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[bookmark: _Toc235390081]Title of the Proposed Research
Exploring Barriers and Facilitators to Accessing Post-Diagnostic Dementia Support Services for Family Caregivers in the UK: A Systematic Review
[bookmark: _Toc235390082]1. Prevalence of the Problem
Dementia is a major global public health and social care issue. According to the World Health Organization (WHO, 2026) 57 million individuals worldwide had dementia in 2021, and almost 10 million individuals are diagnosed with it annually. The seventh most common cause of death is dementia which is a significant cause of disability in older adults (WHO, 2026). Economic repercussion on a worldwide level is heavy. WHO (2026) estimates that dementia cost economies US$1.3 trillion in 2019, with about half of these costs linked to informal care provided by relatives and friends. Dementia support is also a family, social care, workforce and policy issue as demonstrated in this global context. 
The United Kingdom has a high need scale, as well. According to the estimates provided by Alzheimer Society (2025), approximately 1 million citizens are already affected with dementia in UK and the number is expected to hit 1.4 million by 2040. The data that England-specific and UK-wide estimates should be independent of each other. According to NHS Digital (2026), 513,135 cases were of dementia diagnosed in England on 31 March 2026, with the dementia diagnosis rate in people aged 65 and above being 66.3%. The presence of ongoing pressure on the indicators of dementia diagnosis and support in England indicated by the Office for Health Improvement and Disparities (OHID, 2025) continues to be reported. These statistics indicate that there is a need to provide helpful assistance after diagnosis.
 The cost in terms of money and social impact is high. In 2024, Alzheimer Society (2024a) estimated the cost of dementia in UK amounted to some £42 billion. This burdens not only the national health and social care services, but also to those with dementia and family carers who might be charged with care, experience reduced working time, travel expenses and time spent and absent care. According to Carers UK (2025), caring has the potential to impact employment, income, wellbeing and mental health. These pressures can rise over time due to the progressive nature of dementia and increasingly complex nature of support needs among family caregivers of individuals with dementia (Livingston et al., 2024).

[bookmark: _Toc235390083]2. Introduction and Literature-Based Background
[bookmark: _Toc235390084]2.1 Post-Diagnostic Dementia Support and Service Navigation
Post-diagnostic dementia support refers to the information, emotional support, care planning, carer assessment, respite advice, benefits advice, peer support, dementia adviser input and follow-up provided after a person receives a diagnosis. NICE (2018) recommends support for people living with dementia and their carers, while NICE (2020) highlights the importance of identifying and supporting adult carers. Post-diagnostic support is also framed by the Department of Health (2016) as a means of assisting the coming of families to comprehend dementia, plan and use services.
 An important difference lies between the availability and the actual access of services. A service can be there in guidance, on a web site, or in a local pathway, but it does not really exist until caregivers are aware of it, comprehend the pathway, afford it, wait a long time, or only get information when they are in crisis. Bamford et al. (2021) identify timely need recognition, practical help, psychological support and coordinated care as core components of good post-diagnostic support. Nonetheless, implementation in practice is uneven, as Wheatley et al. (2021) demonstrate, whereas Giebel et al. (2021a) and Alzheimer’s Society (2024b) state that families can be left without personal guidance only by the written information. Combined, these studies indicate a policy-family experience gap.
[bookmark: _Toc235390085]2.2 Barriers to Accessing Post-Diagnostic Support
The obstacles of information are typical. Hargreaves, Sbaffi and Ford (2023) found that informal caregivers often search across several information sources, but information can be difficult to judge, poorly timed or not personalised. Soong et al. (2020) similarly show that information needs change throughout the dementia journey. This implies that the absence of information is not the only issue in this matter, but the trust in information, its timeliness and connection to an effective action.
 Organisational and service barriers entail the unclear referral pathways, ineffective follow-up, excessive wait periods, ineffective coordination and complicated eligibility procedures. Peel and Harding (2014) defined dementia service navigation as a maze, and the more current works remain reports of the lack of unification between the primary care and memory clinics with local authorities and voluntary organisations (Francis and Hanna, 2022; Smith et al., 2021; Giebel et al., 2021b). Giebel et al. (2024b) also discovered that needs are not necessarily met by social care and carer assessments, although assessment might be the path to funded or subsidised provision.
 Financial constraints are also significant. In England, social care is means-tested, and families can pay care fees, transport fees, lower work hours and support fees privately. Both Alzheimer: Society (2024a) and Carers UK (2025) demonstrate economic burden caused by dementia and caring. This also has an impact on interventions in that it slows down support and crisis utilization, and it imposes direct and indirect expenses on families. 
There are also cultural, language and stigma-related barriers which can further decrease access. James et al. (2024) found differences in support experiences between South Asian and White British families, while Hussain, Clark and Innes (2024) identified stigma and cultural myths in a UK Bangladeshi community. McDermott et al. (2025) also highlight the need for culturally appropriate support for South Asian, African and Caribbean communities. These results demonstrate that equal access does not exist because access between equality is available.
It digital and geographical boundaries are also important. Caregivers with low digital skills, time, confidence or internet access may not use online forms, digital signposting and remote communication. It can also cause postcode disparities in support since in some parts of the country, local authority, NHS and voluntary-sector provision are skewed (Giebel et al., 2024a; Stephan et al., 2018). 
[bookmark: _Toc235390086]2.3 Facilitators to Accessing Post-Diagnostic Support
Clear signposting, named contacts, dementia advisers, proactive follow-up, peer support, carer assessment guidance, culturally appropriate information and enhanced coordination between NHS, local authority and voluntary-sector services are a few of the facilitators. Bamford et al. (2023), NICE (2018) and the Scottish Intercollegiate Guidelines Network (SIGN, 2023) support coordinated and accessible dementia support. Some families have also appreciated the use of Admiral Nurse support though there is disparity according to location (Maio et al., 2019). These facilitators ease the burden on families who are required to organize care by themselves.
[bookmark: _Toc235390087]2.4 Evidence Gap
Existing reviews are useful though they do not provide complete response to the proposed question. Sorrentino et al. (2025) give an overview of barriers to access to dementia care services in Europe, UK access is influenced by NHS pathways, local authority social care, means-testing and voluntary-sector service. The review by Francis and Hanna (2022) focuses on the UK experience of informal carers, whereas a more targeted study focused on the availability of post-diagnostic support is required. Parker et al. (2020) pay considerable attention to finding assistance to help with the diagnosis, whereas this review is concentrated on the post-diagnostic time. The proposed review will thus inform the recent evidence in the UK, investigate disparities in access and synthesize qualitative, quantitative, mixed-methodological, and survey-based primary research on the movement of family caregivers between the diagnosis to usable support.
[bookmark: _Toc235390088]3. Rationale
The review is necessary due to the presence of uneven support after the diagnosis, despite national guidance. The review will be practice-based due to the fact that it addresses a specific population, family caregivers, and an actual service issue, access to post-diagnosis support. It will also address a clear policy and practice question: where do support pathways break down, and what helps families access support earlier and more fairly? 
A systematic review is appropriate in that, the evidence regarding the issue of interest is distributed in the areas of dementia care, access to social care, information needs, and the burden on the caregivers. The synthesis of this evidence can help to clear up the obstacles as informational, organisational, financial, cultural, digital, or a combination of the specified barriers. The causes need various responses. Poor information might need to be better signposted, pathways might need to be coordinated, and cultural/digital exclusion might need outreach and non-digital zones.
[bookmark: _Toc235390089]4. Research Question, Aim and Objectives
Research question: What barriers and facilitators influence family caregivers’ access to post-diagnostic dementia support services in the UK?
Aim: To systematically review existing evidence on the barriers and facilitators influencing family caregivers’ access to post-diagnostic dementia support services in the UK.
Objectives:
RO1: To identify the main barriers preventing family caregivers from accessing post-diagnostic dementia support services in the UK.
RO2: To identify the factors that facilitate access to post-diagnostic dementia support for family caregivers.
RO3: To critically synthesise how informational, financial, cultural, digital, service-level and policy factors shape access.
RO4: To identify implications for dementia services, health and social care practice and future research.
A hypothesis is not proposed because this is a systematic review of mainly qualitative, quantitative and mixed evidence, not a primary experimental study.
[bookmark: _Toc235390090]5. Research Methodology
[bookmark: _Toc235390091]5.1 Research Design
A systematic literature review is a structured method for identifying, appraising and synthesising existing evidence in response to a focused research question (Booth et al., 2021). As this is secondary research, the study will use a systematic literature review design to identify, evaluate and synthesise existing evidence relevant to the research question. The review will follow PRISMA guidelines to ensure transparent reporting of the search, screening and study-selection processes (Page et al., 2021). Quantitative, qualitative, mixed-methods and survey-based primary studies will be considered. Systematic reviews will be used only for background information and comparison of findings to avoid double-counting evidence.
[bookmark: _Toc235390092]5.2 Eligibility Criteria
No human participants will be recruited. Sampling will be composed of published research and relevant reports that fit predefined eligibility criteria. In relation to the brief, the review will not ask questions directly to carers. Rather, it will review the published evidence of what prevents access, what promotes access and what can be changed to promote more support.
Inclusion criteria:
UK-focused evidence.
Peer-reviewed studies on family, unpaid or informal caregivers of people with dementia.
Studies investigating barriers and/or facilitators to accessing post-diagnostic dementia support services.
Qualitative, quantitative, mixed-methods or survey-based primary studies.
English-language studies that are published between 2014 and 2026, with a focus on 2020-2026.
Exclusion criteria:
Studies focused only on diagnosis, medication or hospital treatment.
Studies focused only on professional carers.
Studies about non-dementia conditions.
Non-UK evidence, unless used only for background context.
Opinion pieces without evidence.
Studies not published in English or published before 2014.
[bookmark: _Toc235390093]5.3 Search Strategy and Study Selection
The main databases will be CINAHL Complete, MEDLINE/PubMed and PsycINFO because they cover nursing, public health, medicine, psychology, mental health and caregiving research. These databases will form the main materials for identifying peer-reviewed full-text evidence. Citation tracking and finding open-access full texts will only be accomplished with OpenAlex (2026). Grey literature will be limited to reliable sources such as NICE, NHS Digital, OHID, the Health Research Authority, Alzheimer’s Society and Carers UK.
A sample search string will be: (dementia OR Alzheimer*) AND (caregiver* OR carer* OR "family caregiver*" OR "informal carer*" OR "unpaid carer*") AND ("post-diagnostic support" OR "dementia support" OR "social care" OR respite OR "carer assessment" OR "dementia adviser") AND (barrier* OR facilitator* OR access OR navigation OR signposting) AND ("United Kingdom" OR UK OR England OR Scotland OR Wales OR "Northern Ireland").
The population, exposure and outcome framework will guide the search and eligibility criteria. The population is family caregivers, unpaid carers or informal carers of people living with dementia in the UK. The outcome measure is availability of post-diagnostic dementia support services. The outcome is barriers and facilitators influencing access to support. The results will be exported into a spreadsheet or reference manager, duplicate entries will be eliminated, titles and abstracts will be vetted, and full-contact contents will be vetted against the criteria. Reasons for exclusion will be recorded and the process will be presented using a PRISMA-style flow diagram.
	Population
	Exposure
	Outcome

	Family caregivers, unpaid carers or informal carers of people living with dementia in the UK.
	Access to post-diagnostic dementia support services.
	Barriers and facilitators influencing access to support.



[bookmark: _Toc235390094]5.4 Proposed Data Analysis Technique
Data will be extracted into a structured table including author, year, location, aim, design, sample, support setting, barriers, facilitators, key findings and limitations. Quality appraisal will use CASP for qualitative studies (Critical Appraisal Skills Programme, 2018), MMAT for mixed-methods studies (Hong et al., 2018), and JBI tools if other designs are included (Joanna Briggs Institute, 2020). Weaker studies will not be excluded automatically but their weaknesses will impact on the weight of interpretation of their findings. 
Findings will be analysed using thematic synthesis because it allows evidence from different designs to be organised into common themes (Thomas and Harden, 2008). Braun and Clarke’s (2006) thematic principles will support the organisation of codes into meaningful themes. Themes anticipated might be the information barriers, assessment and eligibility, cost, digital exclusion, culture and language, postcode variation, service fragmentation, burden of caregivers and practical facilitators.
[bookmark: _Toc235390095]5.5 Ethical Considerations
The study will use published evidence only. No direct risk to ethics will be evident in terms of any interviews or surveys or other identifiable personal data. Nevertheless, integrity in the study is crucial. The review will present accurate findings, will not selectively report, be honest about conflicting findings, refer to all references correctly and will not plagiarize or distort data. The experiences of caregivers will be in a reverent way. The PG2 ethics form will state that the project is secondary research and will follow Health Research Authority (2025) principles of transparency, respect and accountability.
[bookmark: _Toc235390096]5.6 Rigour and Limitations
The rigour will be enhanced by clear databases, clear eligibility criteria, clear screening, clear quality appraisal and clear reporting of exclusions. Limitations can be variability of studies designs, regional disparity within the UK and that some local services evidences can be only found in the form of grey literature. Single researcher screening is also likely to cause selection or interpretation bias. These limitations will be recognized and not concealed.
[bookmark: _Toc235390097]6. Implications of Research
The review can be useful to dementia services concerning areas that families lose access to when they are diagnosed. The results may support more understandable information packets on post-diagnostic services, called dementia support contacts post-diagnostic, standard referral checklists, improved signposting of carer assessment, culturally friendly guidance, digital options and enhanced referral referral coordination among memory clinics, GPs, local authorities and voluntary organisations. This helps in maintaining the focus on whether family caregivers can indeed find, comprehend and utilize assistance and not whether assistance exists.
[bookmark: _Toc235390098]7. Schedule of Work
The proposed schedule covers a 12-week semester period.
	Stage
	Weeks
	Main tasks
	Expected output

	Planning
	Weeks 1-2
	Refine research question, search terms and eligibility criteria
	Final search plan

	Searching
	Weeks 3-4
	Search CINAHL, MEDLINE/PubMed and PsycINFO; use OpenAlex for citation tracking only
	Exported search records

	Screening
	Weeks 5-6
	Remove duplicates, screen titles/abstracts and assess full texts
	Final included evidence list

	Appraisal and extraction
	Weeks 7-8
	Apply appraisal tools and extract study data
	Quality and extraction tables

	Synthesis
	Weeks 9-10
	Develop codes and themes from included evidence
	Draft thematic synthesis

	Writing and finalising
	Weeks 11-12
	Write synthesis, implications, limitations and final proofreading
	Completed systematic review draft for dissertation development
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