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Why I started doing PPIE as a lab scientist

Most biological samples and 
datasets used in GLOBAL 

research come from people of 
European ancestry!

14 years, 4 countries, 5 labs

This creates huge 
knowledge gaps and 

health inequities.

22% higher 
incidence among 
Black people vs 

White population

7-fold increase in 
Black, Asian and 

minority ethnic groups  
2010 -  2050

Dementia is the 
leading cause of 
death in the UK 

Black heritage communities are poorly represented in dementia research...



Why I started doing PPIE as a lab scientist

Research
Black Heritage 
Communities

How can I 
bridge this gap?



Mindful Conversations:
Black Communities Talk Dementia and Brain Health

Workshop Series on:
• Raising dementia awareness
• Promoting brain health and risk reduction
• Understanding the Black community 

perspective on dementia & brain health
• Getting involved in research

Target Audience
• Black African, Caribbean or Mixed Black 
• Aged 40+
• Based in London



Key Elements of Meaningful PPIE

Understand Your Audience

Support & Partnerships

CommunicationLogistics

Compensation Evaluation & Feedback



Understand Your Audience

Start with relationships, not recruitment.
Who are you trying to reach?
Age, culture, language, location
Existing community structures

UK DRI Volunteer
Lambeth Country Show

2025

Dementia Consultant
Miss Myrtle’s Garden
Bush Theatre 2025

Lead and Facilitator
Black Community Conversation 
on Dementia, Bush Theatre 2025

Invited Speaker
Hillview Men's Health and 
Wellbeing Conference
2025

Consultant and Co-Facilitator
Alzheimer’s Research UK
Dementia Community Champions
2026



What is your 
positionality?

Understand Your Audience



Understand Your Audience

Focus Group

UCL East Community 
Seed Fund





Lay Dementia Science Talk Breakout Group Discussions

Community Lunch Art Activity



Focus Group Caring for Body & Brain 

Staying Sharp Staying Connected
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Lived Experience Workshop Community Reunion & Social
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Practical Considerations

Communication
Mailing list

Word of mouth
WhatsApp groups
Community radio

Social media

Logistics
Transport

Timing
Accessibility

Venue familiarity

Compensation
Payment for time

Travel reimbursement
Vouchers

Transparent budgeting



Evaluation & Feedback
Did participants feel heard?

What changed because of their input?
Participant acknowledgement

During the Workshop (In-Person) After the Workshop (Online)



Support & Partnerships

Charities, Funders, Universities, 
Community Organisations, 
Faith Organisations, Patient 

Advocates, etc.

g

Funder
Focus Group

Funder
Workshop 1-4

Recruitment 
& Outreach

Initiatives Working For 
and With The Community



• Start small and build momentum. 

• Building relationships and trust takes time.

• Be transparent about expectations and outcomes.

• Recognise  and value lived experience.

• Think long- term, not just project -by-project.

Extra 
Tips



What’s Next?

Workshop Reports

Full Reports 
Workshop 1-4

Community Exhibition Mindful Conversations
Website
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PPIE is not a tick - box.
It is a relationship.

Dr Nathasia Mudiwa Muwanigwa

n.muwanigwa@ucl.ac.uk

Connect with me on LinkedIn! 


