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Learner objectives

 The learner will be able to: 
 Begin to understand some of the lived experiences of ethnic 

minority caregivers supporting a family member with dementia
 Recognise the unique and similar needs of caregivers from 

different ethnic populations
 Understand the need to develop inclusive services for all family 

caregivers for someone with dementia
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Aim of presentation
 Overview of a scoping review
 Work completed by the:
 International Dementia and Culture Collaborative – IDCC
 https://www.idcc.org.uk/

https://www.idcc.org.uk/


Background
 Many countries have an aging culturally diverse population, with 

increasing long-term conditions including dementia
 Rosenthal Gelman (2014),  Australian Bureau of Statistics (2016)

 The impact of cultural heritage on family members caring for a 
relative has been widely explored
 Depp et al. (2005), Coon et al. (2004), Sharlach et al. (2006)

 Negative outcomes for culturally diverse family caregivers has 
included an increased prevalence of depression, raised blood 
pressure and poorer physical and mental health 
 Siegler et al. (2010), Lee and Farran (2004), Knight et al. (2007)

 However, there is a need to understand the impact of cultural 
heritage on the experiences and needs of ethnic minority family 
caregivers supporting a relative with dementia



Background
 People with dementia require support from families and friends to 

live well in the community

 Family caregivers of different cultural heritage may have a different 
understanding of dementia and services, as their countries of origin 
may have different approaches
 Chan (2010),

 Services need to respond to the broad differences between 
collectivistic family culture of Asian communities in comparison to 
Western communities 
 Chun et al. (2007)

 However, there is a need to understand the impact of cultural 
heritage on the experiences and needs of ethnic minority family 
caregivers with relevance to dementia



Aim

 The aim of this scoping review was to explore the impact 
of culture on the experiences and needs of ethnic 
minority family caregivers for a person with dementia



Scoping review

 Aim of the review:  

 ‘Map’ all relevant literature Identify key concepts
 Gaps in the research
 Sources of evidence to inform practice
 Inform policymaking
 Inform future research



Method
Stage

Study 
question

How does culture impact on the experiences and needs of ethnic 
minority family caregivers for a person with dementia

Search 
strategy

Medline, CINAHL, PsycINFO and PubMed for articles published in English 
from 1st Jan 2006 to 31st December 2016

Inclusion
criteria

Impact of culture on the experiences, concerns and needs of ethnic 
minority caregivers providing unpaid for care for a family member living 
with dementia
Experiences of caring or support a family member with dementia 
including; medication management, accessing services

Exclusion
criteria

Interventions based on the needs of family caregivers with an exploration 
of culture 
Exploration of impact on caring for a family member with dementia
Indigenous populations

Study 
appraisal

None applied

Synthesis Inductive thematic analysis (Bruan and Clarke 2016)



Overview of studies

 Number of relevant studies identified (n=169)

 Number of studies included (n=14)

 Completed in:
 America (n=8)
 Australia (n=4)
 England (n=1)
 Netherlands (n=1)

 Qualitative data collection methods:
 Focus groups (n=7)
 Interviews (n=7)



Participants

Country of 
residence

Reported Identity

America African
Filipino
Korean
Chinese

19, 32
25
23, 10, 4
4, 6, 23

European
Hispanic
Vietnamese

13
9
9

Australia Chinese
Greek
Italian
Macedonian

13, 37
10
9, 6, 17, 40
11

Portuguese 
Spanish
Vietnamese

5
25
6

England African 
Caribbean 6

Greek 
Cypriot 7

Netherlands Turkish
Moroccan

16
14

Surinamese
Creole 11



Participants

Country study 
completed

Ethnicities explored

America Korean (n=3)
African (n=1)
Chinese (n=1)
Chinese and Vietnamese (n=1)
Filipino and White Americans (n=1)
African, Chinese, Euro and Hispanic (n=1)

Australia Italian (n=1)
Chinese, Italian and Spanish (n=1)
Chinese, Greek, Italian, Vietnamese (n=1)
Italian, Macedonian, Portuguese (n=1)

England African Caribbean and Greek Cypriot (n=1)

Netherlands Turkish, Moroccan, Surinamese Creole (n=1)



Thematic analysis
 Six stages of Braun and Clarke (2006)

1. Familiar with the data
2. Initial codes
3. Broader themes
4. Review of themes with data
5. Essence of each theme
6. Conceptualising and labelling of themes

Three overarching themes
 A lack of information and knowledge 
 An emotional response
 The need to adapt and change, acculturation 



Theme 1
A lack of information and knowledge

- Lack of timely accessible information in a suitable format 
and language

- Lack of information provided to other family members 
rather than just the main care provider

- Lack of skills and knowledge for the caregiving role
- Lack of knowledge lead to misconceptions of dementia 
- Lack of knowledge of the healthcare system



Theme 2
An emotional response

- Stress and conflict 
- Rewarding and building inner strength
- Importance of spirituality  
- Overwhelmed 
- Family as a source of stress
- Negative impact of stigma



Theme 3

The need to adapt and change, acculturation

- Fulfilling filial piety negatively impacted seeking support
- Community familism values impacted on ability to access 

informal and formal services
- Need for culturally responsive services
- Need for culturally competent services



Discussion/Conclusion

 Limitations
 Lack of generalisability due to studies conducted 

predominantly in the USA and then Australia
 Studies included different communities, but reported 

generalised results, apart from one study

 Impact of acculturation
 Acculturation was defined in 1936 by Redfield et al. (p.136) as 

“change that occurs when individuals from different cultural 
backgrounds come into prolonged, continuous, first-hand 
contact with each other”

 The level of acculturation impacted on family members 
experiences of caring for relative with dementia



Implications
 There remains a need for:
 The provision of timely and appropriate information for ethnic 

minority family caregivers, including information on:
 Healthcare system and how to access care
 Social care system and how to access support
 Dementia
 Skills to care for someone with dementia

 The inclusion of resources to support family caregivers 
emotionally and culturally
 Health and social care professionals to address the emotional impact 

of caring for a family member with dementia
 Culturally competent health and social care professionals

 Specific to support acculturation
 Orientation to the new culture



Thank you

Email: 
jbrooke@brookes.ac.uk
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@DrJoBrooke
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