
Core International Reports (Lived Experience & Family Impact) 

1. Alzheimer’s Disease International (ADI) 
World Alzheimer Report 2024: Global changes in attitudes to dementia 
Global survey data from over 166 countries, including people living with 
dementia and family carers, focusing on stigma, discrimination, and lived 
experience. World Alzheimer Report 2024 | Knowledge Action Portal on NCDs 

2. Alzheimer’s Disease International (ADI) 
World Alzheimer Report 2025: Reimagining life with dementia – the power of 
rehabilitation 
International case studies and evidence on participation, independence, and 
family-centred rehabilitation across income settings. World-Alzheimer-Report-
2025.pdf 

3. Alzheimer’s Society (UK, with international relevance) 
The Lived Experiences of Dementia (2025) 
Large-scale lived experience research with people with dementia and carers, 
widely cited in international policy work. World Alzheimer Report 2024: Global 
changes in attitudes to dementia 

 

Qualitative Studies: People Living with Dementia 

1. Molvik et al. (2024). 
Exploring the lived experience: impact of dementia diagnosis on individuals with 
cognitive impairment 
BMC Geriatrics – qualitative study examining emotional, existential, and identity 
impacts of diagnosis. Examining the lived experience of dementia with Lewy 
bodies through qualitative research: A systematic review 

2. Mammen & Goldman et al. (2025). 
Examining the lived experience of dementia with Lewy bodies through qualitative 
research: A systematic review 
Alzheimer’s & Dementia – synthesis of patient and caregiver perspectives 
across countries. Quality of family relationships and outcomes of dementia: a 
systematic review | BMJ Open 
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Qualitative & Review Evidence: Families and Informal Carers 

1. Pozzebon et al. (2016). 
Spouses’ experience of living with a partner diagnosed with dementia: a 
synthesis of qualitative research 
International Psychogeriatrics – international qualitative synthesis highlighting 
relational loss and adjustment. Exploring the lived experience: impact of 
dementia diagnosis on individuals with cognitive impairment - a qualitative study 
| BMC Geriatrics | Springer Nature Link 

2. Bastholm-Rahmner et al. (2025). 
Living well with dementia: family caregivers’ call for more person- and 
family-centred support 
BMC Geriatrics – qualitative study of caregiver experiences and unmet needs. 
Personal Experiences of the Dementia Journey 

3. Oliveira et al. (2023). 
Quality of life of family carers of people living with dementia: review of systematic 
reviews 
British Medical Bulletin – global synthesis of carer quality-of-life impacts and 
determinants. Living well with dementia: a qualitative interview study on family 
caregivers’ call for more person- and family-centered dementia support | BMC 
Geriatrics | Springer Nature Link 

 

Children, Young People, and Whole-Family Impacts 

1. Chirico et al. (2021). 
Children and young people’s experience of parental dementia: a systematic 
review 
International Journal of Geriatric Psychiatry – international review highlighting 
emotional, developmental, and caring impacts. A qualitative study of family 
members' experiences of their loved one developing dementia and their 
subsequent placement in a nursing home 

 

Health Inequalities & Global Context 

1. Edwards et al. (2018). 
Quality of family relationships and outcomes of dementia: a systematic review 
BMJ Open – international evidence linking family relationships to lived 
outcomes. [childhoodd...mentia.org] Families' lived experiences 
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https://link.springer.com/article/10.1186/s12877-025-06429-z
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2. Leung et al. (2025). 
Lived experiences of missing incidents in dementia and pathways to care 
Age and Ageing – international perspectives on risk, family distress, and system 
gaps. International Journal of Geriatric Psychiatry | Wiley Online Library 

3. Alzheimer’s Disease International / WHO-linked evidence 
Global estimates and commentary on reliance on unpaid care, late diagnosis, 
and social impact in low- and middle-income countries. Dementia statistics | 
Alzheimer's Disease International (ADI) 

 

https://onlinelibrary.wiley.com/doi/pdf/10.1002/gps.5542
https://www.alzint.org/about/dementia-facts-figures/dementia-statistics/
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