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February 2023: Engagement in Research on Dementia
This document provides a presentation summary on the experience of people with lived experience of
dementia and their engagement with a National Research Consortium.

Key Presentation Points

What did we discuss?
e Commitment: The annual commitment of EPLED members is participation in video/tele-conferences.
During these events, CCNA researchers ask EPLED members to engage on key activities including:
o Provide input on research questions and study design
o Review of study documents
o Interpret and contextualize results
o Knowledge translation and dissemination
e Providing support: EPLED members are provided with opportunities for orientation and training on
health research and compensated for their time and related travel expenses.

¢ Building relationships and flexibility with EPLED members and research teams has been critical:
Engagement has involved acknowledging power imbalances within the different roles.

e There can be differing expectations and priorities of researchers and patient partners: Researchers work
on timelines in years, and milestones in grants and publications whereas patient partners want change. It
is important to recognize people are the reason the research is taking place and they are not just study
subjects.

Relevant Resources on Patient Engagement in Research
e EPLED website: A website with engagement tools, resources, and information related to the
engagement of people with lived experience of dementia.
o Reflections: A commentary with reflections and learnings from the first year of the EPLED program.
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