HOW COMMUNITY INPUT DRIVES CYSTIC FIBROSIS RESEARCH

Representation — hearing from diverse perspectives and communities - is critical to advancing
CF research and care. In addition to participating in a clinical study, you can take an active role in
shaping CF research by sharing your unique experiences and opinions.

RESEARCH TIMELINE COMMUNITY IMPACT
DRIVE PRIORITIES
Prioritizing Help ensure that research reflects the most urgent needs
topics and interests of the CF community.

How it gets done: Prioritization surveys, workshops, committees

INFORM DECISION-MAKING

Assess how valuable different research
activities will be for people living with CF.
How it gets done: Working groups, committees

Planning
and design
of studies
INFORM FUNDING DECISIONS
Review research proposals to provide feedback on
community interest and potential barriers to success.
How it gets done: Grant reviews
Research
project PARTNER ON STUDY DESIGN
begins Help researchers design studies that are more realistic,
more impactful, and less burdensome.
How it gets done: Advisory boards, design days, focus groups, surveys
MONITOR SAFETY
Help monitor safety and protections for those
Results of who participate in studies.
research How it gets done: Data safety monitoring committees
SHARE RESEARCH RESULTS
STRONGER CF RESEARCH AND Help turn research into progress by co-developing care
guidelines, reviewing educational materials, and more.
BETTER OUTCOMES FOR How it gets done: Committees, focus groups, surveys
EVERYONE WITH CF

JOIN COMMUNITY VOICE! COMMUNITY a
Your voice can make a difference. \ p——
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