








WALK & ROLL TO CURE 
FSHD REGISTRATION 
IS LAUNCHING SOON, 
AND WE’D LOVE TO 
HAVE YOU WITH US!
The Walk & Roll is more than a fundraiser. It’s a feel good day 
where families, friends, teammates, and advocates show up for 
one another and move progress forward. Whether you’re living with 
FSHD, supporting someone you love, or simply ready to stand with 
this community, there’s a place for you on the path.

Join an event near you, start a team, or participate your own way. 
Every registration helps fuel research, expand education, and 
strengthen support for people and families impacted by FSHD.

 Watch for registration details coming shortly, and then grab your 
spot and invite your crew. Let’s turn hope into action and make this 
year’s Walk & Roll the biggest and most connected yet.  
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fshdsociety.org/get-involved/walk-roll-to-cure-fshd/.

In a year marked by uncertainty, one thing never wavered: Your steadfast commitment to the FSHD 
community. While 2025 did bring its share of turbulence, it also delivered some of the most inspiring 
progress our organization has ever seen – and it’s all thanks to you.

Across the US and Canada, supporters took action, fueling initiatives that are already shaping a 
transformative 2026. The collective efforts of donors, industry partners, and volunteer fundraisers raised 
more than $4.6 million. Walk & Rolls reached record participation, endurance athletes logged miles, and 
creative community-led events turned passion into impact.

Your advocacy opened doors to new federal research funding and strengthened relationships with 
regulators shaping future clinical trials. Chapters, support groups, and volunteer leaders expanded our 
reach, while trusted education programs empowered families and clinicians alike.

Behind the scenes, major advancements took root – from enhancements to BetterLife and launching the 
Care Connector, to hosting the largest International Research Congress on FSHD to date. These milestones 
refl ect a global community accelerating progress together.

This is just a glimpse of what you helped make possible.

Want to see the full picture? Scan the QR code to 
explore our 2025 Impact Report and discover how 
your commitment is powering the path toward 
treatments and a cure.  

2025
What we did,

together.

Access the full report 
at fshdsociety.org/
2026-impact-report

A YEAR OF MOMENTUM
Discover what your support made possible
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The future in motion
Empowerment, connection, and care for life with FSHD
FSHD Connect is the global gathering for people and families living with 
FSHD, alongside researchers, clinicians, and advocates who are helping 
shape what comes next. It’s where science meets lived experience, and 
where the community comes together to learn, ask hard questions, and 
fi nd clarity in a time of real change.

FSHD Connect is a place to get practical, real-world guidance for living 
with FSHD today. It’s also where you hear directly from leading experts 
about what’s changing in research and care, and what those changes 
could mean moving forward.

Whether you’re newly diagnosed or have been navigating FSHD for years, 
this is a place to learn and connect with a community that gets it.

Register at fshdsociety.org/fshd-connect-conference.

REGISTER FOR 
FSHD CONNECT 2026
June 26–28 •  Hyatt Regency O’Hare, Chicago, Illinois

There’s always more 
to learn about FSHD. 
Check out these 
recent podcast 
episodes, webinars, 
and conversations on 
our YouTube channel:

• Occupational 
Therapy for Real 
Life: Home & Daily 
Living Solutions for 
People with FSHD, 
FSHD University

• AMA: Ask Me 
Anything about 
FSHD, with Amanda 
Hill, Dr. Lucienne 
Ronco, and Dr. 
Michelle Mellion on 
FSHD Straight Talk

• Annual Drug 
Development 
Update, FSHD 
University

• Understanding 
Gene Therapy, 
FSHD University

• Navigating Medicare 
– Maximizing Your 
Benefi ts, FSHD 
University

In case you 
missed it...

Subscribe to 
our YouTube 
channel
@FSHDSociety

FSHD University 

March 19: Employment Rights 101: Disability 
Protections and Navigating the Workforce 
with FSHD
Presenter: Marisa Spain, Disability Rights 
Advocate, Disability Rights Michigan 

Join disability rights advocate Marisa Spain as 
she provides our community with a clear and 
practical overview of Title I of the Americans 
with Disabilities Act (ADA) and its implications 
for workers with disabilities. This session will 
explore key considerations for people with FSHD, 
such as requesting reasonable accommodations 
from an employer and understanding disclosure 
during the hiring process.

April 16: Travel without Limits: Exploring the 
World with FSHD
Presenter: Mollie Garrett, Garrett Travel 
Adventures, LLC 

Mollie Garrett will share her personal journey 
navigating the world with FSHD, along 
with practical tips that make travel more 
accessible, enjoyable, and less intimidating. 
From planning ahead and choosing accessible 
accommodations to navigating airports, 
transportation, and unexpected challenges, this 
session will offer real-world strategies to help 
individuals with FSHD travel with confi dence. 
Mollie will also address common fears and 
misconceptions, showing that while travel 
with FSHD may look different, it can still be 
meaningful and full of possibility.

The Gathering Place

The Gathering Place is your monthly virtual 
meetup to connect with others living with FSHD 
around the world. No matter where you are on 
your journey, you belong here. Join us at the 
next meeting and fi nd your circle!

Women on Wellness 
First Wednesday of every month 
5 p.m. ET | 4 p.m. CT | 3 p.m. MT | 2 p.m. PT 

Living Spiritually with FSHD (NEW)
First Tuesday of every month 
7 p.m. ET | 6 p.m. CT | 5 p.m. MT | 4 p.m. PT 

Wellness Hour 
Second Monday of every month 
5 p.m. ET | 4 p.m. CT | 3 p.m. MT | 2 p.m. PT 

Last Saturday of every month 
1 p.m. ET | 12 p.m. CT | 11 a.m. MT | 10 a.m. PT 

Feeling Fit with FSHD 
Fourth Thursday of every month 
(unless a major holiday) 
12:00 p.m. ET | 11 a.m. CT | 10 a.m. MT | 
9 a.m. PT | 6 p.m. CET | 5 p.m. GMT 

Young Adults 
Third Monday of every month. Meets in February, 
April, June, August, October, December 
8 p.m. ET | 7 p.m. CT | 6 p.m. MT | 5 p.m. PT 

Parents’ Roundtable 
Now meeting quarterly on the third Tuesday of 
the month. Meets in January, April, July, October 
8 p.m. ET | 7 p.m. CT | 6 p.m. MT | 5 p.m. PT 

CarePartner Hour 
Last Tuesday of every month 
8 p.m. ET | 7 p.m. CT | 6 p.m. MT | 5 p.m. PT

Local Chapter Meetings

Discover one of our 30+ FSHD Society chapters 
and connect with others who understand your 
journey. Whether you join in person or virtually, 
there’s a place for you to learn, share, and 
fi nd support. Everyone is welcome. Visit our 
website event calendar for the most up-to-date 
happenings. fshdsociety.org/events 

Podcasts

FSHD Society Straight Talk
On the second and fourth Tuesday of every 
month, listen for a new episode of FSHD 
Straight Talk with Tim Hollenback. These 
episodes highlight members of our community 
who are living rich, full lives and diving into 
their experiences with FSHD.

FSHD Decoded
From biomarkers and medicine delivery 
mechanisms to palliative care, listen for the 
latest explanations from Dr. Michelle Mellion 
and Dr. Lucienne Ronco.

Our podcasts are available to stream 
on-demand on major streaming platforms.

FSHD 360 Regional 
Conferences

Québec FSHD 360
May 30, 9:00 a.m. to 4:30 p.m. Location details 
forthcoming. This event will be bilingual.

The Future in Motion: Empowerment, Connection, & Care for Life with FSHD 
June 26-28 in Rosemont, IL (Greater Chicago Area)

This hybrid event unites the community with leading clinicians, researchers, and advocates 
to share knowledge, spark hope, and power the path forward – together. Friday evening 
reception with presentations, breakout sessions, and more on Saturday and Sunday.

Chapter Program

SOCIETY
Your questions. Expert answers. 

FSHD University
Find Your Circle

The
Gathering
Place

FSHD Connect Conference

Visit our Events Calendar for 
updates and to register for 
events at fshdsociety.org/

fshd-events-calendar. 3130

UPCOMING EVENTS UPCOMING EVENTS



FSHD Society
75 North Main Street
Suite 1073
Randolph, MA 02368

NONPROFIT ORG
U.S. POSTAGE

PAID
Permit 8

North Reading, MA

Donate today 
to improve 
tomorrow.

fshdsociety.
org/advocate

giving26

Community support has transformed FSHD from an underfunded, overlooked 
disease into one with real momentum – robust research pipelines, engaged 
regulators, and biotech companies actively developing therapies. 

Every dollar donated helps us move toward approval and access for all. 
Your contribution allows us to focus on two urgent priorities to move these 
treatments forward: 

First, the FSHD Society is leading an unprecedented, industry-wide 
collaborative project to generate regulatory-grade data for the 
FDA. Funding this effort now directly reduces approval barriers, 
opens accelerated approval possibilities, and shortens the path 
from trials to treatments. 

Second, we must ensure that once a treatment is approved, every 
person living with FSHD can benefi t, not just a fortunate few. Initiatives 
to push for equitable access, educate families and providers, and 
address real-world barriers are underway. We are determined to 
close that gap. 

Your partnership is pivotal in providing the support needed, so that 
promising treatments are not only approved, but delivered without 
delay to the people who need them.

YOUR SUPPORT MOVES US CLOSER 
TO TREATMENT APPROVAL 

AND ACCESS FOR ALL!
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