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AT CAMP FOOTPRINT 2024:
BUILDING COMMUNITY
AND FOSTERING LEADERS
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Camp Footprint reached
new heights in 2024,
offering a transformative
experience for 152 campers
across two coasts—71in

the West (Oregon) and 81

in the East (Pennsylvania).
Supported by 135 dedicated
counselors and program
staff across both Camps,
Camp Footprint continued
to serve as a life-changing
experience for campers and
camp staff alike. For many, it
was their first time meeting
others with CMT, as 30 new
campers joined the Camp
Footprint family this summer.

A Space for Life-Changing
Connection and Impact

Celebrating its ninth year as the only
sleep-away camp in the US exclusively
for kids with CMT, Camp Footprint
offers more than just a week of fun—

it’s an inspirational experience where
campers can be their authentic selves,
often for the first time. CMTA National
Youth Programs Manager and Camp
Footprint Director Jonah Berger
captured the impact perfectly: “l watch
firsthand every year how being around
those who understand CMT has an
unbelievable impact on the campers
and staff that can only be defined as
life-changing. The inclusive environment
allows campers to shed the weight of
feeling different, replacing it with a deep
sense of community.”

This year’s Olympic-themed events
fueled friendly competition and
teamwork while fostering unity. The
camp’s lasting impact extends far
beyond the week itself, with many
campers continuing the friendships and
connections they forged long after the
campfires have faded.

Fostering the Next Generation
of CMTA Leaders

At Camp Footprint, leadership isn't just
encouraged—it's lived. This year, 34
counselors (13 in the West and 21in the
East) returned to camp not as campers
but as leaders, having once stood in
those very shoes. The progression
from camper to counselor embodies
the program’s profound and lasting
influence. As former camper Merry
Wayman reflected, whose first camp
experience was in 2016 when she was
just 11 years old, “Helping campers grow
and gain the same confidence | did has
been one of the most fulfilling aspects
of my journey with Camp Footprint.”
Standing shoulder to shoulder with

her fellow counselors, Merry’s eyes
sparkled with the recognition of the
impact she now makes on others.

Sam Docker’s journey followed a similar
arc. He said, “Choosing to become

a counselor for Camp Footprint was
one of the best decisions of my life.”
Sam’s voice carried the weight of his
experiences as he stood before a new
group of campers, guiding them through
the same moments of realization and
acceptance that once shaped his own
time at camp.
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Merry Wayman, Sam Docker
and Adam Palermo were three
of 34 former campers who
returned to Camp Footprint
this year as counselors.

The ripple effect of leadership at

Camp Footprint reaches far beyond

the campgrounds. Laurel Richardson,
who once laughed and learned among
the campers, now directs CMTA's
Community Outreach. And, Katherine
Forsey, PhD, CMTA’s Chief Research
Officer, started her journey with Camp
Footprint as a counselor, her passion for
the camp experience igniting a career in
advocacy and CMTA leadership.

Camp Footprint nurtures leadership,
with many counselors and program staff
starting as campers—a powerful cycle
of mentorship and empowerment. The
camp provides more than just a week
of connection; it cultivates future CMTA
leaders committed to supporting the
CMT community and CMTA’'s mission.
Year after year, the bonds formed here
continue to drive progress, ensuring the
next generation of leaders is ready to
carry the mission forward.

First-Timers: Fresh Faces
and New Energy

Camp Footprint also welcomed 24
first-time camp staff members (15 in the
West and 9 in the East), who brought
fresh energy and enthusiasm. This
year was the first time CMTA CEO Sue
Bruhn and CMTA Director of Marketing
Chris Cosentino attended camp, having
recently joined the organization. Their
experiences offered new perspectives
and further appreciation for the
program’s impact.

Reflecting on his first camp, Chris
shared, “For the first time in their lives,
the campers didn’t have to explain
their situation or feel isolated or
different—everyone understands what
they’re going through.” Sue reflected

Sam Docker.
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on her experience, noting, “Witnessing
firsthand the energy, confidence, and
camaraderie that Camp Footprint
fosters was truly inspiring. These kids
are not just campers but future leaders
shaping the CMT community.”

Strengthening Bonds:
The Power of Partnership

This year, Camp Footprint welcomed

a special addition to its volunteer
counselor team at Camp Footprint East.
Dan Brennan, Senior Vice President

at CMTA-STAR Alliance Partner NMD
Pharma, volunteered as a camp
counselor for the first time. His decision
to engage directly with the campers
illustrates the deep commitment shared
by CMTA-STAR Alliance Partners. Dan’s
participation highlights Camp Footprint's
unique impact, extending beyond the
campgrounds to all sectors of the CMTA
community.

Dan’s experience reinforced the
power of personal connections and
shared experiences of Camp Footprint.
His willingness to step into the role

of counselor, guiding and inspiring

the next generation of campers and

NMD Pharma Senior Vice President Dan Brennan
(Center, Yellow Hat) volunteered as a camp
counselor at Camp Footprint East.

leaders, speaks volumes about the
strength of the CMTA-STAR Alliance
Partnership. These partnerships not
only accelerate CMT research but also
foster an environment where youth
living with CMT are empowered to
thrive and grow into future leaders.

Community in Action:
Bringing Adaptive Archery to
Camp Footprint

One of the standout activities at

Camp Footprint is adaptive archery,
ensuring that every camper can fully
experience the thrill and sport of
archery, regardless of their level of hand
strength or dexterity. Adaptive archery
has been a part of Camp Footprint since
its early days, made possible by the
generosity and expertise of community
members like Scott Meshew, a former
product representative from Ten Points
Crossbow Technologies, and Bass Pro
Shops, who donated the specialized
equipment.

continued on page 4

BCEO Sue Bruhn with
first-time camper
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CAMP FOOTPRINT 2024

continued from page 3

Thanks to a grant from Bass Pro Shops,
Camp Footprint received Wicked Ridge
M-370 crossbows with AccuDraw,

BOG tripods, and other essential gear,
allowing even campers with severe
CMT to participate. The community's
dedication—from the donations of

Big Shot Targets to the efforts of

camp parents who helped deliver the
equipment—reflects the spirit of Camp
Footprint: ensuring every camper gets
to do every activity and that no camper
is left out.

Building Bridges:
Applied Therapeutics and
Their Commitment to the
CMT Community

As a CMTA-STAR Alliance Partner
Applied Therapeutics has long
supported CMTA’'s mission to drive
progress for those living with CMT.
That support extends beyond research
and sponsorship, with Senior Vice
President Dottie Caplan and Peter
Loupas visiting Camp Footprint East
for two days. During their time at camp,
they engaged directly with campers,
listening to their stories and ensuring
that each camper knew how important
they are to the broader efforts to find
treatments for CMT.

The visit by Applied Therapeutics
highlights the meaningful relationships
the CMTA-STAR program nurtures—not
just in the lab but on a personal level.
By spending time with the campers,

Adaptive archery at Camp Footprint ensures that every camper can participate in this fun activity.

Dottie and Peter reinforced that every
person in the CMT community plays

a crucial role in driving progress and
that the work is about more than just
science—it’s about people. Their time
at camp was a powerful reminder of the
shared commitment between CMTA-
STAR Alliance Partners and the CMT
community to create a brighter future
for all those affected by CMT.

CMTA Board of Directors:
Connecting and Celebrating
with Campers

Camp Footprint East welcomed CMTA's
Board of Directors for a morning of fun
and connection. Their visit wasn’t just
ceremonial—board members jumped
into the fun, spending meaningful time
with the campers and participating in
various activities. From arts and crafts
to chair dancing, water balloon fights,
and the famed powder battle, they
experienced the joy and camaraderie
that make Camp Footprint so special.

Board Members took the time to
listen to the campers’ stories, engage
in playful moments, and witness the

The foam cannon at Camp Footprint
East was an enormous hit!
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powerful connections that formed
during the week. Their involvement
highlighted the CMTA Board’s
dedication to understanding the
personal experiences of those living
with CMT. By joining in these activities,
the Board reaffirmed their commitment
to ensuring programs like Camp
Footprint continue to empower youth
with CMT to build confidence, foster
lifelong friendships, and shape the
future of CMT community leadership.

Looking Forward: Celebrating
Nine Years of Camp Footprint

As Camp Footprint concludes its

ninth year, the focus shifts toward its
milestone tenth anniversary in 2025.
Registration for next year opens on
January 5th, and the CMT community
eagerly anticipates another year of
magic, connection, and growth. CMTA
CEO Sue Bruhn captured the impact of
the camp experience, sharing, “l could
not be more proud of what this program
delivers to the community and for these
kids who | watched grow in confidence
and make lifelong friends throughout
the week—they are absolutely the
future leaders of the CMT community.”

A Special Thank You
To Our Sponsors

Camp Footprint’s success is due
to the tireless efforts of its staff,
volunteers, and the unwavering
support of our community. We also
extend our heartfelt thanks to our
sponsors for making this program
possible. Their generosity allows
us to continue offering this life-
changing experience to campers
year after year.

APPLIED
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CMTA Launches #LetsBeatCMT Initiative
During CMT Awareness Month

CMTA turned up the global volume
on CMT awareness by launching the SQ?‘\’QW\\DQX S CMT Awaveness Month, %o
successful #LetsBeatCMT campaign ; [ S A IEEEE
during CMT Awareness Month in ‘ [ =

September. The social media initiative
acquired unprecedented engagement,
featuring daily videos, family stories,
photos, and infographics discussing
CMT'’s impact on individuals and their
families.

#LetsBeatCMT allowed community
members to share their personal
experiences on how they adapt to life
with CMT and why getting involved in
CMTA programs is vital to improving
the lives of everyone impacted by CMT.
The initiative brought the global CMT
community together and received
support from well-known personalities
such as Adam Zucker (CBS Sports) and
Emmy Award-winning writer/producer
Danny Zuker (Modern Family). pusAORC

Follow the campaign on social media and CMTA’s YouTube Channel: youtube.com/@CMTAssociation

KNOW THAT YOUR DONATIONS ARE BEING USED WISELY. Charity Navigator awarded us its highest 4-star rating
and a Perfect 100 score based on our exceeding industry standards and outperforming other organizations that do
similar work. It's a distinction enjoyed by less than 1 percent of the nonprofits rated by Charity Navigator.

YOUR DONATION WILL BE DOUBLED!

Charity -+
Navigator

+ FOUR-STAR +

YES—I WANT HELP CURE CMT! HERE IS MY DONATION OF:

(O $50 -» becomes $100 (O $100-» becomes $200 (O $250 > becomes $500 (O $500 > becomes $1000 (O $1000 -» becomes $2000 (O Other: $

O Please charge my credit card. O Visa (O MasterCard O American Express O Make my gift a recurring Monthly Donation.
O Check enclosed, payable to the Charcot-Marie-Tooth Association.

Ol am interested in learning more on how to make a major gift or a multi-year pledge. O 1 would like information on donating securities.

Name Email

Card # Exp. Date CVV#
Signature Billing Address

City State Zip Phone

Dedicate this gift to: Honoree's Email:

The Charcot-Marie-Tooth Association (CMTA) is a registered 501(c)(3) nonprofit organization.
Your donation is tax-deductible to the fullest extent allowed by law. Tax ID: 22-2480896.

Mail this form to: CMTA, PO Box 105, Glenolden, PA 19036
DONATE ONLINE AT: www.cmtausa.org/curecmt




HELP FOR TODAY AND

was a remarkable gathering of
more than 450 attendees—both
in person and virtually—making
it one of the largest CMTA
Summits to date. Held from
September 6-8 in Denver, the
event welcomed participants
from across the US, six other
countries, and virtual attendees
from 10 countries, with over
60% attending for the first time.

CMTA CEO Sue Bruhn, PhD,
captured the essence of

the weekend: “The CMTA
Patient and Research Summit
embodied our core focus to
provide Help for Today and
Hope for Tomorrow. Beyond
the practical solutions for
managing everyday life with
CMT, it created a unique space
for attendees to connect, share,
and build lasting relationships
with fellow community
members, exhibitors, and
speakers.”

A SPACE TO CONNECT
AND BELONG

From the moment attendees arrived
on Friday and participated in a “dine-
around” across Denver’s vibrant
restaurant scene, the sense of
community was undeniable. For many,
this was their first experience meeting
others with CMT face-to-face—a
powerful reminder that they are not
alone in their journey. One attendee
captured this sentiment perfectly:

“l came away with an improved
understanding of and hope for current
research initiatives, ways to live with
CMT, and a profoundly increased
feeling of connection to the CMTA
Community.”

THE CMTA REPORT FALL 2024

2
Top (left to right): CMTA CEO Sue Bruhn, PhD and CMTA Scientific Advisory Board member Stephan
Ziichner, MD, PhD. Bottom (left to right): Applied Therapeutics Chief Medical Officer Riccardo Perfetti, MD
and Neuromuscular Pulmonologist Ashraf Elsayegh, MD highlighted the power of patient-focused drug
development and how research and care are accelerated when patients are engaged.

Saturday’s sessions were packed

with educational presentations from
CMT specialists, clinicians, and fellow
community members. Topics ranged
from the latest in symptom management
to community perspectives on
navigating life with CMT. Sunday’s
focus shifted to research, with world-
renowned CMT scientists sharing
groundbreaking advancements in
potential CMT treatments and ongoing
projects aimed at finding a cure.

HELP FOR TODAY

The Summit provided attendees with
many practical tools and strategies

for managing life with CMT. Expert-led
sessions on physical and occupational

therapy emphasized daily activities that
can significantly improve quality of life.
In-depth discussions on bracing options
and surgical interventions offered
guidance on how to approach mobility
challenges and when to consider
corrective foot surgery for CMT.

In addition, respiratory care and
emotional well-being sessions
addressed the broader aspects of
living with CMT, offering solutions for
managing neuromuscular breathing
difficulties and mental health challenges.
These useful, day-to-day strategies
highlighted CMTA's commitment to
providing help for today, equipping
attendees with resources they can use
today to improve their lives.

KEYNOTE SPOTLIGHT: VITTORIO RICCI

Sunday’s keynote speaker, 26-year-old Vittorio Ricci, provided an inspiring
example of the power of community and advocacy. Diagnosed with the CMT-
SORD in 2021 after years of uncertainty, Vittorio shared his journey—from his
initial diagnosis at age 14 to receiving genetic confirmation to his involvement
in a Phase lll clinical trial for govorestat, a potential first-ever treatment for CMT.

Vittorio spoke passionately about how CMTA has connected him with others
facing similar challenges and empowered him to actively advocate for the

CMT community. He has
been working closely with
Applied Therapeutics on
FDA outreach, advocating
for accelerated approval of
the company’s experimental
drug for this unique type of
CMT, govorestat. His story
underscored the importance
of family, community, and
collective efforts in driving
progress toward treatments
for CMT.

HOPE FOR TOMORROW

On Sunday, attendees learned about
the significant achievements in CMT
research through the CMTA’s Strategy
to Accelerate Research (STAR) program.
With more than 50 active research
projects, including 35 sponsored
initiatives, STAR has invested $30
million to accelerate research in
treatments for all forms of CMT. This
year alone, 9 new projects were
approved, targeting both demyelinating
and axonal forms of CMT. The collective
impact of this research is moving us
closer to treatments that will benefit

the entire CMT community. One of the
standout achievements shared was the
rapid progress of CMT-SORD research.

Discovered through CMTA’'s ongoing
genetic discovery initiative, CMT-SORD
advanced from gene discovery to a
Phase lll clinical trial in just two years,
thanks to CMTA's commitment to ensure
the infrastructure was in place to start
trials as soon as the science allowed.
CMTA-STAR Alliance Partner Applied
Therapeutics, which is conducting the
trial, reported encouraging 12-month
data earlier this year, fostering hope for
the entire CMT community.

Breakout sessions provided updates on
research for demyelinating CMT, axonal
CMT, and undiagnosed forms of CMT
(unknown genetic cause), highlighting
the expansive reach of CMTA-STAR’s
funded research. These sessions

reinforced CMTA's commitment to
accelerating treatments that will bring
hope to the entire CMT community.
Attendees left confident, knowing that
every project supported by the CMTA
brings us closer to effective treatments
for all CMT, not just for the few.

PERSONAL STORIES
OF IMPACT

For many, the Summit wasn’t just an

event; it was an emotional turning point.

Clarissa, diagnosed with CMT-SORD at
18, described her experience in Denver
as nothing short of transformative.

Reflecting on the summit, she said, “It
is an otherworldly experience to be in
a room full of people with CMT. There
is an unspoken bond that transcends
blood... Strangers instantly turn into
friends.”

Her words capture the unique sense

of belonging attendees felt during the
Summit. This year’s gathering provided
a space where people could connect,
share their experiences, and walk away
with newfound friendships, all while
gaining valuable knowledge about the
future of CMT research and managing
their disease.

LOOKING AHEAD

The weekend wasn'’t just about
reflecting on progress but was about
looking towards the future. With more
than half of the attendees being
first-timers, there was an undeniable
momentum in the air—a growing
movement united by the goal of
finding treatments and, ultimately, a
cure for CMT. As one attendee said,
“The Summit, time and time again,
demonstrated the power of a community
and an advocacy organization to make
meaningful impacts.”

As we look ahead to next year’s
Summit, scheduled for September

5-7, 2025, in Indianapolis, Indiana, we
remain committed to providing Help for
Today and Hope for Tomorrow. Building
on this year’s success, we will continue
to bring even more members of the
CMT community together for another
unforgettable weekend.

A Special Thank You to Our Sponsors and Exhibitors

CMTA would like to extend our heartfelt gratitude to the sponsors and
exhibitors of the 2024 Patient & Research Summit. Your generous support and
participation made this event possible and helped bring the CMT community
together for a weekend of learning, connection, and hope.

Acceleration Sponsor: Applied Therapeutics

Summit Sponsors: ActioBiosciences, ArmatusBio, PsychoGenics, Nervosave
Therapeutics, NMD Pharma, and Novartis

Corporate Sponsors: Allard USA and TurboMed Orthotics

Exhibitors: All Bodies Community, Cadense, Evergreen Prosthetics and
Orthotics, MotivelLabs, Organileaf Farms, Ottobock, Rise Prosthetics + Orthotics,

SitnStand, and Variantyx

Your commitment to accelerating CMT research, supporting the community,
and fostering innovation is invaluable. Together, we are making meaningful
strides towards a world without CMT. Thank you for being an integral part of

our mission.

FALL 2024 THE CMTA REPORT



HOPE IN MOTION:
CMTA'S PATIENT
SUPPORT FUND'S
LIFE-CHANGING
IMPACT

n 2021, the CMTA Patient Support

Fund was launched with a generous

gift from an anonymous donor,
setting the foundation for something
truly special. The fund's purpose is to
provide financial assistance to CMT
patients seeking evaluations and
surgeries with renowned foot and
ankle specialist Dr. Glenn Pfeffer at
Cedars-Sinai Medical Center in Los
Angeles. Cedars-Sinai, recognized
as a CMTA Center of Excellence, is
home to an expert surgical team that
has changed the lives of many living
with CMT.

This initial act of kindness sparked

a ripple effect, inspiring brothers
Spencer and Taylor Bergthold to
take up the cause. Withessing the
profound impact the fund could
have, they were moved to contribute,
ensuring more CMT patients would

Financmssistance for CMI patients seeking evaluations
and surgeries with renowned foot and ankle specialist
Dr.'Glenn Pfeffer at Cedars-Sinai Medical Center

have the opportunity to receive life-
changing treatment. The financial
burden of traveling to Cedars-Sinai

for consultations, second opinions,
and surgeries can be overwhelming,
especially when patients have already
faced years of medical challenges. The
fund helps ease these costs, covering
travel and lodging for patients and their
families, with up to $5,000 in support
per patient.

As Spencer shared, “We saw how
much hope this fund was giving

to patients and their families, and
we wanted to make it our mission
to both contribute via fundraising
through our networks while using it

in Los Angeles, California.

as an opportunity to spread general
awareness for CMT. It’s incredible what
a difference this fund can make in
someone’s life.”

Thanks to this growing support, the
fund continues to help more CMT
patients access the care they need.
Together, we are building a stronger,
more connected community, driven

by the belief that no one should be
held back from life-changing treatment
because of financial constraints.

For more information or to support
the CMTA Patient Support Fund,
please visit www.cmtausa.org/
cmtapatientsupportfund/
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I first started having drop foot symptoms in high school. Back then, I lived
in America after moving from South Korea. | officially got diagnosed with
Charcot-Marie-Tooth disease (CMT) in my first year of college. | first tried
plastic braces recommended by my physician, but | could only tolerate them

After | got my Xterns, my perspective completely changed. With my braces,

| can walk faster and safer, and most importantly, it enabled me to become
more active and enjoy my life again. It also resulted in an unexpected side
effect which is that many people did not notice my foot drop with the braces.

— 43, Sanghyun(Sam) Nam
Biomedical Engineering Research Assistant at C.COR.E lab,
New Jersey Institute of Technology and patient with CMT.

Turbogl\/\ed”

Proud CMTA partner
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CMTA GRATEFULLY ACKNOWLEDGES GIFTS...

IN MEMORY OF:

Kenneth D. Adams
Team 451 Sylvania
Charles Winkler

Rebecca Allen
Carla Meister
Cynthia Meister
Susan Sheppelman

Jack Anderberg
Kimberly Barck
Mary Jo Bishop
Kathy Garlock
Denise Koehnen
Connie Langheinrich
Mark Ploen

Alain Badeau
Diane Lindsay

Dona Baudot
Cherie Summerville

John Baumann

Neil Larson

Bishop and Jill
Smylie

Anne and Mike Spink

Albert Becker

Steven Motzno

Horace Booz, Il
Tracy Letts

Linda Campbell
James M. Campbell,
Sr.

Celia Clemente
David Somers

Barry R. Cooper
Nancy and Howard
Finkelman

Lois Daby
Jonathan and Lois
Larson

Primo DiPaolo
Kenton and Helen
Hatch

Roy Diton
Ann Serafin

Nancy Enfield
Dara Lindsay

Karen Gabel
Ruthie and Hop
Walters

Lauri Jo Garmen
F. Richard Clemente

David Gordon

Deborah DeGirolamo

Maria and John
Doyle

Marc and Merrie
Hawley

The Knight Vezina
Family

Joseph and Sharon
Orlando

Michael and Mary
Lou Orlando

Kathryn Romano

Franklin and Beverly
Wurzel

Diana Zitnay

Janice Hagadorn
Janet Reyes

Bo Herndon
Deborah Becker
Elaine and Dan Edge
Effingham County Bd
of Commissioners
Helen Glaze
Mark Herndon
Robert Peacock
Donna Reimer

Earl Hill
Matthew McAllister

Esther H. Jackson
Eastbrook Retirees

Breakfast Group
Jennifer Harding
Suzi Jeffs

E. A. Jumper, Jr.
Emily Andrews

The Everhart Family
Gayle Shellabarger

Bill Kennerly
Nancy Kennerly

Andree Kingsley
William McBee

Lee Landis

Barbara Epler
Suzanne Price
Susan Quinion

Kirk F. Larimore
Eric Skidmore

James Lindsay
Diane Lindsay

Elizabeth Markel
Karen Markel

Dan Martens
William Martens

Pamela McCrumb
Denise Freeman

William A. McMillian
Geddis Architects

Jennifer Lawson
Nelson
Monique Daley
Patricia Hartmann
Robert Lawson
Holly Reid Vinson
Jean Yeager

Jennifer Norris

William Norris

Afan and Gabby
Swan

Joan Ochman

Richard and Helaine
Goldberg

Michael O’Neill

Scott and Cathy
Frieder

Kristy Ottman

Rob Thompson

Leila M. Parker
Mary J. Isely

Michael Ross
Patricia Ross

Yolande “Lonnie”
Rung

Mr. and Mrs. Frank
Gunnison

Harold and Kathryn
Smale
Your friends at
Ontario Health
Judith Aubin
Jennifer Bowler
Greg Buzbuzian
Kirsten Cooney
Wendy and Denny
Corman
Phyllis Cox
Laura Davey
Neil Driscoll
Philip Engborg
Jonathan Evans
Brian French
Dave Hall
Teresa Hoffman
Lorraine Human
Janice Ingram
Lillie Johnson
Karen Lynch
Britta Martin
Linda McDermid
Julie McShane
Siobhan O’Connor
Judy Palmer
David Rahner
Mary Rowan
Suzanne Selby
Karyn Storm
Sylvia Sumner
Diana (Dolly)
Thompson
Suzanne Tyson
Bill Verity
Sarah Wiley
Deborah Wilmshurst
Marla Wolfe
Pam Wong

Joyce Steible
Edith Smock

Clarence Stone
Alvin Begnoche

Ellen Vogler

Margaret Capp

Alan Lee

John Lutz

Stephanie
McSweeney

Abby Wakefield
Neal Miner

Clea Rivera

Anna Zacharias
Judy Zacharias
Anthony Zahn
The Bethel Family
Paul and Melanie
Melinda Vento

IN HONOR OF:

Jodi Ackerman —
“Happy Birthday”
Barbara Ackerman
Jeanne Boehlecke
Cindy Zembryki
Steven Carey
Ann Carey
Mary Cate
Raymond Lamberti,
Jr.
Luna Chappell
Robert Chappell
CMTA’s Great Staff
Bruce Egnew
Sheila DeAnnuntis
Dr. Patricia Loudis
Beth Dorin
Tommie Kozlov

Jayne Fulmer
Ellen Wilber

Sally and Daniel
Gattuso
Anna Borden-Forfa

Robert Giancola
Anthony Lorenzo

Boston Gray
Victor Sower

Julia Greenstine
Nate Greenstine

Peter G. S. Gunther,
MD
Mary Gunther

Robert Hartdegen
and Katerina
Ballsmith

Anonymous

Randy Heisey
Lucretia Kelleher

Jeremiah Jensen
Anthony Jensen

Teddy Johnston
Zach Altschuler
Charu
Chandrasekhar
Rachel Cohen
Kate Lane Flecker
Katherine Flecker
Rebecca Hershberg
Amy Koplin
Bryan Koplin
Margo and Tom
Mohr
Sally Pritchard
Tamara Savarine

Davi Keynes-
Levinson
Phyllis Walt
Becca Kline
Marilyn Sieh

Shelley Krasnick
Marilyn and Peter
Bernstein

Andy Levine
Don Sanders

The Honorable
Joseph S. McLean
Amy Yontef-McGrath

Pamela McCrumb

Ron and Linda
Simpson

Carol Mickelson

Ron and Linda
Simpson

Bill Millar

Wendy Busch

Victoria Morozova
Irina Morozova

Ignacio Negroni
Jose Negroni
Joshua and Rachel
Newburn
Stephen Sand

Sherri and Steve
O’Donnell
Raymond Mitchener

Elizabeth Ouellette
Ezra Beinhaker

Fran Roberts, RN,
PhD
David Gardner

David and Heather
Sand
Stephen Sand

Jonathan and
Jennifer Sand
Stephen Sand

The Sandford
Family

Tim Sandford

Danny and Amy
Solomon

Ann Lagasse

Michael N. Spotte
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THANK YOU, GARY AND HELENE LENET,
FOR BRINGING THIS WONDERFUL EVENT TO LIFE
AND TO ALL WHO JOINED US ON BROADWAY

n Saturday, September 28th, we gathered in NYC for a wonderful event to raise funds for CMTA.
We want to extend our heartfelt thanks to Gary and Helene Lenet for their leadership in this

initiative, bringing together over 50 supporters and raising an incredible $45,000 for our mission.

As Gary shared during the evening, “We draw inspiration from the Broadway show Hell’s Kitchen,
which tells Alicia Keys’ remarkable journey—rising from her roots with the support of her friends,
community, and a devoted music teacher. Just like this, with our friends and community, we remain

committed to standing with you as we fight for a future where CMTA is a key part of the cure.”

Gary invites you to stand with us. Your support is essential to CMTA's continued success.
Thank you to everyone who attended and donated—together, we are shaping a future for you
and for generations we may never meet.
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EXPLORING A MINDSET
FOR LIVING WITH CMT:

STRATEGIES FOR OURSELVES AND OUR CHILDREN

BY SARAH KESTY

Imost thirty years later, | can
still feel the hot pain filling
my right shoe, the stale
Northern California summer
air, and a friend on either
side of me as | limped around the field
for my fourth and final lap—a mile.
| finished the mile run test for sixth
grade. One of my teachers said my
time out loud, over twenty minutes, and
the other instructed the two classes of
students that they could finally get up,
out of the heat, and go inside. Their
last, slowest student was done. My
cheeks burned with embarrassment
as | heard my peers snark: “Finally!”
“What is wrong with her?” “She’s the
slowest, laziest person in class.”

Moments like these stick with a person.
For a long time, they even shaped my
identity. | didn’t say CMT out loud until

| was nearly thirty. Instead, | kept it
inside like a shameful secret, avoided
anything that may have exposed my
differentness, and tried my hardest
never to use my handicapped placard,
save for after surgery.

| won't lie to you, CMT family. There
are days when | still feel isolated, in
deep pain, and flirting with a twinge
of hopelessness. CMT is hard. But
I've found several ways to manage
the physical and emotional pain, and
we can utilize these strategies for
ourselves and our children.

First, we can change the ways we
respond when our kids have big
feelings. Often, in an attempt to
protect ourselves and our kids from
pain, we may downplay the painful
experiences, quick to jump into a
solution, distraction, or a way to ignore
the emotional, social, or even physical
pain of CMT. When | started to allow
myself to feel the feels, all of them, it
was transformative. Instead of getting
louder, increasing in intensity in hopes
that they’d finally be heard, my feelings
processed through me and relaxed. It
was as if all they ever wanted was to
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be seen, heard, and acknowledged,
and when | stopped running from
them, they lowered the volume.

How do we do this with our kids?
Witnessing your child’s pain is
heartbreaking, and it’'s natural to seek
the “shut off valve” right away. Saying
things like “It will be fine” or “It doesn't
matter that much” reflects your adult
perspective and a positive intention

to decrease their pain. However,
responses like these often accidentally
send a message that our kids’ feelings
aren’t important and that we don’t want
to hear them. Instead, you can test out
a three-part reaction: listen and allow,
repeat and validate, and ask.

Listen and allow:

Allow your child to do most of the
talking or even crying. Make space for
them to get their feelings out, without
jumping in with too much talking.

You can nod and make affirmative

statements to show you’re listening,
but in this phase, you are witnessing
and honoring their experience, not
fixing anything.

Repeat and validate:

As your child shows signs of calming,
you can show them you heard them by
sharing things like, “I hear you saying
that...,” “It sounds like...,” or “It seems
like you're feeling...” In this way, you
show your child they are heard and
understood. You are reflecting what
they’ve shared and validating that
you’re connecting with them. Often,
your child will seem to feel better after
being heard or may elaborate after
hearing their thoughts clarified by you.

Ask:

When the emotional storm is settling,
ask your child what would help them
in that moment. What may provide
comfort or enjoyment? What do they
need from you? If they don’t know,
you can offer a few ideas but don’t
push them into any one choice.

Many children seek comfort, rest, or
distraction as the neurotransmitters
related to intense emotions dissipate.
If choosing a calming activity is very
tough in the moment, consider making
an ideas list at a time when your child
is feeling great. You can access it
during tough moments in the future.

Other quick ideas:
Neutralize your language

Words hold a lot of meaning, and
many are especially painful. Mindfully
choosing neutral ways to describe
CMT and our experiences can help
us express ourselves without adding
to the pain. When talking with your
children, avoid the loaded words
like “special” and opt for terms that
describe but don’t judge (too much).
Some examples include, “l have a
wonky foot” or “sometimes balance

is tricky.” We’re not downplaying the
experience, but we’re also not creating
extra pain by using language that is
loaded with emotion.

Find role models and
inspiration

Humans learn through stories. Hearing
and relating to how others experience
their challenges can provide models
and hope. Consider learning about
and celebrating public figures with
disabilities. You may even want to hang
quotes or photos as reminders of the
tenacity of the human spirit, especially
when times get tough.

Practice self-advocating

Talking about our challenges can be
hard, especially for our kids. The risk
of rejection when we share about
our CMT may mean we avoid asking
for what we need; in fact, the part

of the brain that processes social or
isolation pain is the very same part
that processes physical pain. Being
prepared with neutral descriptions and
rehearsed language can help us be
ready to self-advocate. Our kids can

practice how to express their needs to
teachers, and we can even help them
learn quick and less emotional ways to
reply to peers’ questions about CMT,
braces, or their abilities.

Celebrate small wins

Although | wish positive changes
happened all at once and overnight,
the reality is they will unfold in messy,
non-linear ways. Keeping an eye out
for small changes can help us feel like
our efforts are worth it. Did you or your
child process through a big emotion?
Were you able to speak up about what
you need? Did you find ways to use
your pain to help others? Allow your
brain to explore what’s going right, and
you'll likely find a good list!

CMT family, this can be a tough road.
But using strategies and mindful
communication can help us and our
children develop healthy mindsets to
live with CMT.

Sarah Kesty is

an education
and disability
consultant,
speaker, and
author who helps
CMT community
members make
the best of their
children’s school
experiences.

An experienced
advocate who has CMT, Sarah helps families
navigate school support systems with
confidence and clarity.

allard:

Toll free: 888-678-6548
info@allardusa.com
www.allardusa.com

Thanks to my ToeOFF®,

| have been able to
EMPOWER PEOPLE to
challenge their limits and
FIND NEW HEIGHTS
no matter the obstacle!

—Aika, Doctor of Physical Therapy
and 2- time Paraclimbing World
Champion (RP3)
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CONNECTION WITHOUT BOUNDS:

THE POWER OF COMPASS

BY HALEY WHITE

CMT AND CONNECTION—

two things that can’t be spelled without
the letter “C” and two things that can’t
exist without each other. | recently
watched a drama titled “Twenty Five
Twenty One,” which follows a group
of friends as they experience the
highs and lows of life, exploring how
relationships evolve as they grow
older. It left me wondering if we really
do leave behind everything from our
childhood as we move into adulthood.
Do we lose those bonds, or can we
continue to grow our friendships

and share our ups and downs?

For CMTA's COMPASS group, it’s
definitely the latter.

COMPASS is CMTA's support group
for young adults living with CMT.
Unfortunately, we may not always
highlight how we connect, not only

in the monthly meetings but in our
everyday lives as well. To show that
we don'’t just sit behind computer
screens every month, a few COMPASS
friends and | have come together to
share how COMPASS has helped our
friendships grow beyond physical and
technological borders.

e Q' ‘T
COMPASS outing at the
2024 Patient and Research Summit

Let’s Start With Some
Thoughts From My Camp Pals
About Camp Footprint

NATHAN BURNS: “Volunteering for
and experiencing Camp Footprint made
my experience as a COMPASS member
much more personal and intimate. Sure,
meeting and connecting with fellow
CMT community members via Zoom
is engaging, but physically meeting,

breaking bread, and laughing with
extraordinary people, all while enjoying
the sights and activities that camp
provides, created memories that | will
carry with me for the rest of my life.”

DYLAN VALLAT’S JOURNAL: “This
honestly feels like a long-lost home,
from how welcoming everyone is to
the universal aura of understanding
that permeates the air. As someone

WHAT IS COMPASS?

COMPASS, CMTA’s young adult group, is not just a
community—it’'s a movement. Over the past year, our
members have come together in monthly meetings,
delving into discussions, sharing stories, and forging
bonds beyond diagnosis. These meetings aren’t just
about finding support, they’re about finding strength in

solidarity.

But COMPASS isn’t just about meetings—it’s about
creating unforgettable experiences. Picture this: a
happy hour evening at CMTA’s Patient and Research
Summit in Denver, CO, this September; laughter fills
the air as you connect with peers who understand
your journey. Moments like these remind us of the
power of community and the power to uplift, connect,

and empower.
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So what are you waiting for?

Connect with COMPASS today and

QR code or visit our landing page

at cmtausa.org/compass

Let’s empower each other and build a
brighter future for young adults with
CMT. Your journey starts here!

be part of something extraordinary.

Follow us on Instagram at @cmtacompass.
To join COMPASS, scan this

MPASS

NAVIGATING CMT
AS A YOUNG ADULT

who grew up knowing nothing about
CMT, I now understand the beauty of
having this deep shared experience and
community that unconditionally accepts
you and allows you to be yourself
without any feelings of judgment.”

Outside of Camp Footprint

If camp isn’t your thing, never fear!
Members have been to concerts
together, traveled to visit each other,
attended the CMTA Patient and
Research Summit, and regularly chat
on social media. Some even volunteer
as branch leaders. Here’s what they
had to say:

JOSH FLETCHER: “Going to the Diplo
concert with Kathy Chau and her friend
group was an unforgettable experience
with great company. Navigating the
crowd was also an experience in and of
itself, but | was lucky to have Manorath,
Kathy’s boyfriend, by my side. | can’t
emphasize how important it is to have
friends who understand and don’t
make you feel less.”

PAIGE ADAIR: “The CMTA Summit
is @ magical event, allowing many
individuals to meet other young
adults with CMT—sometimes for the
first time ever.”

CHEYENNE ALFINO (Los Angeles
Branch Leader): “| was planning

on visiting the Bay Area in March
2024, and | thought maybe I could
see some of my online COMPASS
friends in person. So, | reached out to
Paul Sinclair, Dylan Vallat, and Yohan
Bouchard to see if they’d be willing to
go out to lunch while | was there. They
all ended up coming!”

Overall, COMPASS can’t be summed
up in just monthly meetings, although
those are a very important starting
point for getting connected. It's a place
to find others who are like you and
understand what you’re going through.
We don’t just discuss the challenges
of having CMT; we also celebrate the
joys of being alive. There’s not a day
that goes by when | don’t reach out to
a fellow COMPASS member.

In the drama | mentioned earlier,
the main characters grow older and
walk different paths, leaving us with
a famous quote about their time
together: “That summer was ours
to keep.” COMPASS is our summer.
Enjoy it while you can.

HONOR ROLL

ACCORDING TO THE DICTIONARY, an innervator is a nerve stimulator.
CMTA INNERVATORS, however, are action-oriented game-changers that
sustain CMTA with monthly gifts throughout the year. Life-changing
initiatives like Camp Footprint, treatment-focused research, and invaluable
education initiatives depend on steady, reliable support from committed
and reliable donors. Add your name to the INNERVATORS Honor Roll

by visiting
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“l have been pretty simple in my approach to
things, so a direct or blunt way of saying it is,
‘I Did It Because | Wanted To.’ Being a donor
is a nice and even noble gesture, but | have

| always done things because | want to. If |
didn't, | would say no. It is a simple formula
that has given me an almost stress-free life.

I believe in CMTA and am humbled by the
amazing people | have met.”—KENNETH HILL JR.
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UNDER THE
MICROSCOPE

BY KATHERINE FORSEY, PhD
CMTA Chief Research Officer

In “Under the Microscope,” CMTA
Chief Research Officer, Katherine
Forsey, PhD, takes a closer look

at topics related to CMTA'’s Strategy
To Accelerate Research (STAR).

Dr. Forsey oversees STAR and
CMTA’s STAR Advisory Board,
comprising over 30 world-leading
experts in CMT who provide scientific
input, evaluate ongoing or proposed
CMTA-funded research projects,
and guide CMTA'’s research strategy.
Through STAR, CMTA currently

has more than 50 active research
projects, including sponsored
research grants with academic labs
and preclinical testing studies with
biotech/pharma Alliance Partners.

Exercise in action with Dr. Forsey and
campers at Camp Footprint East
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EXERCISE IS MEDICINE:
BRINGING CAMP FOOTPRINT
UNDER THE MICROSCOPE

affects the peripheral

nerves that connect the
brain and spinal cord to muscles.
People with CMT often experience
muscle weakness in the hands, feet,
arms, and legs, along with balance
and coordination difficulties. These
challenges stem from slower nerve
signal transmission and loss of
sensation, particularly in the hands and
feet. Exercise plays a crucial role in the
lives of those with CMT. In supportive
environments like Camp Footprint—
the only summer camp specifically
designed for young people aged
10-18 with CMT—participants engage
in a wide range of physical activities
supported by a dedicated small army
of adult volunteer counselors, many of
whom also have CMT.

| Just Can’t Help Myself...

CMTA's Camp Footprint is not intended
to be used for physical benchmarking.
Instead, it is set up to provide a diverse
range of fun and challenging activities,
with support and adaptations for the
full range of physical abilities. 2024
marked my third year as a counselor at
Camp Footprint East in Pennsylvania.
While camp director Jonah and the
team throw surprises into the mix every
year, there is a core set of the same
activities each year. These include chair
dancing, climbing or
bouldering, paddle
boarding, archery,
swimming, yoga, and
not forgetting the
giant slip and slide!

I’'m a research
biologist by training.
I’'m hard-wired to track
and monitor my own
performance. Camp
Footprint provides

a perfect annual
opportunity to see
how any progression
in my CMT is affecting
me. | started a

new strength and
resistance program

last November and wanted to see
how much of a difference it has made
to my capabilities. | set myself a goal
of getting to the top of the more
challenging rock-climbing wall (there
are walls with different difficulty levels)
and returning to the paddle board |
first met at camp the previous year. |
surprised myself with how much easier
paddle boarding was. Developing my
core has helped my balance—I did not
fall into the water once!

The rock-climbing wall was a killer, but
| made it to the top with the cheers

of the Camp Footprint Tribe behind
me! While | wasn’t entirely surprised—
there’s plenty of evidence showing
that this type of exercise improves how
people with CMT feel and function—
there was still a part of me that needed
to experience it firsthand to believe it!

We know CMT is a progressive
disease; symptoms can worsen over
time, making everyday activities
increasingly challenging. This is why
exercise is crucial for everyone with
CMT. It is currently the only “treatment”
proven to help improve balance,

build strength, and delay symptom
progression.

Why Exercise is Crucial for
People with CMT

1. Maintaining Muscle Strength:

One of the main challenges of CMT

is muscle weakness. Exercise helps
maintain muscle strength, which is
needed for balance and mobility.

For people with CMT, targeted
exercises can help prevent muscle
atrophy (wasting) and keep the
muscles as strong as possible for

as long as possible. Any muscle,

as long as it is not fully denervated
(disconnected from the nerves due to
CMT nerve damage), can be built up
and improve its strength. Not all our
muscles denervate at the same time;
surrounding muscles can compensate
for those that don’t work so well, so it’s
important to follow a diverse training
program to work all the muscles.

2. Improving Balance and
Coordination: People with CMT often
struggle with balance due to muscle
weakness and loss of sensation in
the feet and legs. Regular exercise,
particularly activities focusing on
balance and coordination, such as
yogda, Pilates, or simply static or
walking lunges, can help improve
these skills. Better balance reduces
the risk of falls and injuries, which can
be beneficial for all people with CMT.
Check out the BALTIC study in the
resources box.

3. Enhancing Mobility and Flexibility:
Exercise that focuses on stretching and
mobility, like gentle stretching routines
or low-impact aerobic exercises,

help keep joints flexible and muscles
loose. For children and teens with
CMT who are rapidly growing, being
able to move freely without stiffness
can significantly impact their ability to
participate in various activities, both

at Camp Footprint and in everyday
life. Yoga is a regular feature at

Camp Footprint, and stretching of the
fingers and toes should always be
included because of CMT’s increased
risk of contractures (the stiffening

or shortening of muscles, limiting
movement).

4. Boosting Mental Health and
Confidence: Living with CMT can
sometimes feel isolating, especially
for younger individuals. Engaging in
physical activity releases endorphins—
chemicals in the brain that help reduce
pain and improve mood. Exercise

can also enhance self-esteem and
confidence, particularly in a supportive
and understanding environment

like Camp Footprint. Campers and
Counselors push themselves each
year to try new things and achieve

new goals; the levels of support and
celebration for individual achievements
are so great that we all lose our voices
within the first few days from cheering!

CMTA’s Camp Footprint:
A Unique Environment for
Exercise and Growth

CMTA's Camp Footprint provides a
unique environment where campers
and counselors can engage in physical
activities tailored to their abilities and
needs. Surrounded by peers who
understand their experiences, we

can try new sports and activities with
people who understand. We inspire
each other and show what a CMT body
can do.

Camp Footprint’s focus isn’t just on
exercise for physical benefit but also
on fostering a sense of belonging and
community. When campers engage in
physical activities together, they’re not
just exercising their bodies—they’re
building friendships, learning from each
other, and boosting their confidence.
This positive peer reinforcement can
greatly motivate campers to stay active
and healthy beyond camp.

Finding the Right Balance

While exercise is vital, it's important

to find the right balance. The balance
between showing yourself compassion
while not perpetuating self-limiting
beliefs is something | am personally
exploring. We want to train hard and
push ourselves while avoiding injury.
Over-work fatigue has recently been
debunked in CMT, so we can trust

our bodies, physical therapists, or
personal trainers and push to find what
works for us. Improving our symptoms
through exercise and increasing
strength and balance is possible. Camp
Footprint supports campers in finding
the right types and amounts of exercise
that work best for them, ensuring they
stay safe while reaping the benefits.

Conclusion

CMTA's Camp Footprint offers a

safe, supportive environment where
young campers and counselors alike
can explore exercise, connect with
others, and learn about their bodies. It
empowers everyone with CMT to live
their best, most active lives. If you can’t
make it to Camp Footprint, we have

a host of exercise resources on our
website you can try at home. Tracking
your progress over time, however you
choose to benchmark yourself, is great
for motivation too.

RESOURCES

The BALTIC study explored the
feasibility of a home-based balance
training program for people with
CMT. It combined multi-sensory
balance and strength training
focused on trunk muscles with

falls management education.
Success was measured using
physical assessments, patient
feedback, and interviews.

Reference the BALTIC study:
https://ctv.veeva.com/study/baltic-
study-a-feasibility-analysis-of-home-
based-balance-training-in-people-
with-charcot-marie-too

CMTA EXERCISE PAGES

From CMTA Board Member
Steven O’Donnell: cmtausa.org/tin

cmtausa.org/pilates
cmtausa.org/letsmove
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CMIA

Charcot-Marie-Tooth Association

<.

Strategy To Accelerate Research

RESEARCH UPDATES

At the core of CMTA’s mission, CMTA-STAR (Strategy to Accelerate Research) accelerates pioneering
research to develop treatments and ultimately find a cure for CMT. With nearly $30 million invested
since its inception in 2008, CMTA-STAR fosters collaboration across leading researchers, industry
experts, and the CMT community, resulting in remarkable progress. In this edition of The CMTA Report,
we highlight current initiatives that span gene therapy advancements, novel therapeutic approaches,
and biomarker discovery—critical steps toward transforming CMT care, and we share some live
research opportunities for you to participate in. Together, we are making meaningful progress towards
improving the lives of those affected by this disease and moving closer to a world without CMT.

CMTA’s CRISPR Research
Initiative Advances for
CMT1A and CMT1B

With more than $500,000 in CMTA
funding, researchers led by John
Svaren, PhD, at the University of
Wisconsin are advancing CRISPR
gene-editing strategies to target
the genetic mutations responsible
for CMT1A and CMT1B. This project
involves collaboration with CMTA
Scientific Advisory Board members
Maurizio D’Antonio, PhD, at the San
Raffaele Scientific Institute, Italy, and
Bruce Conklin, MD, at Gladstone
Institutes, San Francisco.

The research team has identified over
140 benign mutations in the PMP22 and
MPZ genes, a key step in developing
CRISPR tools that can specifically
target and remove the mutated copies
of these genes while leaving healthy
copies intact. The next phase focuses
on testing these CRISPR tools in human

BECOME A PARTNER
IN CMT RESEARCH:

We believe patients are key partners
in accelerating research. With only
one more participant needed to
complete this groundbreaking
study, your participation is vital.

If you or someone you know lives
with CMT2F, contact this study’s
University of lowa coordinator at
CMTRes@healthcare.uiowa.edu to
become the final participant.

THE CMTA REPORT FALL 2024

stem cells, a step towards creating a
gene-targeted treatment for CMT1A
and CMT1B.

IMPACT: Potential new genetic
therapy to treat several types of CMT.

CMT2F Natural History Study
Nears Full Recruitment as
Biomarker Analysis Begins

With $302,071 in funding from CMTA,
an international research team led by
Michael Shy, MD, at the University of
lowa is nearing full recruitment for a
natural history study on CMT2F. Out of
25 planned participants, 24 have been
recruited across multiple study sites.

The study assesses changes in
biomarkers such as intramuscular

fat fraction and Schwann cell gene
expression over time to understand
CMT2F’s progression better. Correlating
these biomarkers with clinical outcome
measures will provide new insights into
how CMT2F progresses and inform
future treatment development.

IMPACT: Understanding CMT2F
progression to accelerate the testing
of new treatments.

Exploring New Therapeutic
Pathways for CMT1B:
UPR Activation

Researchers at Ospedale San Raffaele,
Italy, led by Maurizio D’Antonio, PhD,
have made promising strides in
developing a treatment for CMT1B

by harnessing the Unfolded Protein
Response (UPR). Supported by
$33,000 from CMTA, this project

seeks to activate the body’s natural
defenses to reduce the harmful effects
of misfolded MPZ proteins.

Early results show that UPR pathways
can be effectively activated in

CMT1B models, offering a potential
therapeutic pathway. Further research
will determine whether these findings
translate to clinical outcomes for
patients with CMT1B.

IMPACT: Potential treatment for
CMT1B and other types of CMT where
activating the UPR can help.

Update: Progress in
Developing a CMT1A
Organoid Model

CMTA has invested over $200,000
in a project led by Professor Vincent
Timmerman, PhD, at the University
of Antwerp in Belgium to develop a
human-derived organoid model for
CMT1A. The research team has made
significant progress in optimizing
Schwann cell and myelin production,
allowing real-time visualization of the
myelination process.

This model will accelerate the testing
of potential treatments for CMT1A and
may be expanded for use in other
forms of CMT. The next phase will
focus on refining the organoid model
for therapy testing, with ongoing efforts
to optimize the protocols and expand
the methods to other forms of CMT.

IMPACT: An in-the-dish model to
quickly evaluate potential treatments
to repair parts of the nervous system
damaged by CMT.

PATIENTS AS !R

PARTNERSH '
RESEARCH

NOT YET REGISTERED with
Patients as Partners in Research?
Visit cmtausa.org/pap today!

By registering, you'll be first in line
for any CMT research opportunities
that match your profile and
interests, and you'll stay informed
on the latest developments in
CMT research. Registration is free,
and we welcome everyone in the
CMT community to participate.

Gene Therapy for CMT1A,
1B, and X1: Progress in
Nanoparticles

In a jointly-funded project between
CMTA and the Muscular Dystrophy
Association (MDA), Alexia Kagiava,
PhD, and her team at the Cyprus
Institute of Neurology and Genetics
in Cyprus are pioneering the use

of nanoparticles to deliver gene
therapies directly to Schwann cells
to treat CMTX1 (aka CMTX1, CMTX),
the second most common type of
CMT. This research focuses on using
novel nanoparticles designed to carry
therapeutic genes to Schwann cells,
which are crucial for producing and
maintaining the protective myelin
sheath around nerves.

Dr. Kagiava and colleagues
successfully produced and
characterized the nanoparticles during
the project's first year. These PLGA-
PVA nanoparticles were designed to
be combined with specific targeting
molecules to ensure they reach
Schwann cells. Further optimizations
will reduce their size for more efficient
targeting. Initial in vivo testing of these
nanoparticles in animal models has
already begun, laying the groundwork
for targeted gene delivery.

Dr. Kagiava and colleagues will
focus their next steps on refining
the nanoparticles’ size and testing
their specificity to Schwann cells.
The ultimate goal is to create a safe
and targeted delivery system that
can improve treatment outcomes for

CMTX1 and potentially CMT1A, CMT1B,
and all other types of CMT involving
Schwann cells.

IMPACT: New delivery system for
genetic therapy to treat several types
of CMT.

Community Participation
Accelerates Research
Success

With CMTA support of $98,890,
researchers at Hasselt University,

led by Esther Wolfs, PhD, have made
significant progress in creating a new
model for CMT1A using dental pulp
stem cells (hDPSC). Thanks to the
overwhelming response from the CMT
community—20 donors representing

8 different subtypes via the Patients

as Partners in Research program, with
some donating more than one wisdom
tooth—the team gained critical materials
to push this innovative project forward.

By inducing PMP22 overexpression
in these cells, the researchers
successfully replicated the genetic
mechanisms of CMT1A. This model is
now helping to reveal how Schwann
cells, which produce myelin, are
affected by the disease, offering new
insights into treatment development.
With donations representing other
subtypes, work is underway to develop
cell line models for these.

This success highlights the power of
community involvement and marks a
significant step forward in pursuing
therapies for CMT1A, underscoring
CMTA's commitment to accelerating
research through collaboration.

IMPACT: New preclinical models of
CMT1A, CMT1E, HNPP, CMTX1 (aka
CMT1X, CMTX), CMT2A, CMT2C,
CMT2T, and CMT4A.

CMT2S Research
Opportunity: CMTA-STAR
Alliance Partner Vanda
Pharmaceuticals Leads New
Investigational Study

CMTA-STAR Alliance Partner Vanda
Pharmaceuticals has received FDA
approval for an Investigational New
Drug (IND) to explore VCA-894A, a
potential treatment for CMT2S—a
severe form of CMT caused by
mutations in the IGHMBP2 gene.
The study seeks individuals with
confirmed CMT2S and specific

mutations in IGHMBP2 to participate

in an upcoming planned clinical trial.
This research represents a significant
step forward in developing targeted
therapies for CMT2S, offering new
hope to those affected by this rare and
debilitating condition.

IMPACT: A potential treatment for
CMT2S.

CMTA-STAR Alliance

Partner Actio Biosciences
Receives FDA Orphan

Drug Designation and Rare
Pediatric Disease Designation
for CMT2C Treatment

CMTA-STAR Alliance Partner Actio
Biosciences has received FDA orphan
drug and rare pediatric disease
designations for ABS-0871, a TRPV4
inhibitor for treating CMT2C. This
achievement was made possible
through collaboration with CMTA’s
Patients as Partners in Research
program, which connected Actio with
the CMT2C community. The company
is planning an upcoming clinical trial.

This designation represents a
significant step forward in developing
treatments for CMT2C, bringing hope
to those affected by this severe form
of CMT. We have worked closely with
Actio Biosciences to support their
commitment to patient-focused drug
development through our Patients as
Partners in Research platform.

IMPACT: A potential treatment for
CMT2C.

These initiatives and partnerships
underscore CMTA’s position as

the global leader in accelerating
research and empowering patients.
By uniting the patient community
with clinicians and industry experts
through CMTA-STAR initiatives and
programs, CMTA accelerates the
development of new treatments,
improves the quality of life for
people with CMT, and remains
committed to finding a cure for this
rare and debilitating disease.

To learn more about each of these
projects and research opportunities,
visit cmtausa.org
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WESTERN CANADA

(FORMERLY EDMONTON, AB, CANADA)
On Sunday, August 18th, the Western Canada
Branch, formerly the Edmonton, AB Branch,
welcomed special guest John Nixon, a member
of the CMTA Advisory Board, fitness coach,
bodybuilder, and well-known CMT advocate.
John shared his journey with CMT and
demonstrated adaptive exercises designed to
help people with CMT stay active. The Branch
was enthusiastic about John'’s visit and the
chance to learn from his experience.

ATLANTA, GA

The Atlanta Branch gathered on July 30th for an
engaging meeting featuring guest speaker Rocio
Garcia Santibanez, MD, who shared insights from
the Neurology Department at Emory University.
Following his presentation, there was a lively
Q&A session. Laurel Richardson, CMTA's Director
of Community Outreach, and Jeana Sweeney,
Chief Engagement and Gifts Officer, provided a
CMTA update. The Atlanta Branch members left
feeling informed and energized, eagerly awaiting
their next meeting.

CHICAGO, IL

On July 16th, the Chicago Branch met virtually
for their monthly meeting. The group exchanged
tips on traveling with CMT, shared hobbies, and
made plans for an in-person lunch at a local
restaurant. Everyone is excited to meet in person
soon.

SOUTHEASTERN KY

The Southeastern Kentucky Branch held a virtual
meeting on Saturday, August 17th, with Dr. Nakul
Katyal, CMTA Center of Excellence director at
the University of Kentucky. Dr. Katyal gave an
overview of his multidisciplinary clinic and work
with CMT patients. After his presentation, Branch
members had the opportunity to ask questions.
The meeting wrapped up with Chloe Shaffer,
Branch leader, sharing CMTA updates.

GUADALAJARA, MEXICO

On Saturday, August 24th, the Guadalajara
Branch gathered in person for dinner at a local
restaurant. Members shared their experiences
with CMT, discussed local resources, and
enjoyed connecting with others in the CMT
community. The group is looking forward to their
next gathering.
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Atlanta Branch

NEW MEXICO

The New Mexico Branch held a virtual session
on August 31st, focused on chair exercises

and stretches led by fitness instructor and

CMT community member Julie Barnett. Julie
emphasized the importance of staying active
and shared adaptable routines that can be done
at home. Branch members appreciated learning
new ways to move their bodies and eagerly
await their next meeting on November 9th.

Guadalajara Branch

MINNEAPOLIS, MN

The Minneapolis Branch hosted a hybrid meeting
on July 27th, with 16 members attending in
person. Neurological Physical Therapist Sandy
Swanson, PT, joined the meeting to share her
experiences working with CMT patients and
offered practical tips on staying active. The group
appreciated connecting and learning strategies
to manage their CMT.

CENTRAL TN

On August 26th, the Central Tennessee Branch
met virtually to discuss what to do after receiving
a CMT diagnosis. Branch leader Brittney Grabiel
shared valuable information on available
resources, treatment options, and practical
strategies for managing life with CMT. The group
is looking forward to their next virtual gathering.

HOUSTON, TX

On September 29th, the Houston Branch
came together in person to welcome guest
speaker Thomas Lloyd, MD, the new director
of the upcoming addition to CMTA's Center
of Excellence network at Baylor College of
Medicine. He provided an overview of the
comprehensive care available at his clinic
for individuals living with CMT and answered
questions from the group. The Branch was
delighted to have Dr. Lloyd join them and looks
forward to future meetings.
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ALL CMTA BRANCHES CAN BE ACCESSED ONLINE AT www.cmtausa.org/branches

ALABAMA
Northern Alabama
Kimberly Parry
757-235-6260

ALASKA
Anchorage Area
Lisa Hubert
907-223-4566

ARIZONA
Phoenix Area
Christina Fisher
623-742-8921

ARKANSAS

Central Arkansas Area
Becky Bandy
832-689-1089

CALIFORNIA
Antelope Valley Area
Donna Murphy
661-317-6332
Danielle Metzger
661-317-6533

Los Angeles Area
Alani Price
310-710-2376

John Ramos
951-318-5669
Cheyenne Alfino
747-232-4604
Orange County Area
Beth Dorin
949-929-2908
San Diego Area
Kendall Trout
760-632-5654

San Fran/Bay Area
Lisa Weiner
415-994-3744

COLORADO
Denver Area
Ron Plageman
303-929-9647

CONNECTICUT
Hartford

Roy Behlke
239-682-6785
North Haven
Lynne Krupa
203-288-6673

DISTRICT OF
COLUMBIA
Washington, DC
Steven Weiss
Kimberly Hughes
301-962-8885

FLORIDA

Destin Area

Ted Spring
850-368-1097
Jacksonville Area
Tim Nightingale
904-504-1953
Stephanie Burkhalter
904-710-3771

Miami Area

Norma Levy

Anne Katz

Jessica Villalon
miamifloridacmtabranch@
cmtausa.org

Naples

Roy Behlke
239-682-6785

Palm Beach County
llene Meckley
palmbeachcmtabranch@
cmtausa.org
Sarasota Area
Rachel Rivlin
941-284-0766
Tampa Bay Area
Edward Linde
813-712-4101

GEORGIA
Atlanta Area
Jeannie Zibrida
404-307-6519

HAWAII
Honolulu Area
Monica Rocabado
831-207-5050

IOWA

lowa City Area
Jeffrey Megown
319-981-0171

ILLINOIS
Chicago Area
Doreen Pomykala
815-351-1328

INDIANA

Fort Wayne Area
Aimee Trammell
574-304-0968

KANSAS
Kansas City Area
Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674

KENTUCKY
Southeastern Kentucky
Chloe Shaffer
southeasternkentucky-
cmtabranch@cmtausa.org

MAINE
Portland Area
Mary Louie
207-450-5679

MARYLAND
Baltimore

Sarah Kaider
301-615-9589

MASSACHUSETTS
Boston

Jill Ricci
978-887-1014
Vittorio Ricci
978-476-5369

MICHIGAN

Central Michigan Area
Megan Berger
517-256-5854

Jonah Berger
303-827-4218

MINNESOTA
Minneapolis Branch
Lynn Anne Groebner
952-393-3188
Angela Christensen
612-695-3864

MISSOURI
Kansas City Area
Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674
St. Louis Area
Payton Rule
618-401-4822
Amanda Rule
618-698-3039

NORTH CAROLINA
Charlotte Area
Mona Doshi
980-339-8560
Scott Roehrig
980-297-1449
Durham Area
Jeanne Boehlecke
919-942-7909
Wilmington Area
Laurel Richardson
910-515-8488

NEBRASKA
Lincoln Area
Brandon Lederer
402-680-0502

NEW JERSEY
Central New Jersey
Mark Willis
732-252-8299

NEW MEXICO
Albuquerque Area
Gary Shepherd
505-296-1238

NEW YORK
Buffalo Area
Maryann Ciskal
716-435-3899
Long Island
Alessandro Cacciani
772-882-8319
Syracuse Area
Michael Casey
315-898-6819
Westchester Area
Beverly Wurzel
Frank Wurzel
201-224-5795

OHIO
Cincinnati Area
Josh Marsh
330-268-6436
Cleveland Area
Jessica Diamond
216-570-6432
Columbus Area
Angela McCabe
937-831-5968

OREGON

Portland

Rachel Tessier
portlandocmtabranch@
cmtausa.org

PENNSYLVANIA
Bucks County Area
Julie FitzGerald Schell
315-573-3919
Chester County
Carol Aruffo
610-405-9291
Harrisburg

Erin Weierbach
717-379-7504
Northwestern Area
Joyce Steinkamp
814-833-8495
Pittsburgh

Erin Wood
pittsburghcmtabranch@
cmtausa.org

SOUTH CAROLINA
Columbia Area

Zack Boyd
803-622-6565

Kyle Bryant
803-378-6202
Greenville Area
Rebecca Lauriault
864-918-2437

TENNESSEE

Central Tennessee Area
Brittney Grabiel
423-213-2336

TEXAS

Austin Area

Nate Halk
512-415-6097
Dallas/Fort Worth
Stephanie Jackson
dallascmtabranch@
cmtausa.org
Houston Area
Tami Delmark
houstoncmtabranch@
cmtausa.org

UTAH

Orem Area
Melissa Arakaki
801-494-3658

VIRGINIA
Southwestern Virginia
Karen Brown
540-558-5043
Central Virgina

Karen Dyer-Smith
434-882-7030

WASHINGTON
Seattle Area
Denise Snow
206-321-1261
Emily Osborne
425-220-4225

WISCONSIN
Madison Area
Debi Weber
608-712-8709
Manitowoc Area
Barry Hett
920-388-9992

CANADA

Western Canada
Victoria Berezovich
westerncanadacmta-
branch@cmtausa.org
Toronto Area

Branch Leader Needed
Call 800.606.2682

MEXICO
Guadalajara,

Jalisco Area

Tomas Luis Lopez
Valenzuela

+52 133-18-28-17-07
Guadalupe Valenzuela
Cazares

+52 133-17-94-53-21

INTERESTED IN STARTING A BRANCH IN YOUR AREA?

laurel@cmtausa.org
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CMTA’s mission is to support the development of new treatments for
to improve the quality of life for people with CMT, and, ultimately, to"
a cure. One of the many ways we implement this mission is by spons
patient-focused, multi-disciplinary Centers of Excellence CMT clinics.
World-renowned CMT care specialists and researchers staff each CM
Center of Excellence, ensuring those living with CMT receive only the
comprehensive care for themselves and their loved ones.

CMTA Centers of Excellence affiliated with the Inherited Neuropathy
Consortium (INC), marked below with an asterisk, goes further by col
and recording genetic, biological, and other data from individuals wil
CMT as part of CMTA-funded research. For more information, visit

cmtausa.org/coe.

ARKANSAS

Arkansas Children’s Hospital
Clinical Director:

Avravindhan Veerapandiyan, MD
Appts: 501-364-1850

CALIFORNIA

Cedars-Sinai Medical Center
Clinical Directors: Richard A. Lewis, MD,
and Melody Badii, MD

Appts: 310-423-4268

Stanford Children’s Health*
Clinical Directors: John Day, MD, PhD,
and Ana Tesi Rocha, MD

Appts: 650-723-0993

Stanford Neuromuscular Program*
Clinical Director: John Day, MD, PhD
Appts: 650-723-6469

University of California, San Francisco
Clinical Director: Mark Terrelonge, MD
Appts: 415-353-2273

University of California, San Francisco
Clinical Director: Alex Fay, MD, PhD
Appts: 415-353-7596

COLORADO

University of Colorado*
Clinical Director: Vera Fridman, MD
Appts: 720-848-2080

Children’s Hospital Colorado
Clinical Director: Michele Yang, MD
Appts: Alison Ballard, 720-777-3907

CONNECTICUT

Connecticut Children’s

Medical Center, Farmington*
Clinical Director: Gyula Acsadi, MD, PhD
Appts: Nanci Stolgitis, RN,
860-837-7500

Hospital for Special Care
Clinical Director: Kevin J. Felice, DO
Appts: Sharon McDermott,
860-612-6305

Yale School of Medicine
Clinical Director: Sasha Zivkovic, MD
Appts: 203-785-4085

FLORIDA

Nemours Children’s Hospital*
Clinical Director: Omer Abdul Hamid, MD
Appts: 407-650-7715

University of Florida
Clinical Director: James Wymer, MD, PhD
Appts: 352-294-5400

Mayo Clinic Florida
Clinical Director: Christopher Lamb, MD
Appts: 904-953-0853
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FLORIDA (conT)

University of Miami*
Clinical Director: Mario Saporta, MD
Appts: 305-243-9173

Nicklaus Children’s Hospital
Clinical Director: Migvis Monduy, MD
Appts: 786-624-2154

ILLINOIS

Northwestern Memorial Hospital
Clinical Director: Daniela Maria Menichella,
MD, PhD

Appts: 312-695-7950

University of lllinois at Chicago
Clinical Director: Charles K. Abrams, MD,
PhD

Appts: 312-996-4780

Rush University

Clinical Director: Ryan D. Jacobson, MD
Appts: Sherri Taylor-Kennedy,
312-942-4500

HSHS St. Elizabeth’s Hospital
Clinical Director: Raghav Govindarajan, MD
Appts: 618-641-5803

IOWA

University of lowa Hospitals & Clinics*
Clinical Director: Michael E. Shy, MD
Appts: 319-384-6362

KENTUCKY

University of Louisville
Clinical Director: Zeng Y. Wang, MD, PhD
Appts: Anson Ashburn, 502-588-4800

MARYLAND

Johns Hopkins University*

Clinical Directors: Charlotte Sumner, MD,
and Bipasha Mukherjee-Clavin, MD, PhD
Appts: (Adult) 410-614-1196,

(Pediatric) 410-955-4259

MASSACHUSETTS

Massachusetts General Hospital*
Clinical Director: Reza Seyedsadjadi, MD
Appts: Tamika Scott, 617-726-3642

MICHIGAN

Wayne State University School of
Medicine and Detroit Medical Center*
Clinical Director: Ryan Castoro, MD

Appts: 313-745-3000

University of Michigan

Clinical Co-Directors: Gary Gallagher, MD,
and Brett McRay, MD

Appts: 734-936-9020

MINNESOTA
University of Minnesota*

Clinical Director: David Walk, MD
Appts: 763-898-1000

MISSOURI

Washington University

School of Medicine

Clinical Director: Stefanie Geisler, MD
Appts: 314-362-6981

NEBRASKA

Chi Health Clinic Neurology Institute
Clinical Director: Yu-Ting Chen, MD
Appts: 402-717-0070

NEW JERSEY

Hackensack University Medical Center
Clinical Director: Florian Thomas, MD, PhD
Appts: Annerys Santos, 551-996-1324

NEW YORK

University of Rochester*
Clinical Director: David Herrmann, MD
Appts: 585-275-2559

NORTH CAROLINA

University of North Carolina*
Clinical Director: Rebecca Traub, MD
Appts: 984-974-4401

Atrium Health Neurosciences Institute
Clinical Director: Urvi Desai, MD
Appts: 704-446-1900

OHIO

Nationwide Children’s Hospital
Clinical Director: Zarife Sahenk, MD, PhD
Appts: 614-722-2203

Ohio State University,

Wexner Medical Center*
Clinical Director: Michael Isfort, MD
Appts: 614-293-4969

PENNSYLVANIA

Penn State Health Hershey
Medical Center

Clinical Director: Ashutosh Kumar, MD
Appts: 717-531-2908

Hospital of the University of
Pennsylvania*

Clinical Director: Steven Scherer, MD, PhD
Scheduling for Clinic Visits:

Shana Millner, 215-662-3606

Scheduling for Research Visits:

Pooja Patel, 215-898-0180

Hospital of the University of
Pennsylvania*

Clinical Director: Sabrina Yum, MD
Appts: Hannah Borger, 215-590-1719

Children’s Hospital of Pittsburgh
Clinical Director: Hodas Abdel-Hamid, MD
Appts: 412-692-6106

TEXAS

Austin Neuromuscular Center
Clinical Director: Yessar Hussain, MD
Appts: 512-920-0140

University of Texas Southwestern
Clinical Director: Kaitlin Batley, MD
Appts: 214-456-2768

Kane Hall Barry Neurology
Clinical Director: Sharique Ansari, MD, MPH
Appts: 817-267-6290, option 4

Baylor College of Medicine
Clinical Director: Thomas Lloyd, MD
Appts: 713-798-2273

Houston Methodist Hospital
Clinical Director: Jun Li, MD
Appts: 713-441-3763

UTAH

University of Utah*
Clinical Director: Russell Butterfield, MD, PhD
Appts: 801-585-7575

Primary Children’s Hospital
Clinical Director:

Russell Butterfield, MD, PhD
Appts: 801-213-7756

Shriner’s Hospital
Clinical Director:

Russell Butterfield, MD, PhD
Appts: 801-536-3564

WASHINGTON

University of Washington
Medical Center*

Clinical Director: Michael Weiss, MD
Appts: Gail Schessler, 206-598-7688

Swedish Neuroscience Institute
Clinical Director:

Christyn Edmundson, MD

Appts: 206-320-3494

Seattle Children’s Hospital
Clinical Director: Seth Perlman, MD
Appts: Kara Smith, BSN, 206-987-6678

WASHINGTON, DC

Medstar Georgetown University
Clinical Director: Nicholas Streicher, MD
Appts: 202-444-1774

Children’s National Hospital
Clinical Director:

Diana Bharucha-Goebel, MD

Appts: Kathleen Smart, 202-476-6193

AUSTRALIA

The Children’s Hospital at Westmead*
Clinical Director: Manoj Menezes, MD
Appts: (02) 98451325
daralyn.hodgson@health.nsw.gov.au

BELGIUM

Antwerp University Hospital
Clinical Director:

Prof. Dr. Peter De Jonghe
Appts: 32382134 23
Neuromusculaire@uza.be

UNITED KINGDOM

University College London Hospitals*
Clinical Director: Mary M. Reilly, MD
Appts: Mariola Skorupinska,
(0044)2034488019
mariola.skorupinska@uclh.nhs.uk

St. George's University Hospital
Clinical Directors:

Niranjanan Nirmalananthan, PhD, and
Emma Matthews, PhD

Email: nervemuscle@stgeorges.nhs.uk

ITALY

C. Besta Neurological Institute*
Clinical Director: Davide Pareyson, MD
Appts: +39-02-70631911
sara.nuzzo@istituto-besta.it

THAILAND
Siriraj Hospital

Clinical Director: Oranee Sanmaneechai, MD
Appts: +66-24192660

ALLIANCE PARTNERS
Acceleron Pharma

Actio Biosciences

Addex Therapeutics
Ageronix

Alesta Therapeutics BV.
Applied Therapeutics
Armatus Bio

ARQ Genetics

BrainXell

Cellatoz Therapeutics
Charles River Laboratories
Cleveland Clinic

Elpida Therapeutics
Frontage Laboratories
lonis Pharmaceuticals
The Jackson Laboratory
Nervosave Therapeutics
NMD Pharma A/S
Novartis

NY Stem Cell Foundation
Orthogonal Neuroscience
PsychoGenics

Vanda Pharmaceuticals

CMTA CORPORATE
PARTNERS

Aetrex Worldwide, Inc.
Allard, USA
Turbomed Orthotics

CMTA STAFF

Katherine Forsey, PhD
Chief Research Officer
katherine@cmtausa.org

Kim Magee
Director of Finance
and Administration
kim@cmtausa.org

Jeana Sweeney
Chief Engagement
and Gift Officer
jeana@cmtausa.org

Laurel Richardson
Director of Community
Outreach
laurel@cmtausa.org

Chris Cosentino
Director of Marketing
chris@cmtausa.org

Sarah Gentry, MS
Director of Technology
sarah@cmtausa.org

Sarah Wilson
Digital Marketing Manager
sarahw@cmtausa.org

Jonah Berger

National Youth Programs
Manager
jonah@cmtausa.org

Kenny Raymond
Head of Communications
kenny@cmtausa.org
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CMTA LEADERSHIP

Sue Bruhn, PhD, CEO
sue@cmtausa.org

BOARD OF DIRECTORS
Gilles Bouchard, Chairman
Kevin Sami, Treasurer
Herb Beron, Secretary
David Apple

Wendy Arnone

Dan Chamby

David Coldiron

Bernard Coulie, MD, PhD
Thomas W. Dubensky Jr., PhD
Gary Gasper

Kevin Marks

Steven O’Donnell

Jon Pastor

Steven S. Scherer, MD, PhD
Michael Shy, MD

John Svaren, PhD

Patricia Verduin, PhD
Craig Zeltsar

Special Advisors

To the Board

Alan Korowitz

Elizabeth Oullette

Phyllis Sanders
Bruce Chizen

ADVISORY BOARD
Gregory Carter, MD, MS

Ken Cornell, CO

Bob DeRosa

Katy Eichinger, PT, DPT, NCS
Ashraf Elsayegh, MD, FCCP
Tim Estilow, OTR/L

Shawna Feely, MS, CGC
Valery Hanks, OTR/L, C/NDT
Sarah Kesty

Kate Lair

Bethany Noelle Meloche
Tom Meloche

David Misener, BSc (HK),
CPO, MBA

Elizabeth Misener, PhD, LMSW
Christine Murray, MD

John Nixon

Sabrina Paganoni, MD, PhD
Glenn Pfeffer, MD

Patricia Sciscione, PhD, RN,
CSN-NJ

Clark Semmes
Carly Siskind, MS, CGC
Greg Stilwell, DPM

STRATEGY TO ACCELERATE RESEARCH (STAR)

ADVISORY BOARD

CMTA’s STAR Advisory Board is overseen by Katherine Forsey, PhD,
CMTA’s Chief Research Officer. It comprises a Scientific Advisory Board
(SAB), a Therapy Expert Board (TEB), and a Clinical Expert Board (CEB).
Each plays a critical role in furthering CMTA’s mission to support the
development of new treatments for CMT, to improve the quality of life for
people with CMT, and ultimately to find a cure.

The SAB provides scientific input for ongoing and proposed projects,
the TEB evaluates the translational quality of ongoing and proposed
projects, and the CEB provides expert guidance and support to CMTA’s
STAR Alliance Partners regarding clinical trial planning and delivery.

SCIENTIFIC ADVISORY BOARD

John Svaren, PhD,

Scientific Advisory Board Chair
University of Wisconsin

Frank Baas, MD, PhD
University of Amsterdam,

The Netherlands

Robert Burgess, PhD

The Jackson Laboratory,

Bar Harbor, Maine

Bruce Conklin, MD

University of California

San Francisco

Maurizio D’Antonio, PhD

San Raffaele Scientific Institute,
DIBIT, Milan, Italy

Steven Gray, PhD

University of Texas Southwestern
Medlical Center

Scott Harper, PhD

The Ohio State University School
of Medicine

THERAPY EXPERT BOARD

Tage Honoré, PhD
Aestus Therapeutics Inc.

Lars J. Knutsen, PhD
Discovery Pharma Consulting
LLC, Cambridge, UK

CLINICAL EXPERT BOARD

Michael Shy, MD,
Clinical Expert Board Chair
University of lowa

Mary Reilly, MD, Clinical Expert
Board Chair Co-Chair

National Hospital for Neurology,
London, UK

Diana Bharucha-Goebal, MD, PhD
Children’s National Hospital
Washington DC and the National
Institutes of Health (NIH)

Joshua Burns, PhD

St. Jude Children’s Research
Hospital, Memphis, Tennessee

Kleopas Kleopa, MD

Cyprus Institute of

Neurology & Genetics

Jun Li, MD, PhD

Houston Methodist Hospital and
Weill Cornell Medical College
Rudolf Martini, PhD

University of Wiirzburg, Germany
Klaus-Armin Nave, PhD

Max Planck Institute of
Experimental Medicine, Germany
Brian Popko, MD

University of Chicago

Mario Saporta, MD, PhD
University of Miami

Charlotte Sumner, MD

Johns Hopkins University
Stephan Ziichner, MD, PhD
University of Miami

David Skarinsky
Apotheca Biosolutions, LLC

Claes Wahlestedt, MD, PhD
University of Miami

Richard Finkel, MD

St. Jude Children’s Research
Hospital, Memphis, Tennessee
Vera Fridman, MD

University of Colorado Anschutz
Medical Campus and Hospital
David Herrmann, MD

University of Rochester
Christopher Klein, MD

Mayo Clinic, Rochester, Minnesota
Davide Pareyson, MD

Besta Institute, Milan, Italy

Steven S. Scherer, MD, PhD
University of Pennsylvania

Email CMTA at info@cmtausa.org
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1-800-606-CMTA (2682)
FAX (610) 499-9267
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WHAT IS CMT?

KAY PRINTING
TO ADD NEW
INDICIA

The Charcot-Marie-Tooth Association is a community-led,
community-driven 501(c)(3) nonprofit organization with
a mission to support the development of new treatments
for CMT, to improve the quality of life for people with
CMT, and, ultimately, to find a cure. As the leading global
philanthropic funder of CMT research, CMTA unites

the community with clinicians and industry experts

to accelerate the advancement of treatments, with
investments of nearly $30 million since 2008.

-

roorllErINT

ONE s7Ep ar A TM

SPONSOR A CAMPER & CHANGE A LIFE!

CMTA's Camp Footprint gives kids with CMT, ages 10-18, an empowering week
that transforms how they see themselves and their future. Your n helps make
this life-changing experience, full of friendships and adventures, FREE for campers.

Give today and make a lasting impact at cmtausa.org/supportcampfootprint.




