
The Epilepsies
SEP 2025 Stakeholder Update

Taking ACTION TOGETHER

SEP  2025



AGENDA
1. Welcome & Update
2. Advocacy Successes from EAN Partners 

○ Epilepsy Alliance America
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2025

National Plan Re-Introduction! 

-National Plan Reintroduction Briefing w/ 
House & Senate Co Chairs & Epilepsy 
Leaders (S.494 & HR 1189) 
-NPEC Launches Work Groups to develop 
Consensus Priorities
-Capitol Hill days w/ Epilepsy Leaders
-Increasing Plan Sign Ons
-Grassroots & grasstops meetings ongoing
-PAME Fly Ins & Briefing
-Testimony at events - 75th NINDS; New 
Dems Caucus
-Key HELP and E&C Leadership Mtgs

2024

Momentum Increasing

-Senate Caucus Launched
-Stakeholder Letter to Pres. Biden
-Grew Caucuses & Partners
-Capitol Hill day w/ PERC
-Solicited Stakeholder Inputs
-National Plan Reception
-National Plan for Epilepsy Committee 
(NPEC) launches 
-Secured House & Senate Report 
Language for CDC and Research 
-National Plan intro’d House & Senate
-National Plan Booth & Campaign @ AES

2023

Building Foundation

-House Caucus Launched
-Solicited Stakeholder Inputs
-National Advisory Board Stood Up
-2 Congressional  Briefings 
(May & Nov) 
-Grassroots & grasstops mtgs
-6 Advocacy webinars & Trainings
-Grew partners

2022

Epilepsies Action 
Network is launched! 

-Solicited Stakeholder Inputs
-Stakeholder Letter to Pres 
Biden
-Onboarded Partners



National PLAN “SIGN ON” DASHBOARD: 34 SIGN ONS

S. 494: 7 SENATORS 
H.R. 1189:  27 REPRESENTATIVES 



SuCCESSES FROM EAN PARTNERS 



EMERGING THEMES: ACROSS EPILEPSY ADVOCACY 
● Many Epilepsy Orgs Formed Advocacy Committees in 2024

○ Inspired by National Plan and other advocacy opportunities!
○ Change is afoot across the epilepsies - our advocacy skills, 

resources, and community are growing!  
○ We need every org and every advocate. We need you NOW! 

● Multiple Askers; Single ASK - Works!
○ In IL & OH - we saw repeated examples of multiple orgs 

meeting with the same legislators and those legislators signing 
on to the Plan! 

● Connections and Stories Make the Difference
○ Legislators hearing from constituents why the Plan matters to 

them and will improve lives drives sign ons
○ Be authentic to your mission - one ask but many experiences! 



HOW YOU/Your Org CAN: 
GeT ENGAGED! 



HOW YOU CAN HELP: ASKS & LINKS  
GET YOUR LEGISLATORS TO SIGN ON TO THE PLAN

● Join EAN, DEEP and other virtual Congressional meetings this fall. We will reach 
out to advocates in key districts and states. 

● Meet/Contact YOUR Members: in person in DC or during a recess, via zoom mtgs, 
phone calls, postcards, letters, and emails (voter voice)

● Organize a post-card or letter writing campaign with friends, family, constituents 

● Carve out advocacy training during your family and professional conferences 

● Use your newsletters + social media channels to rally friends, family and colleagues 
to action.

● Write a letter to your local newspaper editor about what the Plan means to and for 
YOU

Not yet an EAN Organizational Partner? 
https://www.epilepsiesactionnetwork.org/partners

EAA visits Sen. 
Booker’s office 

on the hill

PAME on Capitol Hill & Virtual Briefing 

DEE-P EMAILS

VOTER VOICE ONE 
STOP TOOL

https://www.epilepsiescaucus.org
/supportplan

 

MESSAGE & 
MATERIALS: 

https://bit.ly/EpilepsyPlanSignOn

https://www.epilepsiesactionnetwork.org/partners
https://www.epilepsiescaucus.org/supportplan
https://www.epilepsiescaucus.org/supportplan


ALL MEMBERS MATTER: KEY LEADERS OF HOUSE E&C and SENATE HELP COMMITTEES 

Sen. Bill Cassidy, MD (R-LA)

HOUSE E&C HEALTH SUBCOMMITTEE

HOUSE E&C HEALTH SUBCOMMITTEE

SENATE HELP COMMITTEE

Rep. Brett Guthrie (R-KY) Rep. Frank Pallone (D-NJ)

Sen. Bernie Sanders (I-VT)



ALL MEMBERS MATTER: KEY TARGETS ON HOUSE ENERGY & COMMERCE (E&C)! 



ALL MEMBERS MATTER: KEY TARGETS SENATE Health, Education, LABOR & PENSIONS 
(HELP)!



NPEC: CONSENSUS PRIORITIES 
Jack Parent, MD



Q & A


