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Why is PPIE important for (dementia) research?

« Accountability to the funders (taxpayers, people who give to charity etc) and

Participants/donors
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Why is PPIE important for (dementia) research?

« Shaping the focus of research
« Ensuring best research design for participants
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Why is PPIE important for (dementia) research?

« Ensuring impacts of research will work for everyone affected
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Why is PPIE important for (dementia) research?

 Encourage TRUST in science (and
future research funding)

Percentage of children vaccinated against
measles by their fifth birthday
First and second dose, England, 2017-18
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“l don’t think Science knows actually”
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The value of people with lived experience in fundamental research

* Helping scientists — shaping ideas, lay abstracts,
communication skills, inspiration

* Helping people with lived experience — engagement is
good for the brain!

* Providing hope for the future
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Wider engagement with the public
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Practical tips for organising PPIE events in a fundamental lab

Jane Tulloch, Lab Manager, Spires-Jones Lab
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Practical tips for organising PPIE events in a fundamental lab

1. Build trust before getting down to business
2. Make involvement accessible

3. Don't assume what someone can or cannot do. ‘If you meet one person with
dementia, you meet one person with dementia”

4. Be clear about expectations and purpose
5. Consider supporters/carers

6. Make meetings inclusive

7. Build in flexibility .
AR S
8. Enjoy!
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