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• The number of people with dementia in Europe with a migration background is 
increasing (Nielsen et al. 2011, Diaz, Kumar and Engedal 2015, Monsees, 
Schmachtenberg & Thyrian in press) 

• Relatively low uptake of dementia care and support by people from minority ethnic 
groups. 

• “Person-centred care” is not possible without cultural awareness,                                        
sensitivity and competence. 

• Legal and moral obligation to ensure equity in the provision of                                  
support and care.

Why this topic is important



Minority ethnic groups: Covering people who share a common cultural identity, which 
differs from that of the majority ethnic group, regardless of whether they have direct 
personal experience of migration

Three different aspects of culture: 

• The internal, subjective or psychological representation of culture, including 
thinking, feeling, knowledge, values, attitudes, and beliefs

• The behavioural dimension, including the ways to relate with others, ways of 
behaving in different contexts and circumstances, festivities and meeting, patterns 
of associations etc.

• Cultural elements: the physical elements characteristic of that human group such as 
symbolic elements, clothes, ornaments, houses, instruments, etc.  (Ardila 2015)

Terminology



Interculturalism:

“is essentially about how we interact, understand and respect

each other. It is about ensuring that the cultural diversity of a

population is acknowledged and catered for; so that minority

ethnic groups are included by design and planning not as an

add-on or afterthought. An intercultural approach recognises

and encourages people’s freedom to keep their identities

alive, supporting all cultures to flourish together and share

their heritage. It sees difference as something positive that

can enrich society and recognises racism as an issue that

needs to be tackled in order to create a more inclusive

society” (Age Action for all older people, 2015)



Alzheimer Europe’s recent work on
intercultural care are support
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Terminology and language use in relation to dementia 
(Lawrence et al. 2011, Mohammed 2017, Uppal and Bonas 2014, Sagbakken,

Spilker and Ingebretsen 2018)

Dementia perceived as: 

a natural part of ageing

a test or punishment from God or caused by spirits

the result of poor care or neglect

a hereditary mental disorder

a condition that does not exist in a person’s country of 

origin (or that of their ancestors)

Raising awareness about dementia
and promoting help seeking



Reflecting on how best to reach people from minority ethnic 

groups to inform them about dementia

• Be proactive and build up trust: “hard to reach” must not 

become “easy to avoid” (Rauf 2011)

• Avoid approaches that are culturally biased

• Reach out (through roadshows, in community centres and 

places of worship, through community radio stations, 

sheltered housing and day care centres)

• Have dedicated staff to provide information to people from                       

specific ethnic communities

Communicating about dementia
and promoting help seeking



Considering broader, structural 
factors

• Language, literacy, health literacy and levels of education 

• Political, historical, economic and social factors 

• Prejudice and discrimination 

• Intersection of various factors  



Assessment, diagnosis and 
treatment

• Diagnosis of people with a migration background remains 

problematic (Beattie et al. 2005, Nielsen at al. 2011a and 2011c)

• Some medical conditions are more common in certain groups 

and increase the risk of dementia (Nielsen et al. 2011, Bhattacharyya 

and Benbow 2013, Uysal-Bozkir et al. 2016, Livingston et al. 2017)

• Inadequate referral, sub-standard diagnostic workup and no 

specification of type of dementia (Olafsdóttir et al. 2001, Diaz, Kumar 

and Engedal 2015, Nielsen et al. 2011 and 2015)

• Dementia is still very much a clinical diagnosis 

• Lack of culturally sensitive assessment and diagnostic tools



Language, learning and literacy

Not used to being tested, not familiar with writing or using 

computers, difficulties with reading, writing and following 

instructions, not being familiar with issues covered in tests, 

lacking certain “facts”, not seeing the point or importance of 

answering etc. 

The use of interpreters

• People should be assessed in their best/preferred language 

• Shortage of professionally trained interpreters 

• Use of relatives can be  problematic 

• Volunteers need to be properly trained and supported

• Important for everyone to understand the role of interpreters 



Support and care 

• Person-centred care and support

– consideration of the different cultural or linguistic backgrounds and needs of people with 

dementia 

– opportunity to practice religion

– provision of culturally appropriate food

– maintenance of cultural traditions and customs

– access to staff who communicate in a person’s preferred language

– focus on relationships, families and the community

– giving people a sense of security, increased well-being and a                                         

sense of feeling ‘at home’ (SBHW 2010:21)

• Mainstream or dedicated services 



Low uptake of services

• Lack of trust in the healthcare system

• Stigma

• Services considered inappropriate

• Perceived responsibility, tradition, religious, cultural and gendered roles 

• Pride, honour and shame

• Financial issues

• Belief that a person can be better cared for at home
(Mohammed 2017, Shah 2007, APPGD 2013, Kenning et al. 2017, Nielsen 
et al. 2020)



Professional and informal carers:
issues and challenges

• Lack of cultural awareness and training

• Ethical dilemmas and structural constraints

• Stigma, prejudice and discrimination against professional carers

• Acculturation and being caught between demands and expectations of
different cultures

• Vulnerability of and lack of proper protection and support for
live-in carers

• Parallel care responsibilities of live-in and some migrant
carers in home and host country



Key messages

• Cultural awareness, sensitivity and competence cannot                                        
be learnt solely from a book 

• Need to bear in mind inter and intragroup differences but to avoid over-
emphasising difference and stereotyping 

• People from all ethnic groups have a lot in common

• Every person with dementia is unique



Reaching out to policy makers

People with dementia from minority ethnic groups 
encounter barriers at individual, societal and structural 
levels.

Governments and policy makers have a moral and legal 
obligation to ensure equity in the provision of dementia 
care and services.

Recommendations are needed at different levels, bearing 
in mind the need to work within but challenge existing 
structures.



Recommendations for policy
makers

• Make a commitment to and invest in intercultural care and support, 
thereby contributing towards 

• A healthier population (mental, physical and social health)

• The creation of jobs

• The retention of informal carers in the workforce 

• Avoiding the cost of managing crises 

• Avoiding premature institutionalisation

• Formally enshrine such commitment in                                                      
relevant policy documents
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