
Advancing Engagement of Black and African American Communities 

in Parkinson’s Research

• Black and African American people with Parkinson's disease (PD) 

face significant disparities in care, including delays in diagnosis and 

treatment, limited access to care, and historical exclusion from 

research.1,2  

• To address these challenges, the Parkinson’s Foundation 

Research Advocacy Training program, the Learning Institute, 

was tailored to engage, educate, and empower the Black community 

in Parkinson’s research. 

Background

Parkinson.org

• Guided by best practices in diversity, equity and inclusion (DEI) and 

patient engagement 3,4, the Parkinson’s Foundation built a coalition in 

2020 led by Black and African American people with Parkinson’s and 

their care partners. 

• Black and African American clinicians, social workers, nurses and 

researchers were invited to join the coalition as key partners to driving 

systemic change among organizations and communities.

The first goal of the coalition was to redesign and execute the 

Parkinson’s Foundation Learning Institute in a culturally responsive way 

for Black and African American communities and improve enrollment in 

PDGENEration: Mapping the Future of Parkinson’s Disease, our 

groundbreaking initiative offering genetic testing, counseling and return of 

results at no cost to people living with Parkinson’s. (See Figure 1)

Methodology

Conclusions: Looking Ahead

Results

The Parkinson’s Foundation Learning Institute was established in 2008 and has trained 
over 400 volunteers in research and patient engagement (research advocacy). We have 

created a national network of research advocates around the U.S. that are actively 
changing the face of Parkinson’s disease research.
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Figure 1: Redesign of the Parkinson’s Foundation 

Research Advocacy Training 

Quote from a participant

“Blessed my relationship with my wife, a light 

went on because she was able to talk to other 

individuals, things that I have been trying to 

tell her for so long.”

Results (continued)
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Pre Post

After attending the Learning Institute…. Moderate/Very

How prepared do you feel about getting 

involved in Parkinson’s advocacy?
79%

How much has your perspective 

changed regarding the role people with 

Parkinson's and care partners can play 

in the research process?

91%

How excited are you about the work 

you can do as a Research Advocate? 
83%

By the end of the Learning Institute, all eligible 

participants enrolled into PD GENEration.

Quote from a participant - “PD GENEration will be worth 

the try in order to achieve new medication to help 

Parkinson’s patients.”

• Engagement of the Black Parkinson's community as Research 

Advocates is important to advancing health equity. 

• Continued education and skill-building on research and patient 

engagement is needed as research advocates form 

partnerships with researchers and scientists developing 

treatments. 

• The Parkinson’s Foundation Learning Institute is a model to 

provide tailored training, shift perspectives, and generate 

excitement to help bridge the gaps in Parkinson's research 

and care.
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