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Agenda
• Introduction: Lou Mazawey, Board Member, the 

Foundation for Peripheral Neuropathy (FPN)
• Peripheral Neuropathy in the PRMRP
• How Advocacy Works
• Role of NIH
• Status of FY25 Appropriations
• Example of Individual Advocacy (Ron Lissak, 

FPN Board President)
• FY26 Request
• Q & A



Introduction

Lou Mazawey
Past Board 
President, Board of 
Directors
the Foundation for 
Peripheral 
Neuropathy



What is the 
PRMRP?

• Peer Reviewed Medical Research 
Program, part of the “Congressionally 
Directed Medical Research Program”

• Funded at $370 million in FY24
• Includes dozens of “eligible topics” 

determined by statute (Defense 
Appropriations Act)

• “Peripheral Neuropathy” has been an 
eligible topic since FY21

• Conditions and funding added by the 
Senate only (House plays no role)

• PN would not have been added 
without advocacy!





• Eating Disorders
• Maternal Mental Health
• Myalgic Encephalomyelitis/
    Chronic Fatigue Syndrome
• Neuroactive Steroids
• Neuroinflammatory Responses to Emerging 
     Viral Diseases
• Non-Opioid Therapy for Pain Management
• Peripheral Neuropathy
• Proteomics
• Sleep Disorders and Restriction
• Suicide Prevention
• Trauma



What is the Role of Advocacy?
• What is Advocacy? 
“Any action that speaks in favor of, recommends, 
argues for a cause, supports or defends, or 
pleads on behalf of others”

• First Amendment to the U.S. Constitution
“Congress shall make no law respecting an 
establishment of religion, or prohibiting the free 
exercise thereof; or abridging the freedom of 
speech, or of the press; or the right of the people 
peaceably to assemble, and to petition the 
Government for a redress of grievances.”



Who Are Our Advocates?

•Patients and Family 
Members 

•Researchers
•FPN Staff and Board 
Members



Types of Advocacy
• Write to your Members of Congress (email)
 (patients and researchers)
• Meet with your Members
 (DC in-person, back in the district, or virtual)
• Attend public meetings back in district
• Targeted Meetings by FPN Staff and Consultants

What works best?
• Telling your personal story
• Research funds back in home state
• Connection to military/veterans



Consumer Reviewer 
for the PRMRP

• Two Step Review Process for 
PRMRP Grants

- Scientific Review
- Consumer Review

• Who are Consumer Reviewers?
- Patients
- Family Members
- Foundation/Association employees
- Could be you!



Role of the National 
Institutes of Health 
(NIH)
• Most PN research funded through National 

Institute of Neurological Disorders and Stroke 
(NINDS)

• NIH overall funding $47 BILLION

• Congress does not appropriate NIH funding by 
disease!

• PN estimated $236 million overall in FY25 ($143 
million in FY18)

• FPN Strategy-language in NIH funding bill and 
meet directly with agency.



Status of FY25 Funding
• Senate Appropriations Committee passes FY25 

Defense Appropriations Act (8-1-24)

• PN included as eligible condition in PRMRP

• No floor action

• Full House approved its version on 6-28-24

• Continuing Resolution through March 14, 2025



Example of 
Individual 
Advocacy

• Ron Lissak, President of the 
FPN Board of Directors



The Climate…

• New Administration and Congress

• Budget Stalemate

• Emphasis on Spending Cuts



Our Requests

• Renew designation of 
“Peripheral Neuropathy” in 
the Peer Reviewed Medical 
Research Program at the 
Department of Defense

• Protect and Grow the PRMRP
   ($370 million)
• Increase overall funding for 

the National Institutes of 
Health (NIH) and specific 
funding for PN research.



Key Senators

• Susan Collins (R-ME)

  Chair, Senate Appropriations Committee

• Patty Murray (D-WA)

   Ranking Member, Senate Appropriations Committee

• Mitch McConnell (R-KY)

   Chair, Appropriations Subcommittee on Defense

• Chris Coons (D-DE)

   Ranking Members, Appropriations Subcommittee on Defense



Defense Appropriations 
Subcommittee

• Sen. Lisa Murkowski (R-AK)

• Sen. Lindsey Graham (R-SC)

• Sen. Jerry Moran (R-KS)

• Sen. John Hoeven (R-ND)

• Sen. John Boozman (R-AR)

• Sen. Shelley Moore Capito (R-WV)

• Sen. John Kennedy (R-LA)

• Sen. Dick Durbin (D-IL)

• Sen. Jack Reed (D-RI)

• Sen. Brian Schatz (D-HI)

• Sen. Tammy Baldwin (D-WI)

• Sen. Jeanne Shaheen (D-NH)

• Sen. Chris Murphy (D-CT)



The Meetings…

• Tell your personal story: How does 
PN affect you!

• Educate about PN and federal 
support for PN research

• Use Visuals (pictures, etc.)

• Don’t Get Sidetracked

• Get to the Ask!
• Explain in Simple Terms

• Don’t try to answer a question you 
can’t answer.

• Get follow up information (business 
card, when you can follow up)

• Take Photo and Share with 
Foundation



Questions?

www.foundationforpn.org



Thank You for Watching!

Did you like this webinar? Please take our survey at the end of this webinar. 
A recording will be uploaded on our website at www.foundationforpn.org 
shortly. Stay tuned.

Do you like us? Please consider supporting us so that we can continue to 
fulfill our mission of improving the lives of people living with Peripheral 
Neuropathy. You can give securely online, via mail or via phone. Every dollar 
matters!

Can we help with anything else? Call 847-883-9942 or email info@tffpn.org. 
You may also mail inquiries and donations to the Foundation for Peripheral 
Neuropathy at 2700 Patriot Blvd, Suite 250, Glenview, Illinois 60026.

www.foundationforpn.org

http://www.foundationforpn.org/
mailto:info@tffpn.org
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