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Our Mission & Model
The Michael J. Fox Foundation is dedicated to finding a cure for Parkinson’s 
disease through an aggressively funded research agenda and to ensuring the 
development of improved therapies for those living with Parkinson’s today. 

• Founded in 2000 by Michael J. Fox
• Funded more than $2 billion in Parkinson’s research around the globe
• Supported more than 3,200 projects by academics, biotech and pharma
• 88 cents of every dollar raised goes directly to research
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PresentationName

MJFF Legislative Priorities
+ National Plan to End PD
+ PD Research Funding
+ PPMI
+ Caregiving/Long Term Care
+ Access to Care
+ Environmental Risk Factors

+ PPMI/State Research Funding
+ Neurodegenerative Disease 

Advisory Councils (NDACs)
+ Registries
+ Access to Care

FEDERAL STATE

ADVOCACY

+ Grassroots
+ Grasstops
+ Relationship Building
+ Outreach

Works with Congress and 
relevant Federal agencies to 

advance PD research, increase 
funding & improve well-being 

of PD Community

Supports Policy work by 
working directly with PD 

advocates, recruiting, training 
and connecting to advocacy 
opps at Fed and State levels

Works with State legislatures 
and agencies to support 

PD funding and research to 
directly impact the PD 

Community



Federal Priorities: Advancing 
Policies on Capitol Hill & 
Federal Agencies
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• National Plan to End Parkinson’s Act (H.R.2365/S.1064) is the 
first federal legislation solely dedicated to diagnosing, treating, 
preventing and curing Parkinson’s.

• Modeled after National Alzheimer’s Project Act, this no-cost, 
bipartisan legislation would establish an advisory council 
tasked with creating and implementing a national plan to end 
Parkinson’s.

• Council would regularly report progress to Congress.

• Comprised of federal agencies, people living with Parkinson’s, 
care partners, researchers, clinicians and other experts.

National Plan to End Parkinson's Act
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• House passed National Plan in December 2023, now 
awaits Senate vote

• Nearly 1,000 advocates held more than 400 meetings 
with Congressional offices

• More than 200 members of Congress have 
cosponsored National Plan

• TELL THE SENATE: Advance the bill and urge 
Senate HELP committee consideration and/or 
unanimous consent!

National Plan Update
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PPMI: The Study That’s Changing Everything

Funding Parkinson’s Research

PPMI has studied thousands of people across the globe. Over 40,000 volunteers share data with PPMI 
through its online platform, and more than 2,500 participants have tests and share biological samples at 
each of the 50 participating medical centers in 12 countries.

PPMI has assembled the world’s most robust repository of Parkinson’s data and biological samples, 
which it shares with scientists to speed breakthroughs. The dataset has been downloaded by researchers 
over 17 million times.

In 2023, PPMI scientists validated a biological test for Parkinson’s with an astonishing 93 percent 
accuracy. For the first time, the test can objectively and reliably detect abnormal alpha-synuclein proteins 
—  a hallmark of Parkinson’s disease — in a living body. This discovery, which comes in the form of a 
spinal fluid test, is one of the most prominent breakthroughs in brain disease research of the past 
decade.
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Federal Funding for Parkinson's

The Department of Defense’s 
Parkinson’s Research Program, one 
of the only government-funded 
programs dedicated to Parkinson’s

The Centers for Disease Control 
and Prevention’s National 
Neurological Conditions 
Surveillance System tracks 
epidemiology of Parkinson’s in U.S. 
to better understand & ID patterns

The Department of Veterans 
Affairs’ Parkinson’s Disease 
Research, Education, and Clinical 
Centers serve veterans with 
Parkinson’s through education, 
research & clinical care



State Priorities: 
Advocating in the States
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• Five states passed legislation to create 
Parkinson's research registries (MD, MO, NE, NV, 
OH)

• Over a dozen state legislatures introduced 
legislation to expand health care coverage for 
biomarker testing

• Nearly a dozen states introduced bills to extend 
protections against discrimination based on 
genetic test results

2023 State Wins
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Funding Parkinson's Research

Creating Parkinson's Research Registries

Increasing Access to Biomarker Testing

Expanding Genetic Testing Protections

Access to Care

Environmental Transparency

2024 State Priorities



• Send Letters
• Call lawmakers
• Attend Meetings
• Media (op-eds, LTEs, blogs)
• Social Media
• Videos

Storytelling

• Log relationships
• Attend Townhalls
• Testify at Hearings
• Invite lawmakers to support groups/boxing classes

Relationship 
Building

• Action Alerts
• Info Emails
• Surveys, PetitionsDigital 

Advocacy

What Can You Do?
KEY RESULTS
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Advocacy Resources
• Action Center

o Fed Policy 1 pagers

o State Policy 1 pagers

o Action Alerts

• Tools & Resources
o Elevator Pitch Worksheet

o Advocacy 101

• Relationship & Interaction Logger
• Advocate Training Sessions
• Upcoming Events
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Ways to Get Involved: Join Us
Public Policy: Advocate for 
Parkinson’s Policies at 
michaeljfox.org/advocacy

Buddy Network: Connect with new 
friends, share tips and build 
relationships at 
parkinsonsbuddynetwork.org

Team Fox: Join grassroots 
fundraising efforts at teamfox.org

Participate in a Clinical Trial: Find the 
right trial for you at 
michaeljfox.org/join-study
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Ways to Get Involved: Learn More
Webinars: Join free, live panel 
discussions monthly and on-
demand at 
michaeljfox.org/webinars

Podcasts: Hear from scientists, 
doctors and people with Parkinson’s 
at michaeljfox.org/podcasts

Ask the MD: A movement disorder 
specialist discusses Parkinson's 
research and care through blogs and 
videos at michaeljfox.org/ask-md



The Michael J. Fox Foundation for Parkinson’s Research

Policy@michaeljfox.org

Questions, consultations & inquiries:



michaeljfox.org       /michaeljfoxfoundation           @michaeljfoxorg

Thank you


