
Core premise of DEE-P advocacy since launch in 2019:
 

Poor state of care and outcomes across rare 
epilepsies requires political advocacy to improve 
focus, funding, and impact of federal programs 
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Advocacy Initiatives

- Early engagement through ELC Advocacy and 
formation of independent REN

- Major commitment to embed patient advocacy in Curing the Epilepsies 
2021

- Co-authored 2021 Editorial of ELC Advocacy workgroup advocating for 
National Plan and more strategic federal programs

- Founding partner in formation of Epilepsies Action Network to unite 
community around advocacy for the rare epilepsies

- Promote direct organizational and community engagement advocating for 
members to join Epilepsy Caucus and co-sponsor National Plan bill in both 
House and Senate



Insights from Cross DEE research Workshop and 
SCN2A/8A Researcher and Family Meeting

WHAT WORKED WELL
Dedicated discussion across stakeholders 
of advocacy priorities and urgency for 
collaboration

Focus on opportunities for action

Dedicated background sheet on initiatives, 
contacts, simple ways to make a difference

At exhibit table:

Personal conversations; meet people where 
they are

Simple guidesheet for action/engagement

CHALLENGES/OPPORTUNITIES FOR 
IMPROVEMENT

Predominant interest in more local, practical 
advocacy

Limited knowledge of EAN/collaborative 
advocacy efforts for National Plan

At exhibit table:

Anxiety, frustration, and hopelessness about 
Medicaid and other loss of federal programs

Importance of linking calls for advocacy for 
National Plan with immediate care and coverage 
issues families are confronting





Direct DEE-P Family Advocacy

This Fall - scheduling meetings with key 
Capitol Hill staffers

- Targeting key congressional leaders who can help support 
the National Plan legislation

- Virtual meetings 20-30 minutes
- Training will be provided to families to prepare them to 

share about their lives with DEE and the need for better 
care & treatments

Interested in participating? Email kcollins@g2gconsulting.com


