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Introduc7on
In 2008 the Parkinson’s Disease Founda7on (PDF)
held the ﬁrst Parkinson’s Advocates in Research
(PAIR) Learning Ins7tute. This innova7ve program
builds partnerships between people with
Parkinson’s disease (PD), care partners and
research teams to ensure research incorporates
the needs and priori7es of the PD community. The
PAIR program has improved the community's
understanding of research advocacy and has
trained 280 PDF Research Advocates (people with
PD and care partners) in how to work
collabora7vely in the clinical research process,
develop best prac7ces for pa7ent engagement
and work with academia, government and
industry to ensure the exper7se and perspec7ve
of people touched by Parkinson’s is incorporated
into research decision making.

Results
How PDF Research Advocates are
Driving Research and Drug Development

1

Develop the Study Concept

• Discuss with researchers what research is
important to the Parkinson’s community
• Develop study concept and work as a coinvestigator with a movement disorder specialist

2

Secure Funding

• Assist in grant writing at local research center
• Serve as a grant reviewer with PD
• Become a grant reviewer with the Patient Centered
Outcomes Research Institute

3

Prepare the Study Protocol

• Provide input on study design such as
barriers to participation or study endpoints
• Join an Institutional Review Board

4

Create Study Procedure

• Help finalize eligibility criteria within the
study protocol
• Assist in creating the informed consent form

5

Implement the Study

• Advise and assist with study recruitment
• Serve as a peer advocate during the
informed consent process

6

Monitor the Study

• Join a Data Safety Monitoring Board
• Provide recommendations for revising study
protocol if changes need to be made

7

Analyze Data and Interpret Results
• Provide feedback on how the PDF community
will view study results

Methods
The PAIR Learning Ins7tute trains people with PD
and care partners at the three-day PAIR Learning
Ins7tute. PDF staﬀ mentor and consult research
teams on collabora7on by providing tools,
resources, addi7onal training and best prac7ces.
The PDF PAIR Leadership Awards provide funding
for collabora7on between researchers and PDF
Research Advocates on studies that focus on
unmet needs or barriers to moving research
forward.

8

Disseminate Study Information

• Write newsletter articles or blog about results
• Co-present results at a conference or support group
• Work with research team to ensure study
participants get feedback from study

9

FDA Review and Approval

• Apply to be a consumer representative to a US Food
and Drug Administration (FDA) Advisory Committee
• Attend FDA hearings and provide comment

10

Post Approval Studies

• Advocate for continued tracking of drugs,
devices and therapies
• Work with researchers to integrate patient
centered outcomes in research
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A Parkinson’s Advocates in Research (PAIR) infographic that has been
repurposed and disseminated na7onally and interna7onally by such
organiza7ons as the Clinical Trials Transforma7on Ini7a7ve.

Improve the community understanding of research
advocacy –
• PDF recently held it’s 10th Parkinson’s Advocates in
Research Learning Ins7tute in which 96 percent of
aWendees reported the Learning Ins7tute changed the
understanding of research advocacy either
“moderately” or “very much.”
Increase the likelihood of collabora9on between
researchers and PDF Research Advocates –
• PDF partnered with UCB, Inc. on the crea7on of their
corporate framework for partnering pa7ent
organiza7ons.
• PDF Research Advocate interac7ons at the Community
Choice Research Award mee7ngs on dystonia, fa7gue
and cogni7on, led 78 percent of researchers to say
they were more likely to include pa7ents in scien7ﬁc
conversa7ons.
• The collabora7on between a PDF Research Advocate
and researcher, with the assistance of a PDF
Leadership Award, laid the groundwork for a $1.9
million grant on pallia7ve care research from the
Pa7ent Centered Outcomes Research Ins7tute
(PCORI).
Align research with community needs and priori9es –
• PCORI awarded a PDF Research Advocate $90,000 to
create a compara7ve eﬀec7veness research network
in Wyoming, a state which currently does not
par7cipate in PD research.

Conclusions
PDF has a proven track record in leading a cu8ng edge pa7ent engagement in research program (PAIR). Through the PAIR program, PDF has improved the community’s understanding of
research advocacy, increased the likelihood of researchers collabora7ng with pa7ents in their work and aligned research with community needs and priori7es.
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