A Co-designed, Culturally Tailored Community Engagement To Improve Dementia Awareness
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* Higher dementia risk among British South Asian communities compared with White

SE[ NGO British populations. CCC Toolkit
* Earlier age of diagnosis, highlighting the need for timely detection and intervention. 1.Animated Videos — Covering “What is Dementia?”, “Diagnosing Dementia,” and “Keeping Your Brain
* Ethnicity accounts for 9.7% of tit‘e population-attributable dementia risk. Healthy,” available in Hindi, Bangla, Mandarin, and English, with on-site translations into Punjabi and
_ Dementia is often perceived as a normal part of ageing. Cultural stigma and family Urdu. Co-produced with community partners & ARUK Inspire Fund (2022)
SSUREEIEIEN  concealment delay help-seeking. Language barriers and limited health literacy reduce 2 Culturally Adapted Facilitator Scripts - Using familiar metaphors, such as the South Asian kitchen, to explain dementia and brain
awareness. Mistrust of healthcare services hinders engagement with diagnosis and care. health

- . . N _ _ J.Hands-0n Activities - Experiential demonstrations (e.g.. paneer-making) to reinforce key concepts in a practical, memaorable way.
Delayed, crisis-stage diagnosis and reduced opportunities for early intervention. Low

SOEEFENEEN  (ntake of dementia support services. Conventional awareness campaigns often fail to
reach these communities. Existing resources lack cultural and linguistic accessibility.

As Alzheimer's progresses, the head chef... Healthy Severe
Brain Alzheimer’s

Memory fades — Forgets what's on the stove or whether spices

Our Solution: Connect Culture with Care (CCC) Education Toolkit

Planning weakens — Organising meals or managing time becomes
confusing

X Words disappear — Familiar words slip away; sentences come out
mixed

Frailty increases — Hands tremble, lifting feels heavy, balance
becomes uncertain
' R T T N *SY R B ! (03 Emotions & moods shift — Once calm, the chef becomes

E2Y ' frustrated, anxious, or withdrawn

z

Proven Methodology: Utilizes participatory engagement methods previously validated

' with British Pakistani and British Bangladeshi communities (focusing on genetics,
~ CCC tool kit diabetes, and pharmacogenomics).
72 background Award-Winning: Recognized via the QMUL Research Support Award 2023 for
community engagement in the Genes and Health project.
18 Srene s et Democratizing Knowledge: Replaces standard translated resources with culturally
Facilitators | ualaeet Engal;erlr(:ent Mosque resonant analogies, hands-on learning, multilingual support, and facilitated peer
(0 EVents dialogue.

Gurdwara

Who Did We Reach? . ) Cross-Strand Synthesis Implementation Findings
Knowledge Change & Stigma Reduction

Where the two delivery contexts converge and diverge Train-the-Trainer model and the role of trusted settings
Strand 1 participant demographics (n=260, faith-based events)
O O O Research Questions 1 &2 — f|nd|ngs across both strands CONVERGENT FINDINGS — consistent across faith-based events (n=260) and TTT pilot (n=44) TTT Model — What Enabled Success Trusted Settings Effect
Age Distribution (%) Both faith venues & community orgs
Post-Session Comfort Discussing Dementia — : . . enabled open discussion
v Paneer Demonstration: most effective component in both strands i - :
0 O ' 0 Strand 2 (%) 8 7 O / ’ «  Free training removed financial barriers for . lt;lon.-chnlcal environment reduced stigma
arriers
0 v Trusted community settings: enabling condition for open engagement voluntger§ : Social familiarity lowered threshold for
Under 40 15 Score 1 h +  Organisational reimbursement : y
naer , ‘ , , , : acknowledged community contribution engagemen
(Uncomfortable) ¥ scored 4 or 5 — comfortable discussing dementia v Niagusl dallvery: essental, ROl ppemaciary «  Certificates validated facilitator involvement Gaps Identified
v High overall satisfaction and comfort post-session  ohaleepe groLip Sustained peer supRort ¢ S!QDPOS“W: facilitatorsf uncertain on
Score2 |0 between sessions clinical follow-on questions
f?crigt; handbook gave structure with Language: Gujarati and Tamil materials
= . . ape ibi ty
040-5 rs 0 Post-Session Dementia Definition — Strand 2 o ; . requested
40-59 yea 26 0O S ) 9 Strand 1 adds Strand 2 adds . .LS\.//C'are City bgglflng provided Printed physical takeaways preferred over
core o institutional credibility digital links
i, Definition Breqt_ith: 300+ (each - Demographic range - Real-time Depth: faci_litatorexpefignce : signposting gaps TTT . Session information density felt dense for
multilingual delivery at scale enablers - implementation iearing some older adults
Score 4 _ 52 Brain illness affecting memory & thinking 68.2%
60+ years 59 _
Score 5 I Only affects memory (misconception) 22.7%
Y o (Very comfortable)
: in : : I ' : ' ‘ Normal part of ageing (misconception) 9.1%
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O O O Culturally tailored, community-led dementia education can
What Particinants Valued Most Take Home reduce stigma, improve dementia literacy, and promote earlier
dt Farticipants valued Vos What Worked Best?

Message engagement with dementia care among British South Asian
b e el Tooktcomponentengagement aros bt sands communities. The Connect Culture with Care (CCC) Education

~32% : , ""The paneer activity made it very clear how memory is affected." o o o
_ et ey it Toolkit provides a scalable model to support more equitable
82 78 65 60 dementia care.

Paneer Demo - Strand 1

mentions mentions mentions mentions ""The facilitator explained in a way | could relate to my culture.™
Communication & Engaging Delivery Increased Awareness Brain & Mental
Social Connection & Experience & Understanding Health Knowledge
Participants valued dialogue, Multimodal, multilingual format Improved knowledge of Broader gains in cognitive health . - - Head Chef Script - Strand 1
shared stories, and peer — videos, script, and hands-on dementia signs and better beyond dementia specifically — B Paneer Demonstration M Facilitator Discussion
connection as much as the activity — created an interactive, equipped to discuss with family; value extends beyond a single Animated Videos
educational content itself enjoyable session awareness of early diagnosis condition

""The Punjabi translation helped me understand better."

Paneer Demonstration rated most effective in BOTHgalivery strands - experiential, embodied, culturally resonant

Animated Videos - Strand 1 f.durrani@qmul.ac.uk



