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Our mission is to help 
children and adults living 
with neuromuscular 
disease live longer, 
stronger, and with more 
independence. 



MOVING POLICY AND PROGRESS FORWARD

Access to gene therapy and health care.
 
 Air travel with fewer barriers.
 
 Newborn screening that saves lives.
 
 Protections for hard won rights and benefits. 

These aren’t hopes—they’re outcomes of 
MDA’s advocacy.

Each legislative win means more resources, more 
options, and a clearer path forward for families living 
with neuromuscular disease.



Importance of stories 

for advocacy



Stories & U.S. Congress
Seen a shift on what members of 
Congress want when debating 
legislation.
• Data used to be the most valuable
• Stories have become more and more 

important
• Legislators ask groups like MDA for 

community stories
• 2025 Examples: 

• Medicaid Legislation
• Health Care tax credits
• Education 

• We add stories into comments and 
letters to lawmakers/agencies

• State of the Union & Stories

Data and stats still important, but stories 
are just as valuable



Behind the Curtain: US Legislative Office

• The number of communications a US 

Congressional office receives is only increasing 

BUT staff numbers are NOT.

• Creative ways to manage communication traffic

• Rise of A.I.

How do we break through all this noise?

• Stories from people that they represent

• Professional lobbyists and volunteers now lead 

meetings with stories along with data.

• No. 1 Tip when meeting with a lawmaker: Make 

them remember you with a story.



Case Studies

Air Travel Accessibility 



Current state of Air Travel for People Living 
with a Disability
Barriers the disability community faces

• Injuries

• Broken Wheelchairs

• Security issues

Big Opportunity

• 2023 Air Travel Bill

• Friendly Administration

Big Challenges

• Breaking through the noise

• Facts were not powerful enough

• Show the problem, not tell



#AccessibleAirTravel Campaign
Two behind the scenes video featuring 

two MDA advocates

• Social media ads

• Influencer promotion

• Press promotion

Filming when traveling to event in 

Washington D.C.

The goal

1. Educate key decisionmakers

2. Motivate & increase number of 

volunteers contacting Congress

3. Create public policy changes

4. Put face to the campaign



Results: TSA Partnership & Legislation



Case Studies

Fight to protect Medicaid



Congress Debating Bill that Impacted 
Medicaid
What is Medicaid?

What were the changes?

• Work requirements

• Funding cuts

• More paperwork

• Loss of benefits

How will it impact our community?

What eventually passed?



Meet Bryce

Living Proof that Independence is Possible with 

the Right Support





Using stories to get lawmaker attention



Challenges



Challenges

• Finding people to tell their 

stories in a politically charge 

atmosphere

• Ensuring safety for storytellers, 

especially on social media 

• Telling stories in an ethical way

• Who controls the story

• The rise of AI



Final Thoughts

Stories are just as important as facts and data. Stories motivate people to take action.

Advocacy campaigns start with stories

Stories are how legislators remember you and your issue areas

Stories are even more important in the AI world 

Telling stories in an ethical way remains challenging



The Videos



Questions?
Mark Fisher

mfisher@mdausa.org
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