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Background
• Around 25,000 people are living with dementia in
the UK who are from BAME communities
• This will rise to 173,000 by 2050 – due to
o Higher levels of risk factors
o Public health issues
o Patterns of migration
• No single BAME community!!
• Language, spiritual, cultural differences

Equality Act (2010)
• Created a “Public Sector Equality Duty” (PSED)
which requires equal treatment in access to
employment as well as private and public services,
regardless of age, disability, gender reassignment,
marriage or civil partnership, maternity or
pregnancy, race, religion or belief, sex and sexual
orientation. These are collectively known as
“protected characteristics”.

Different pattern of service use
o People from BAME communities are more likely to be cared for at
home and to use non-dementia VCSOs and local religious
institutions where staff and volunteers are not dementia-trained
̶ symptoms that are potentially treatable may be missed as they
are mistakenly attributed to dementia or to ageing.
̶ diagnosis is less likely to happen and may be at a more advanced
stage, often when there are severe impairments or in response to
a crisis
̶ less likely to have medication or other dementia-specific
interventions
̶ where ‘mainstream’ dementia-related services are used, then
more likely to have a negative evaluation
̶ Consequently, people with dementia from BAME communities
more likely to have a poorer quality of life and increased financial
and social hardship

Factors behind service uptake
The differences in service up-take arises from factors
operating at three levels:
• Community specific
• Service specific
• Wider context

Research questions
• Roughly 350 people from BAME communities
living with dementia in Bristol
• What experiences do people from AfricanCaribbean, Chinese and South Asian
communities in Bristol have?
o Of care provided by NHS, Alzheimer’s
Society, Council?
o Of other forms of care?
• What do they people make the decisions they
do about care?

How did we hear from people?
• Subitha Baghirathan – Research Associate
• 8 Focus Groups:
• with attendees of BME-led community groups,
• in their own venues,
• in-house interpreters supported when necessary

• 48 one-to-one interviews:
• older Sikh men at Gurdwara;
• family members providing care and support;
• leaders of BME-led groups

• Background meetings to access wider views
• Compares favourably with other similar projects
in UK

Emerging theory
• Ethnicity and inequalities intertwine with
identity and dementia to affect the takeup of mainstream services
o while people from BAME communities
recognise a need to be adequately
supported, they do not wish to be
diminished by this process
o this impacted on people from different
communities in different ways

Caribbean community
• ‘When people do have dementia, the family member
really has to put their foot down, to let someone in [to
provide care]. The person in dementia gets paranoid
about letting someone in … It’s an invasion’
• Previous experiences and concerns about mental health
system – ‘it’s about protecting ourselves’
• Standing out – being the only visible person in a service
populated by white people
o “They don’t want to talk about it, African-Caribbean
people …. They don’t want to stand out.”
o “You would talk more amongst people who know you
more”.
• Cultural needs such as language and food neglected

South Asian Communities
• “I don't think it is talked about. People are just
getting their head around mental health. I
don't think it has even occurred to people to
think this is an issue that we have got to deal
with. They are still coming to terms with the
taboo around mental health. Dementia will be
the next thing to tackle … From my experience,
people think it is just mental health or
forgetfulness or they put it down to old age.
They don't realise it's dementia.”

• Generally, a lack of knowledge about dementia as a
distinct health condition
o The word pagal might be used to describe
behaviours were similar to dementia - used in a
number of languages and can denote craziness or
madness
o Has connotations of stigma – sometimes can
suggest actions of evil spirits
o Need for more information.
• Making dementia visible was more acceptable if this
was done in settings they were familiar in, run by their
own community members

Chinese communities
• Expectation that families should care
for themselves – not doing so would
be shameful
• A Chinese woman, described how her
sons preferred that she should not
talk about her husband’s diagnosis of
dementia outside the family
• “because it was not appropriate and […
] people might look down on them”.

• Different linguistic terms are used to describe
dementia-like symptoms in Cantonese and
Mandarin - all had negative overtones.
o The Mandarin word ‘Chī-dāi’ (癡呆), the character
“chi” translates into English as “idiotic” or “silly”,
while the character “dai” means dull-witted.

• “I took her to see the GP and in front of me, she
did the Dementia Test. [...] So my job was there
to interpret […]...a lot of the questions are
English-orientated. [...] It didn't mean anything
in the Chinese language.”

• Also a sense of being excluded – of others
protecting themselves
• ‘We are conservative. We keep things to ourselves.
We are not quite open-minded.’
• ‘I’ll be honest with you, our friends … Some are
returned back to Hong Kong … they are older now.
They don’t drive. So we don’t have a lot of friends
visit now … We don’t visit other people very often
now. For some reason, people protect themselves
now … some people, they very protect themselves.
They don’t want to, you know, let other people know
where they live. It’s not easy to make friends. That
put me off … Even when I know them so many years,
they still don’t want to tell me where they live.’

Key recommendations
• Partnership is key: importance of NHS and community
organisations working together
• Raising awareness: clearer messages need to be
communicated in a range of ways about risk factors and
prevention amongst BME communities.
• Increasing awareness of GPs: further work is needed to
raise the awareness of GPs about the dementia risk and
needs of people from BME communities.
• Improving access to qualified, dementia-trained
interpreters: access to interpreting services across
different communities needs to be improved.
• Training for VCSO staff: as part of partnership working
that needs to be developed locally, training on dementia
specific activities should be provided to BME led VCSOs

The end product
• A report plus Supplementary materials
• A film funded by Bristol Ageing Better http://www.bristolhealthpartners.org.uk/healthintegration-teams/dementia-hit/research/
• An up-to-date collection of resources and local Directory for
service providers
• Only meaningful if this leads to change – local steering group to
implement recommendations
• More research
o An enhanced dementia pathway for people from South Asian
communities
o Stroke and people from African-Caribbean backgrounds

Slow evolution of services
• Some (albeit) very slow progress
• The All-Party Parliamentary Group on
Dementia (2013)
• Dementia Alliance for Culture and Ethnicity
- https://www.demace.com/
• European Database of resources (2019)
https://www.alzheimereurope.org/Ethics/Database-of-initiativesfor-intercultural-care-and-support
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