapter against the background of the previous literature, and implications for health and social care practice, policy and future caregiver support will be discussed.










[bookmark: _Toc234072657]Chapter 5: Conclusion and Recommendations
5.1. [bookmark: _Toc234072658]Overall Conclusion 
The evidence regarding informal carers' experiences of caring for people with a dementia diagnosis was systematically reviewed in the UK context. The results revealed that as dementia progresses, there is an emotional burden on caregivers, uncertainty and anticipatory loss. They also undertake a wide range of practical tasks such as personal care, monitoring safety, arranging appointments and supporting health and social care professionals with medication and communication. A key additional discovery was that many carers have difficulties accessing information, understanding entitlements and accessing the disjointed supports. Emotional, physical and psychological experiences were analysed to achieve Objective 1. Caregiver burden, practical demands and barriers to caregiver support were identified to accomplish Objective 2. Objective 3 could be partly achieved by the fact that the review showed a variation in service responses largely based on evidence from England. Recommendations relating to improved service navigation, carer education and better practical support are included to address Objective 4. Informal carers play a vital role in the care of people affected by dementia but need better support for them to be able to do that.
5.2. [bookmark: _Toc234072659]Recommendations 
5.2.1. [bookmark: _Toc234072660]Introduce Proactive Dementia-Carer Navigation Support
A dementia-carer navigation pathway should be set up by Integrated Care Boards, memory assessment services and local authorities that is proactive from the moment of diagnosis. Each individual carer, with consent, should be offered a named contact, be this a dementia adviser, a guidance worker, a social prescriber or a designated care co-ordinator, to go over local information about support, carers' rights, benefits, respite and emergency pathways. This recommendation has been directly in response to the findings of Hargreaves, Sbaffi and Ford (2023), Bunn et al. (2017) and Giebel et al. (2024) that often the carers had to search for information on their own and had to coordinate fragmented services. During the year to December 2025, 331,400 people (64.7% of those with a recorded dementia diagnosis) had a dementia care plan or a dementia review, creating an existing point of service in the system through which carer information and referral could be provided (Petitt, 2025). In the model that is practical, contact would be included soon after the diagnosis, a check-up when there are major changes in needs and clear signposting for when a crisis occurs. Limited capacity within local authority and uncertainty over the boundaries between NHS and social care services are other challenges, along with the shortage of workers. These barriers might be lowered through the implementation of shared referral protocols, integration of statutory services with provision from the Alzheimer's Society and the Carer's Trust and documentation that the carer has received information, a named contact and a Carer's Assessment. Potential indicators of success would be increased referrals, increased confidence as reported by carers, and fewer reports of unmet information needs.
5.2.2. [bookmark: _Toc234072661]Deliver Flexible, Repeated and Culturally Responsive Carer Education
Health and social care should provide organised, repeated dementia-carer education at various stages of the caring experience, given at diagnosis and afterwards. Topics include information about the progression of dementia, how to communicate, behavioural changes, medication, safety, continence and how to arrange appointments, legal and financial information, self-care and future planning. Psychoeducation and skills training for carers of people with dementia are recommended by NICE (2018) and have a practical basis for this recommendation (National Institute for Health and Care Excellence, 2018). The results of this review identified that carers were frequently overwhelmed with feelings of not being adequately prepared for the development of greater dependency, behaviour changes, and transitions to hospital or residential settings. Access to training should be provided via short face-to-face, telephone support, printed resources and accessible online modules (Canadasafetytraining.com, 2025). It is also necessary to provide sessions in the evening, interpreter services and culturally responsive resources, especially as Baghirathan et al. (2020) have cited concern that formal provision may not always be culturally safe or respectful. One of the greatest constraints is that a carer may not be able to attend, as they cannot leave the person with dementia alone, may have work commitments or may not have access to digital technology. This can be addressed by flexible delivery, provision of recorded materials, support with transport, replacement care and outreach work via GP practices, community groups and faith groups. Carers should be tested for their levels of confidence pre- and post-service delivery, and feedback should be used to adapt the content and accessibility of the service.
5.2.3. [bookmark: _Toc234072662]Strengthen the Link Between Carer Assessments, Respite and Practical Support
Local authorities should work so that Carer's Assessments lead to a clear and practical support plan and are not a barrier-free process. Local authorities under the Care Act 2014 are required to make an assessment of a carer if it seems that they might have a current or future support need. However Giebel et al. (2024) identified that carers were not always aware of their rights and/or had problems accessing an assessment and/or were offered limited support following an assessment. Local authorities should ensure that each potential carer is given written details about the assessment process, a copy of their support plan, as well as a named contact and a planned review date (Proceduresonline, 2026). Despite, emotional wellbeing, employment, financial advice, peer support and home adaptations and emergency contingency planning are all considerations for support plans. This is also significant as unpaid care costs around half of the cost of dementia in the UK, that is currently, family carers bear a significant proportion of the cost of supporting those with dementia (Dementia Researcher, 2024). Finance is a key issue, and differences in each locality's eligibility limits and the availability of respite are both problems (Samsi et al., 2023). A realistic answer would be for Integrated Care Boards and local authorities to commission targeted respite and carer support for those who are at greatest risk of burnout, for example, to carers with poor health, many caring hours or fewer family members. The monitor should include whether carers are supported and if they are affected by reduced strain and are able to continue caring safely.
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6.2. [bookmark: _Toc234072665]Appendices 
	Search concept
	Keywords and synonyms used

	Dementia
	Dementia OR Alzheimer* OR “Alzheimer’s disease” OR “cognitive impairment”

	Informal caregiver
	“Informal carer*” OR “family carer*” OR “unpaid carer*” OR caregiver* OR “care partner*”

	Caregiver experiences
	Experience* OR burden OR stress OR coping OR wellbeing OR “quality of life” OR “emotional strain”

	Support and services
	“Support service*” OR respite OR “carer assessment” OR “health and social care” OR “post-diagnostic support”

	UK location
	UK OR “United Kingdom” OR England OR Scotland OR Wales OR “Northern Ireland”


[bookmark: _Toc232919530]Table 1 Search Strategy and Key Search Terms
Source: Author










	Database or platform
	Search focus
	Applied filters
	Date searched
	Records identified

	PubMed
	Dementia, informal caregivers, UK experiences and support
	English; 2013 to 2025; full text
	Insert date
	Insert number

	CINAHL
	Family carers, burden, social care and dementia support
	English; 2013 to 2025; peer-reviewed
	Insert date
	Insert number

	Google Scholar
	UK dementia caregiver studies, reports and citation searching
	English; 2013 to 2025
	Insert date
	Insert number

	University online library
	Peer-reviewed articles, e-books, policy reports and NICE guidance
	English; 2013 to 2025
	Insert date
	Insert number


[bookmark: _Toc232919531]Table 2 Database Search Record
Source: Author









	Inclusion criteria
	Exclusion criteria

	UK-based research conducted in England, Scotland, Wales, Northern Ireland or across the UK
	Research conducted wholly outside the UK

	Published from 2013 to 2025
	Published before 2013

	Peer-reviewed journal articles, government reports or policy documents
	Opinion blogs, unverified webpages or non-academic commentary

	English-language full-text sources
	Non-English studies

	Studies involving unpaid carers, family carers, spouses, adult children, friends or other informal caregivers
	Studies focused only on paid carers, healthcare professionals or care-home staff

	Studies examining caregiver experiences, burden, wellbeing, support needs or access to services
	Studies with no relevant findings on informal dementia caregivers

	Accessible full-text sources
	Duplicate, incomplete or inaccessible sources


[bookmark: _Toc232919532]Table 3 Inclusion and Exclusion Criteria
Source: Author









	Study
	Design and sample
	Focus
	Key finding

	Newton et al. (2016)
	North East England; 56 participants
	Assistive technology
	Technology improved safety but required tailored support.

	Davies et al. (2017)
	England; 47 family carers
	End-of-life care
	Carers valued dignity, compassion and identity.

	Bunn et al. (2017)
	England; 117 participants
	Dementia and comorbidity
	Carers coordinated fragmented services.

	Davies et al. (2020)
	England; 23 carers
	End-of-life support
	Carers needed preparation and support.

	Baghirathan et al. (2020)
	Bristol; family carers
	Culturally diverse carers
	Stigma and unsuitable services reduced support access.

	Gridley and Parker (2022)
	England; 35 carers
	Admiral Nursing support
	Specialist support improved caregiver experiences.

	Hargreaves et al. (2023)
	UK; 20 carers
	Information seeking
	Finding reliable information was difficult and stressful.

	Wolverson et al. (2023)
	UK; 7 family carers
	Inpatient mental-health care
	Admission created distress and uncertainty.

	Giebel et al. (2024)
	England; 21 unpaid carers
	Carers’ assessments
	Barriers limited access to assessment and support.
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	Initial codes from reviewed studies
	Grouped category
	Final theme

	Stress, guilt, fear, grief, uncertainty, sleep disruption, feeling unprepared, emotional exhaustion
	Emotional impact of caregiving
	Emotional Strain, Uncertainty and Anticipatory Loss

	Personal care, medication support, safety monitoring, appointments, financial tasks, care planning, hospital discharge, technology use
	Daily care responsibilities and coordination
	Practical Caregiving Demands and Care Coordination

	Unclear advice, repeated searching, lack of awareness of carers’ rights, fragmented pathways, difficulty accessing assessments, limited respite, inconsistent communication
	Information and service-access barriers
	Information Needs and Navigating Health and Social Care Services


[bookmark: _Toc232919534]Table 5 Initial Coding and Theme Development
Source: Author
	Research objective
	Themes

	Objective 1: To examine emotional, physical and psychological experiences of informal caregivers
	Emotional Strain, Uncertainty and Anticipatory Loss; Practical Caregiving Demands and Care Coordination

	Objective 2: To analyse challenges including burden, stress and access to support services
	Practical Caregiving Demands and Care Coordination; Information Needs and Navigating Health and Social Care Services

	Objective 3: To evaluate health and social care responses to informal dementia carers
	Information Needs and Navigating Health and Social Care Services; Practical Caregiving Demands and Care Coordination

	Objective 4: To provide recommendations for improved support, accessibility and policy development
	Findings from all three themes informed the final recommendations
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