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• Program Overview
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• 2023 Legislative Goals

• Grassroots Volunteer Activities 

• Join us!

• Thank you!



Legislative Advocacy: What is it?

Ensuring public policies further MDA’s mission

• Passing legislation

• Stopping legislation

• Executive orders

• Agency rules & regulations

• Corporate advocacy



Why does MDA lead advocacy efforts?

MDA’s mission is to 
empower the people we 
serve to live longer, more 

independent lives.



MDA Advocacy Pillars

Access to Care Accelerating Therapeutic 

Development

Empowerment 

& Independence



Recent Victories
Access to Care 
• Expanded and invested in Newborn Screening 

• Prescription drug affordability

• Telehealth flexibilities

• Investment in key government programs

• LGMD diagnostic codes

• Seat Elevation Systems

Accelerating Therapeutic Development
• FDA & clinical trial reforms

• ACT for ALS implementation

• Research funding and investments

Empowerment & Independence  
• ABLE Age Adjustment Act

• Accessible air travel



Newborn Screening



2023 MDA Advocacy Priorities

Access to Care and Therapies

• Early detection and intervention 

via Newborn Screening

• Access to affordable, quality 

health care and coverage 

• Telehealth

• Home & Community-Based 

Care

• Ending Diagnostic Odyssey

Accelerating Therapeutic 

Development

• ACT for ALS implementation

• Innovating clinical trials & 

FDA reforms 

• Increased investment in 

medical research

Empowerment 

& Independence

• Accessible air travel

• End workplace discrimination

• Paid Leave

• Economic independence and 

security
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Access to Care & Therapies

• Telehealth- building for the future

• Working on care for those with ALS

• Home and Community Based Care

• Newborn Screening

• Access to devices

• Defending public insurance 
programs



Increasing Access to Genetic Medicine 

Three Key Legislative Goals:

1. End the Diagnostic Odyssey by 
expanding access to whole 
genome sequencing under 
Medicaid.

2. Improve access to genetic 
counselors by advocating for their 
services to be covered 
under Medicaid

3. Streamline the process for 
patients to be seen by out of 
state providers under State 
Medicare and Medicaid plans.
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Accelerating Therapeutic Development

Implementing enacted FDA and Clinical Trial 
Reforms:

• Expedited approval pathway reforms

• Cell and gene therapies

• Clinical trial endpoints in rare diseases

• Clinical trial diversity

• Decentralized clinical trials

• Patient-focused drug development 

• And more!



Accelerating Therapeutic Development

Orphan Drug Act (ODA):
• Celebrating the 40th anniversary

• RARE Act
• Clarify original intent of the law

• Defend ODA in Congress

Accelerating Gene Therapies

Investments in biomedical 
research:

• Further funding gene and cell-
based therapy research and 
therapeutic development

Credit: EveryLife Foundation for Rare Diseases
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Empowerment & Independence 

• Increasing employment opportunities 
for people with disabilities

• Improving access to higher education 
opportunities

• Reforming Supplemental Security 
Income by eliminating punitive rules 
and penalties for getting married or 
saving money

• Ending discrimination in federally-
funded healthcare programs



Deep Dive: Improving Air Travel

2023 Federal Aviation Act (FAA) 
Reauthorization: What's the big 
deal?

• The Federal Aviation Act governs nearly 
everything related to air travel

• Congress updates the Act every five years

• They are updating the FAA reauthorization 
this year with a due date of October 1st

• This is our best chance to make air travel 
more accessible!



Deep Dive: Improving Air Travel

Our 5 Goals for FAA Reauthorization

1. Make Airplanes More Accessible

2. Ensure the Safety of Air Travelers with 
Disabilities:

3. Minimize Damage to Wheelchairs and 
Other Mobility Devices:

4. Hold Airlines Accountable for Broken, 
Damaged, or Lost Wheelchairs and 
Violations of Passenger Rights

5. Give the Disability Community a Seat at the 
Table



How can you help?



The Role of the Grassroots Volunteer

• Online Opportunities
• Receive timely email updates

• Email and tweet to members of Congress

• Take action on government agency regulations

• Educational webinars & trainings

• Share your story

• Offline Opportunities
• Visit members of Congress’ offices

• Call members of Congress

• Write blogs and other pieces

• Organize in the community

www.mda.org/advocacy

Text MDAUSA to 504577



The Power of Your Story



Advocate Resources

MDA.org/advocacy

Advocacy Institutes

Quest Media



All-Star Moments: 2022 Virtual Hill Day

• Advocates Back After 3-Years
• In-depth training
• Connect with fellow advocates

• Key Issues
• Accessible Air Travel
• Increase Access to Genetic 

Counselors
• FDA and Clinical Trial Reforms

• By the numbers
• 78 participants
• 28 states represented 
• 100 Congressional meetings



All-Star Moments: Air Travel Videos

https://youtu.be/9TLFCAms5oU

https://youtu.be/9TLFCAms5oU


All-Star Moments: 2023 Hill Day



What can you do now?

1. Sign-up
• MDA.org/Advocacy

• Text MDAUSA to 50457

2. Urge Congress to improve air travel
• MDA.org/AirTravel

3. Follow us on Twitter
• @MDA_Advocacy



Q&A


