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The International Association of Fire Fighters (IAFF) has supported the Muscular Dystrophy 
Association (MDA) since 1954 through the Fill the Boot program. Over the past 70 years, IAFF 
members have raised over $710 million towards MDA’s mission. Today, our partnership has 
embraced a new and urgent focus: investigating the potential link between firefighting and ALS. 

In recent years, growing concerns about the connection between firefighting and ALS have driven 
increased inquiries to both the IAFF and MDA. In response, a joint ALS Initiative was launched in 
August 2024, with key objectives including advancing research on ALS within the fire community, 
developing fire fighter specific research projects, creating accessible co-branded resources, and 
providing vital support to fire fighters affected by ALS.

“70 years later and we still have work to do. We stand firm in our partnership with Muscular 
Dystrophy Association, carrying on the tradition of offering hope and a brighter future to countless 
families who live with neuromuscular disease. Our partnership is progressing to a new level, to 
collaborate with MDA on the link between firefighting and ALS.” – IAFF General President Ed Kelly 

The IAFF’s commitment to MDA has never wavered, but now the fight has become personal. If you or 
a loved one has been diagnosed with ALS, or if you’d like to learn more about our joint ALS Initiative, 
please reach out to your MDA contact. 

Strengthening our 70 Year Partnership: 
Advancing ALS Research and Support for Fire Fighters 
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“For at least 32 years I participated in Fill the Boot. It was fun 
getting out and seeing people in our district, in our neighborhood 
where we worked, and collecting. I never knew that when I was 
collecting I would benefit from the money in the boot I was 
carrying. And that’s a happy yet sobering conclusion.” 

Ken Sutcliffe 

Retired IAFF Local 58 Dallas Fire Fighter, 
Diagnosed with ALS in November 2021 

“My friend and Captain on my department, Bob McAlvey, 
was diagnosed with ALS at 43. He was married with 5 boys 
ages 2 to 17. I attended MDA ALS clinics with Bob, our Local 
helped his family prepare for the future, and we all saw 
firsthand how the destructive nature of ALS can take even 
the strongest fire fighter.” 

Monty Nye 

Fire Fighter and Government Relations Specialist, 
Muscular Dystrophy Association 

Retiree IAFF Local 1600 Meridian Township, 
Active Retiree IAFF Local 2627 Grand Ledge

Ken at 2024 Dallas 
Fill the Boot

A Truckie at Heart

Monty and BobCaptain Bob McAlvey
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MDA’s longstanding commitment to understanding and treating neuromuscular disease began in 
1950. This legacy of commitment has catalyzed breakthroughs in genetic research, diagnostic 
methods, and the development of innovative therapies that were once thought to be unachievable.

Research 

MDA funds global research to understand, 
diagnose, treat and cure neuromuscular 
disease. As leaders in genetic medicine 
and neuromuscular disease treatment 
development, we are sowing the seeds of 
new hope and possibilities. 

•	 MDA has invested over $1.1 billion in 
neuromuscular disease research since 
our founding in 1950 

•	 Two new treatments approved in 2024

Advocacy

In 2024, our MDA legislative priorities focused on: 

•	 Access to healthcare and essential 
therapies from the moment of diagnosis and 
as needs change throughout life 

•	 Working with key stakeholders, including 
Congress and the FDA, to help accelerate 
development of life-changing therapies 

•	 Continuing to ensure those in the NMD 
community can live empowering and 
independent lives 

MOVR Data Hub 

MDA created the MOVR Data Hub to collect 
and store information about people with 
NMD. This database helps researchers and 
healthcare providers better understand NMD, 
improve care, and develop new treatments. 

•	 54 active MOVR sites powered by the 
MDA Care Center Network 

•	 5986 participants enrolled and 34 states 
represented 

MDA Clinical & Scientific Conference  

Every year, MDA brings thousands of the world’s 
leading professionals in neuromuscular and 
genetic medicine to present research, form new 
collaborations, and learn the latest developments 
in the field. 

•	 1690 In-Person and 389 Virtual Attendees 
•	 Over 32 countries represented 
•	 Largest global gathering of clinicians, 

researchers, and affiliated healthcare 
professionals from the NMD community 

Science & Advocacy
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Treatments Approved for Neuromuscular Disease 
As of December 2024, there are 25+ drugs that have been approved by the FDA to treat neuromuscular diseases. 

There has been a significant number of FDA-approved treatments for neuromuscular diseases since the 2010s 
indicating the remarkable progress made in the field of genetic medicine. MDA remains committed to our mission 
of accelerating research, advancing care, and supporting access to innovative therapies to empower the people 
we serve to live longer, more independent lives.

RILUTEK®* 
Amyotrophic lateral sclerosis 
(ALS)

2006/2010

MYOZYME/LUMIZYME®* 
Pompe disease

2015

KEVEYIS®* 
Periodic paralysis

———————————2016

EXONDYS 51®*
Duchenne muscular dystrophy 
(DMD)
———————————

SPINRAZA®* 
Spinal muscular atrophy (SMA)

———————————2017

EMFLAZA®*
DMD
———————————

RADICAVA®
ALS
———————————

SOLIRIS® 
Myasthenia gravis (MG)

2018

FIRDAPSE® 
Lambert-Eaton myasthenic
syndrome (LEMS)

2019

ZOLGENSMA® 
SMA
———————————

VYONDYS 53® 
DMD

2020

EVRYSDI® 
SMA
———————————

VILTEPSO® 
DMD

2021

AMONDYS 45*® 
DMD
———————————

OCTAGAM® 10%
Adult dermatomyositis
———————————

NEXVIAZYME®
Late onset Pompe disease 
(LOPD)

2022

ULTOMIRIS® 
Generalized myasthenia gravis 
(gMG)

RADICAVA ORS® 
ALS

2023

SKYCLARYS®
Friedreich’s ataxia
———————————

QALSODY® 
ALS
———————————

VYVGART HYTRULO®
gMG
———————————

ELEVIDYS® 
DMD
———————————

RYSTIGGO® 
gMG
———————————

POMBILITITM + OPFOLDATM 
Pompe disease
———————————

ZILBRYSQ®
gMG
——————————

AGAMREE®
DMD

2024

DUVYZAT®
DMD
———————————

EMFLAZA®* 
DMD

*MDA contributions include support for foundational research underlying these technologies and or direct support(*) to the investigators or 
companies who sponsored the approval.

1995
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Care Center Network 

Located at more than 150 of the top health care institutions across the 
United States, MDA Care Centers and Affiliates serve as the nexus for 
expert clinical care and medical research. Our Care Center Network 
offers tens of thousands of appointments each year for individuals living 
with muscular dystrophy, ALS and other neuromuscular diseases to 
access expert multidisciplinary care, clinical trials, and to connect with 
MDA and the neuromuscular community. 

Resource Center 

The MDA Resource Center provides support for families, including 
information about NMD and the MDA Care Center Network, much 
needed resources such as available clinical trials, and support for 
caregivers, giving them the tools they need to navigate their complex 
journey. Resource staff are available Monday through Friday 9:00 am to 
5:00 pm CST and can be contacted by phone, by email, or through an 
online information request form. 

Community Education 

MDA’s Community Education Programs offer tailored educational 
content that address the diverse needs of people living with NMD. 
Participants benefit from expert-led sessions, online learning modules, 
and interactive seminars designed to improve health outcomes and 
quality of life. 

Care & Community
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To the donors supporting MDA scholarships, thank you for 
transforming lives like mine. Your generosity empowers us to 
pursue education and dreams despite challenges, creating 
opportunities for a brighter future. Your support is invaluable 
and deeply appreciated.

-  Serena

Other Support and Services

•	 MDA Community Support Groups 
•	 Peer Connections Program 
•	 Gene Therapy Support Network 
•	 MDA Muscle Walk 
•	 Quest Media Platform – Magazine, Podcast, and Blog 
•	 Youth Mentorship Program 
•	 Ambassador Program 
•	 MDA Scholarship Program 

MDA Summer Camp 

MDA Summer Camp is a beloved tradition for generations of children and the volunteers 
who support their camp experience. Camp is where barriers fade away and where kids with 
neuromuscular diseases can thrive in a fully adaptive environment designed to help them try new 
experiences and to build lifelong friendships as they acquire essential life skills, such as self-
advocacy. Camp is free for MDA families, offering parents and caregivers much needed respite 
while their children enjoy enriching experiences. 

MDA Family Getaways 

MDA’s Family Getaway Program was introduced in 2023 to offer meaningful experiences for families 
living with neuromuscular disease. Family Getaway weekends provide opportunities for families to 
bond and connect with the broader MDA community while enjoying a variety of accessible activities 
in fully accessible resort locations. With four sites hosting forty-six families and 150+ attendees and 
17 volunteers, the impact of these getaways extends far beyond the weekend itself. 
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We are incredibly grateful to every IAFF member who has taken part in Fill the Boot. 2024 marked 
a milestone—70 years since the IAFF signed the resolution to support MDA, a partnership that 
has raised over $710 million. Every coin and bill in the boot has helped make that possible. Your 
commitment over seven decades continues to drive progress and support families living with 
neuromuscular diseases. 

Thank you, IAFF, for your unwavering dedication to MDA’s mission! 

Top 10 Locals 

$173,981L2068 Fairfax County VA1. $128,571L2665 Pro FFs of Eastern MO6.

$166,570L0058 Dallas TX2. $122,000L0122 Jacksonville FL7.

$152,039L0493 Phoenix AZ3. $115,094L2928 Palm Beach County FL8.

$148,197L2546 Suncoast FL4. $113,200L0936 Corpus Christi TX9.

$133,105L0140 Nashville TN5. $100,992L0002 Chicago IL10.

Top 10 Locals per Member 

$2,902L5396 Bonneville County ID1. $1,339L4765 Pueblo West CO6.

$2,750L0226 Marinette WI2. $1,176L4099 Tahlequah OK7.

$1,913F0116 Vandenberg CA3. $1,069L4923 Wood River ID8.

$1,351L3429 Lewistown MT4. $1,068L2967 Plain Township OH9.

$1,350L3464 Ontario OR5. $1,024L1028 Rhinelander WI10.

$10.5M
raised in 2024

$710.5M 
raised since 1954

775 
locals participated

$13,548 
average raised per local

2024 Highlights
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Districts Ranked

District 8 $1,569,364

District 9 $1,204,174

District 2 $846,007

District 12 $770,021

District 10 $746,335

District 14 $551,168

District 11 $1,519,310

District 3 $927,044

District 7 $774,276

District 5 $760,038

District 4 $554,548

District 1 $139,787

District 16 $43,452

Event Spotlight

Organized by a dedicated committee and PFFNH Locals, the annual 
Trans-New Hampshire Bike Ride brings together fire fighters, cyclists, and 
community members to ride across the state in support of MDA. In 2024, the 
event celebrated 37 years of making an impact. The ride has contributed 
more than $2.9 million to MDA’s mission since it started.

Top District Participation

50%

District 5

43%

District 2

39%

District 9

38%

District 7 District 3

27%
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Your one-stop resource for planning a successful Fill the Boot

Since 1954, Fill the Boot has been a firefighter tradition. To help you plan a successful event without 
reinventing the wheel, we’ve created an online toolkit packed with resources. The toolkit is regularly 
updated and organized into clear sections to make it easy to navigate and use efficiently. 

Everything You Need, All in One Place 
Access the Fill the Boot Toolkit for planning resources, media templates, best practices, and more—making 
your campaign turnkey and hassle-free. 

Learn, Connect, and Make an Impact 
Discover the history of Fill the Boot, learn about MDA’s mission and fire fighter specific ALS resources, and 
find your key contacts to make your event a success. 

Convenience for Every Coordinator 
Whether you’re a rookie coordinator or a seasoned pro, the Fill the Boot Toolkit simplifies planning and helps 
you focus on making a difference. 

Visit mda.org/filltheboot/iaff or 
scan QR code to view Fill the Boot Toolkit.

Fill the Boot Toolkit
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Beyond the Boot

Become an MDA Summer Camp Counselor 

Fire fighters share a long-standing tradition with MDA, volunteering as camp counselors and 
participating in Fire Fighter Day at camp. In 2024, 16 fire fighters joined us as counselors, but we are 
always seeking more volunteers. As an MDA Summer Camp volunteer, you’ll support campers with 
adaptive activities, meals, and become their 24-hour caregiver, friend, and mentor. 

Register as an MDA Advocate 

We need your help! MDA advocates are actively engaged in every state across the nation, and 
in almost every U.S. Congressional district. Every MDA advocate is essential to progress, and 
everyone is welcome. We hope that you will join us in making a difference today. 

Ready to get involved? 

Scan the QR Code to find your MDA Contact. They will be able  to answer all 
your questions regarding Fill the Boot and the MDA Community. 
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Get Involved 

mda.org

Join the Community

Advocacy X: @MDA_Advocacy

TikTok: @mdaorg

Twitch: MDA_LetsPlay

Discord: MDA Let's Play

Instagram: @mdaorg

Facebook: MDAorg

X: @MDAorg 

LinkedIn: Muscular Dystrophy Association

YouTube: YouTube.com/MDA


