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




VAN [EIPOLICY AND FORWARD

e

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.
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Importance of stories
for advocacy
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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

P o02/035

Shadene Butchart has ALS. Because the GOP let the ACA tax credits expire, her
health care is now unaffordable, almost costing her husband’s entire Social...




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 ALl

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.
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Case Studies

Air Travel Accessibility
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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
e Show the problem, not tell

U.S. Airline Accessibility Civil
Rights Set To Advance As FAA
Reauthorization Nears

Gus Alexiou Contr ibutor @
T'write about accessibility, inclusion and soctal justice.




#AccessibleAirTravel Campaign

Two behind the scenes video featuring

two MDA advocates L
. Social media ads ) [,
* Influencer promotion : f

* Press promotion

Talk to legislators
essIble

F i I m i n g Wh e n travel i ng tO eve nt i n . AT about making air travel more access
Washington D.C.
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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
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Results: TSA Partnership & Legislation

Muscular Dystrophy Association Announces TSA
Partnership to Provide Employee Training
Resources

Muscular Dystrophy Association
Announces TSA Partnership for

Employee Training Resources
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Case Studies

Fight to protect Medicaid
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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?

L |:'- by {l‘;::!;r‘if

Medicaid empowers
students with
disabilities.

Medicaid empowers
job security.

Medicaid empowers
business owners
with disabilities.

Suncustar Systraghy hesaciatisn
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Medicaid empowers
people with disabilities.




Meet Bryce

Living Proof that Independence is Possible with
the Right Support

= Dayton Daily News @ Loghn

TRUSTER RIHCE 1898

Local Videos Best of Dayton Business Investigations Life Food Sports Obituarh

VOICES: Congress cuts Medicaid, but the fight isn’t over

Muscular Dystrophy Asscciation &
June 26 - &y

Congress holds Bryce's support and independence in its hands.

Bryce is 23 with a disability but lives independently and contributes to his communily every da
because the Medicaid waiver suppaorting his caregiver makes this possible. However, current
legislation threatens Bryce's support and independence.

Click "Learn Mare” Lo tell Congress to say NO to Medicaid cuts,

and will be hurt:b

Bryce Madsen

WAWW MDA ORG/MEDICAID

Click to say NO to Medicaid Cuts! Learn more
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Using stories to get lawmaker attention

MliamiHerald

MEWS SPORTS [MMIGRATION POLITICS OPIMIOM GAMES QOBITUARIES CAREERS BANKING GUIDES

Essential Medicald
Opinion by Herald readers
May g, 2025 10:32 AM
Omli

Comeerns are growing over Medicaid cuts in the latest congressional budget resolution
and their potential impacts on people with disabilities. Medicenid i= a erucial teline tor
those who rely on specialized care, treatments and in-home support.

As the single Targesl sonres of affordable healtheare coverage in the United States,
Medicaid helps 72 million Americans, including working adulls an
neuromuscular diseases and other chronic conditions. Halt the
Any changes to Medieaid's structure that would meke it more difficalt to secess this vital
pragram, nutalily the imposition of work requirements, could dinectly impoel secess o
care and jeopurdine coverage,

For many disabled people. Medicaid plays a vital role in long-term care, home health
services and access to essential treatments, If funding or eligibility rules change. many
eotild Tnse e eeitical care they need. Without Medicaid, reatments could he delaved,
T e services eoubd become umaffordable and overall health outeomes woukd
decline,

T

(Opinion)

Ty Eric Arnaold
May &, 2025

Ealition

ndividuals with

ripients ure children.

1
protect Medicaid and consider how potential changes could impaet the people who
depend on it the most. Protecting Medicaid ensures thet Americans from all walks of

Ii

; ives in Washinglon, 1.0, no matler their political parly, o

Eric Arnold: Look both ways before crossing out Medicaid

W26, 243 P Carnalty: Medizain cuts threaten disabiity servicas

The Detroit News

SEAVING MICHIRAN SINGE 1575

OPINION Tiis pice:

o ayf it enct T, spucnete frunn s f s prsblicution

Connolly: Medicaid cuts threaten disability
services

Danielle Connolly
June 30, 2025, 8:00 p.m. ET

The disability community is gravely concerned about proposed Medicaid cuts and
their wide-ranging impact. While it's not yet clear which services will be targeted
first, many essential supports considered "optional” under Medicaid could be at risk.
These include hearing aids, physical therapy, vision and hospice care, personal care
services, and even preseription drug coverage. Importantly, Medieaid provides
critical services for people with disabilities to live independent lives. Cutting funds
may lead to a one-two punch for those with disabilities. Many who use in-home care

may be forced to move into nursing homes or other segregated settings.

In-home and community-hased services allow those with disabilities to live freely
and contribute as employees, business owners, volunteers and active members of
their communities. Cuts to Medicaid threaten that. Considering the economic
impact, in-home care costs less than institutional care and allows those with

E-edition MNews Business

May 7, 2025

o .

care.

Richmond Times-Dispalch

Obituaries Opinion Sports Puzzles Lifestyles Public Notices

Letter: Medicaid is a lifeline to home-based caregivers

Living with Limb-Girdle Muscular Dystrophy means | rely on caregivers for daily tasks. My
wife Erin largely provides my caregiving support, and with it I'm able to work, live
independently and support our family.

Caregiving is essential to my daily life yet often overlooked. Without this support, | can’t
complete essential tasks like getting out of bed, dressing or transferring to my wheelchair.
When Erin is unavailable, | hire caregivers, but at $20-$30 per hour, the costs add up fast.
Unfortunately, our system isn't built for disabled individuals who work full-time and need

Medicaid is a lifeline for millions, yet Congress continues to propose cuts that would make

&he Washington Times
Letter to the editor: Take scalpel,
not chainsaw, to Medicaid

COMMENTARY

March 13, 2025

OPINION:

Americans in underserved communi
Underserved communities already face healtheare disparities; Medicaid helps bridge this
gap.

Reducing Medicare funding would devastate hundreds of thousands of families and result
in long-term costs our health-care system cannot afford. Medicaid is one of the only
sources of health care for families who battle chronie conditions requiring ongoing medical
care, such as muscular dystrophy. Proposed Medicaid cuts would mean delayed
treatments, worsening health outcomes and increased hospitalizations,

Restrictions on access cause individuals to turn to emergency rooms as a last resort,
leading to higher uncompensated care costs for both hospitals and taxpavers.

Medicaid is also an investment in long-term savings for the health-care system. Preventive
care and early intervention services funded by Medicaid help manage chronie conditions.
Reoular sereenings. check-uns and manasement prosrams for patients with diabetes and

e-based care. Strict income limits mean that earning a full-
disabled workers from benefits. Private insurance doesn’t
ny to pay out of pocket or rely on family members, which takes

ricans providing unpaid care for chronically ill, disabled, older
Many caregivers are stretched thin, and those who can't afford
options. Today, there are thousands on Medicaid’s Home and
(HCBS) waitlists — 88% of whom have a disability —

lare they need.

s will be hurt if Congress makes deep Medicaid cuts.
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Challenges



= wheelchairbarbie
wheelchairbarbie + Original audio

* Finding people to tell their
stories in a politically charge
atmosphere

but truly they'ra just frying to hide us

mdaorg &
mdaorg + Original audio

‘

Qv W

Liked by mindyhendersonspeaks and 9,398
others

wheelchairbarbie Posting as full video here. Ryan
Sheldon did an incredible job putting this... more

* Ensuring safety for storytellers,
especially on social media

B~

View all 295 comments
maayanziv_ | am in tears watching this.
Watching you go through the boarding/de

. Q v m planning process, watching you fight and trying
to stay optimistic while you are in pain. | could

 Telling stories in an ethical way  ers tesmmececmsronones o Q ®

mdaorg #AirTravel for wheelchair users is
dehumanizing. @mindyhendersonspeaks,... more
View all 63 comments

mindyhendersonspeaks @jenimmy10 thank you

* Who controls the story

to do better, for sure! Thanks so much for your
comment. | am a bia fan of vours. It's aoina to

 The rise of Al




Final Thoughts

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

\é Advocacy campaigns start with stories

Stories are how legislators remember you and your issue areas

Stories are even more important in the Al world

.’T\. Telling stories in an ethical way remains challenging




The Videos
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Questions?

Mark Fisher
mfisher@mdausa.org
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