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Figure 1: Person-centred support (Direct Media, n.d.)
Introduction & Rationale
	982,000
people living with dementia
	1.4 million
projected by 2040
	1 in 3
have no formal diagnosis
	£42 billion
cost per year


Dementia is the UK’s leading cause of death (Alzheimer’s Research UK, 2025). These figures (Alzheimer’s Society, 2024; NHS England Digital, 2025) measure its scale but say little about living with it. People with dementia are under-represented in research, and access to support is unequal, especially for minority ethnic groups (Alzheimer’s Society, 2025). This review focuses on their own accounts.
Aim & Research Question
Aim: To explore the lived experiences of people living with dementia in the UK, including impacts on daily life, identity, relationships and access to care.
Research question: What are the lived experiences of people living with dementia in the UK?
Objectives:
1. Discuss lived experiences of dementia in the UK.
1. Examine barriers to timely diagnosis and care.
1. Recommend person-centred, culturally sensitive dementia care.
SPIDER Framework
SPIDER, designed for qualitative evidence, is used instead of PICO (Cooke, Smith and Booth, 2012).
	S
	Sample: People living with dementia in the UK

	PI
	Phenomenon of Interest: Lived experience: daily life, identity, relationships, access to care

	D
	Design: Interviews, focus groups, observation

	E
	Evaluation: Views, feelings and experiences

	R
	Research type: Qualitative or mixed methods



	
	Research Design
This is secondary research: a systematic literature review of ten peer-reviewed primary studies. It takes an interpretivist, qualitative approach because lived experience is subjective and best understood through people’s own words (Aveyard, 2023).
Why a systematic review? It is transparent and replicable, and draws on many participants’ accounts without recruiting people whose capacity to consent may fluctuate (Mental Capacity Act 2005).
Search Strategy
Databases: ProQuest, PubMed, CINAHL, Google Scholar.
	("lived experience*" OR "living with") AND (dementia OR Alzheimer*) AND ("United Kingdom" OR UK)


Filters: peer-reviewed, English, 2016–2026; reference lists hand-searched.
Inclusion & Exclusion Criteria
	Inclusion
	Exclusion

	Peer-reviewed articles
	Non-peer-reviewed sources

	Primary qualitative / mixed methods
	Secondary research (reviews)

	Based in the UK
	Based outside the UK

	People living with dementia
	Not about people with dementia

	Published 2016–2026
	Published before 2016
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Figure 2: Study selection following PRISMA 2020 (Page et al., 2021)
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Figure 3: Family and community support (Kampus Production, n.d.)
Critical Appraisal
Each study is appraised with the CASP Qualitative Checklist (CASP, 2024), which covers validity, rigour, ethics and value. Author, year, sample, method and findings are recorded in a data extraction table.
Data Analysis
Findings are analysed using Braun and Clarke’s (2006) six-phase thematic analysis (Figure 4). Because the method is not tied to one theory, themes can be interpreted through Kitwood’s (1997) person-centred care theory, which sees personhood and identity as sustained through relationships.
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Figure 4: Six phases of thematic analysis (Braun and Clarke, 2006)
Ethical Considerations
Only published, anonymised data are used, so there is no contact with participants, but UWTSD ethics procedures still apply. Participants’ words are reported accurately and in context, and a reflexive diary helps limit personal bias.
Limitations
1. Findings depend on what earlier studies asked.
1. A single reviewer may introduce selection bias.
1. UK, English-language studies limit transferability.
1. Few studies include people with advanced dementia.
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