Minority Ethnic
Communities
and Dementia
learning event
Summary and Evaluation

On Wednesday 9th December 2020, the Life Changes Trust hosted the
online learning event ‘Dementia: A Whole Life Approach – Minority
Ethnic Communities and Dementia’.
The purpose of this webinar was to examine the impact of funding provided
by the Life Changes Trust to projects across Scotland which support people
with dementia and the unpaid carers of people with dementia from different
minority ethnic communities. We looked at how the approach and work of
each project has benefitted people with dementia and their unpaid carers
from minority ethnic communities, and shared the learning that has emerged
through our independent evaluation.
The webinar was also a platform to launch the Evaluation of Dementia
Projects for Minority Ethnic Communities report, carried out by Blake
Stevenson.
This document is a brief summary of the event, which we hope will provide
additional opportunities to share learning on key areas of this work.

Summary of the event

Programme
The webinar was chaired by Arlene Crockett who opened the event with an
overview of the work funded by the Trust in minority ethnic communities, our
influencing approach and some of the areas that this learning will impact.
With all of our projects, once we have issued funding, we also commission an
evaluation, and our Minority Ethnic Communities and Dementia funding was no
exception. Blake Stevenson was commissioned to carry out this work, and their
report looks at the approach of each of the four Trust funded projects, where
they faced barriers in supporting their local communities and how – and if –
these barriers were overcome.
Onyema Ibe, Director of Blake Stevenson presented the key findings of the
evaluation and shared some recommendations for improving the experience of
people living with dementia and carers from ethnic minority communities when
they are looking for support.
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Among our speakers was Amy Gill, who is the dementia link worker at the
REACH Community Health project. REACH works with individuals and
families from South Asian Communities living with dementia in south Glasgow,
primarily people from the Pakistani, Indian and Bangladeshi communities.
Amy talked about some of the families she met as dementia link worker. She
also interviewed a carer she has worked with – Bushera – who looks after her
husband Mo, who has dementia. Amy and Bushera conversed in Urdu and
Punjabi, and spoke of the challenges Bushera faced in caring for her husband,
and accessing appropriate support. At their request, the families names were
changed, and in the interview, Amy role played the interview with one of her
volunteers, Mandeep, who speaks the words of Bushera.
During the webinar we also heard from MECOPP, who provide dementia support
services to the Chinese community in the NHS Lothian Health Board area.
‘Chi Sin Chi Mei’ is a two-year Chinese dementia support project which aims
to increase the community’s knowledge and understanding of the condition.
Suzanne Chong, who is the project worker, also provides information, advice
and support to people who are in the process of being diagnosed or who have
a pre-existing condition and their carers. For the webinar, Suzanne interviewed
Mrs Fung, who cares for her husband who has a diagnosis of dementia. They
too spoke of the challenges that Mrs Fung had faced in getting support
for herself and her husband, and how MECOPP had been a crucial lifeline.
Suzanne’s interview with Mrs Fung was conducted on the telephone, as the
family requested not to be visually identified. As Mrs Fung speaks Cantonese
predominantly, the interview was carried out in Cantonese. The webinar showed
a recording of their telephone conversation, in Cantonese, with English subtitles.
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Key points from the breakout rooms
During the break out room sessions, delegates discussed two themes. The key
points were then fed back to the delegates in the plenary session.

What are the best ways to continue to improve awareness and
understanding of dementia, and the support services available,
amongst minority ethnic communities?
 Recognise that caring traditionally takes place within families, and that there
is shame around not being able to cope. Because of perceived stigma within
communities, there is also less interaction with services, with language
barriers also contributing to a lack of communication.
 Hold more events like this one – there is great value in sharing with others.
Events like this, even while speakers remain anonymous, help reduce stigma
(this is important for those people living in communities where stigma is
deeply rooted).
 Encourage two-way sharing of knowledge, experience and insight, with
specialist dementia services and organisations sharing resources and working
alongside projects operating across different minority ethnic communities.
Improve awareness of dementia amongst workers – hold dementia awareness
sessions for staff who deliver groups and services to people with dementia and
unpaid carers in different minority ethnic communities.
 Activities and services need to be culturally appropriate – use a hook which is
meaningful for a specific culture to encourage people to attend, for example
Bollywood music. Music is important – songs people learn as children tend to
remain strong in people’s memories.
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What are ways that communities, decision makers and service
providers can work in partnership to design plans, services
and ways of working so that they are culturally sensitive and
appropriate?
 Build trust and relationships: care centres and minority ethnic communities
need to work together to address the issue of a lack of workers who speak
relevant languages. Post-diagnostic support is fine but it would be better if it
were provided by someone who speaks the person’s language.
 Self-directed support: people need to access SDS to enable them to have the
type of support they feel most comfortable with. For example, someone may
not be comfortable in a day centre environment and SDS can enable them to
hire a support worker to do activities with them that they do enjoy and which
are culturally appropriate.
 Organisations need to provide more detailed referral information to build
appropriate packages of support e.g. language and dietary requirements.
 Create a centralised resource/hub or make the most of what is already
established. Use these networks to disseminate project resources and share
the evaluation learning.
 Work is needed to ensure the mainstream is representative of the diversity
present in the Scottish population
 Professionals at a senior level need to consider how they can better engage
with communities and how they can provide more inclusive services. The NHS
provides an equalities and diversity module for all social care workers but
race, religion etc. are all bundled together. Instead, make them all separate
modules.
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After the discussion session, a Q&A panel representing three of the Life Changes
Trust funded projects and the evaluators answered questions from the delegates
and spoke about how to take this learning further and effect change.

“It really is time now that mainstream and
statutory services stepped up, because we
have been talking about these [barriers and
challenges] for a long time. It’s time to take
some action.”
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Key Messages
There were some key messages from the evaluation evidence that should be
considered by stakeholders as we move forward to make change happen from
this learning.
 There is still a great deal of stigma within communities – we need to keep
trying to break down those barriers and identify how to do so.
 Language barriers – there needs to be more community engagement in
having translators who also have dementia training.
 Community and family role is key – getting everyone on board.
 Important to engage Minority Ethnic Community Leaders – engage with
expertise already existing in communities and use the right cultural
approach.
 Go to where communities gather with openness and respect (Community
Leaders will play a key role).
 GPs need to be on board with access to a broad range of cultural
information and translators if needed.
 There is no one-size-fits-all approach for Minority Ethnic Communities –
each community is unique and each should be treated with respect and on
their own terms.
 We need to place value on cultural connections and values in
communities no matter their size.
 Accessible and appropriate information about what dementia is and how
to manage it – individually and within communities.
Read more about our Minority Ethnic Communities funding and watch the
webinar here.
Download the Evaluation Report here.
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Getting in touch
If you have any queries or wish to share your
views and ideas, you can contact the Life
Changes Trust in a number of ways:
Phone:

0141 212 9600

Email:

enquiries@lifechangestrust.org.uk

Website:

www.lifechangestrust.org.uk

