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A MESSAGE FROM CMTA BOARD CHAIRMAN
AND INTERIM CEO GILLES BOUCHARD

DEAR CMTA FRIENDS:

As interim CEO of the CMTA, I start this New Year with a profound sense 
of hope and excitement. The CMTA continues to make great progress on 
all fronts, and across the majority of CMT types.

Now that the goal line is in sight, though, we must double down and accelerate
our efforts. In this context, I am excited to share a few announcements about develop-
ments that will strengthen our organization as we go forward:

Clinical Expert Board: Since the inception of the STAR program, we have moved
from basic scientific research to partnering with top pharmaceutical companies on a
promising pipeline of potential drug candidates. As we continue to fill and extend
this pipeline to more types of CMT, we are also preparing for clinical trials, always
the riskiest and most expensive phase of drug development. To assist in that effort, we have created a Clinical 
Expert Board, with top clinicians from around the world, whose role is to provide guidance and support to the 
CMTA’s alliance partners, helping to assure the success of clinical trials. (See all our scientific and clinical advisors 
at www.cmtausa.org/research/star-advisory-board.)

New Board Members and Advisors: I am delighted to announce that Bruce Chizen, one of the most recognized
and respected business leaders in the tech industry has agreed to help us as an advisor. Additionally, Tom Dubensky
just joined our Board of Directors, bringing with him over 25 years of experience in biotechnology and in advancing
novel drugs to clinical trials. Please join me in welcoming Bruce and Tom to the CMTA family (see related story p. 5).

New CEO Search: Following Patrick Livney’s December 2016 departure, the Board formed a search committee,
retained one of the most respected search firms in the field (Kittleman and Associates), and published the job at CMTA
CEO Position (www.cmtausa.org/news/cmta-hiring-for-ceo). If you are interested in learning more about the position
or would like to recommend a professional for this opportunity, please contact Alicia Yamada, senior associate at 
Kittleman (ayamada@kittlemansearch.com).

Because the CMTA prides itself on providing help for today as its research provides hope for tomorrow, we also
have a full slate of activities and events planned for members in 2017. Details are still being worked out for most, but
you can add to your calendar the second annual Camp Footprint on August 14 to 18 and a national Patient/Family
Conference in Miami on March 18, in addition to your local branch activities.

As you can see, we are off to a busy start for this year. I want to thank every one of you for your support, and
promise you that everybody at the CMTA will be working very hard to make 2017 another banner year in our fight
against CMT!

Sincerely,

Gilles
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after a 2011 accident that left him
with a traumatic spinal cord injury
and late-onset CMT that took
years to diagnose. But in January
2017, Benjy returned to the slopes
on a ski bike, a specially engi-
neered bicycle-like device with skis
instead of wheels.

The slopes were located at
Winter Park Resort in Winter
Park, Colorado, where the
National Sports Center for the
Disabled (NSCD) operates one of
the largest outdoor therapeutic
recreation and adaptive sports
agencies in the world.

The NSCD began providing
ski lessons for children with
amputations in 1970. Today more
than 3,000 children and adults
with disabilities participate in its
programs, which are designed to
enable the human spirit through
therapeutic sports and recreation.
With specially trained staff and
volunteers and its own adaptive
equipment lab, the NSCD teaches
a variety of year-round sports and
activities to individuals with
almost any physical, cognitive,
emotional or behavioral diagnosis.

During his time in Winter
Park, Benjy trained and success-
fully moved from the bunny slope
to well up the mountain, unteth-
ered from the safety of a bungee
cord. He had help on the chair
lifts because of his balance issues,
and his petite instructor carried
the heavy and awkward ski bike
up the chair lift in her lap. As
Benjy, co-leader of the Houston,
TX CMTA Branch, says: “If you
see a tortoise on a fence post, you
know it had help getting there.”

Likewise, he says, he did not
get to the NSCD without the
support and encouragement of
loyal friends, family, the CMTA

Ski-Bike Lets CMTer 
Return to Slopes
Benjy Hershorn thought

his skiing days were over 

Benjy getting briefed
by his NSCD instructor 
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community, and many skilled,
dedicated and compassionate
medical professionals and 
research scientists.

Benjy left Winter Park
“enthused, energized and inspired”
by the other participants—includ-
ing a brave child with a brain
tumor, an accomplished sit skier
fighting post-polio issues and a
terrific skier with cerebral palsy.
He says that the challenges of his
CMT Type 2D and incomplete
traumatic cervical spinal cord
injury with a three-level fusion
allow him to relate to the chal-
lenges of the NSCD community.

He stresses that his own per-
sonal successes were “really not
that extraordinary,” but rather the
result of following the NSCD’s
mantra: Participate while gaining
access to the beauty of the out-
doors, some level of mastery over
fear and physical limitations and
self-confidence. “I am NOT one
of the extraordinary ones,” Benjy
says, adding, “If I can do it—so
can you!” h

PREPARATION FOR CLINICAL TRIALS RAMPS UP
Because clinical trials are always the riskiest and most expensive phase of drug development, 

the CMTA recently created a Clinical Expert Board (CEB), engaging top clinicians from around 
the world to guide and support to the CMTA’s alliance partners.

The CEB will help to assure the success of clinical trials by:

• Providing the natural history and clinical expertise to design, develop and enable clinical trials.

• Collaborating with scientists in the development of clinical biomarkers.

• Ensuring the adequate recruitment of carefully evaluated patients and experienced investigators 
to conduct these trials.

The CEB is co-chaired by Dr. Michael Shy, head of the CMTA Center of Excellence at the 
University of Iowa, and Dr. Mary Reilly of the National Hospital in London, England.

Human clinical trials for promising therapies will take place at the CMTA-sponsored Centers 
of Excellence. We need to build our database of people with CMT to have successful clinical trials, 
so it is critical that everyone in the CMT community join the CMT Patient Contact Registry 
(www.rarediseasesnetwork.org/cms/inc/registry).

The connections made with patients and families through the Patient Contact Registry and 
the CMTA, together with the use of outcome measures and biomarkers, will provide the Inherited 
Neuropathies Consortium with access to an adequate number of patients and the means to measure
changes in them over time, two key elements essential for the success of any clinical trial.

Benjy and his NSCD instructor 
well up the mountain
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CMTA ADVISORY BOARD MEMBER PROFILE: 
DR. GREG STILWELL, DPM

D r. Greg Stilwell’s family tree is rooted in
Durango, Colorado, where it continues to

spread its branches. His grandparents were
homesteaders who settled and then ranched
much of the land where he still lives. Greg’s son
Daniel followed in his professional footsteps,
becoming a board-qualified podiatric surgeon
who specializes in conservative and holistic care
of foot and ankle problems.

Greg recently retired after 30 years of prac-
ticing foot and ankle surgery and podiatric
medicine, and he now dedicates himself to the
self-healing of CMT and scoliosis. Together he
and his son are “The Sole Brothers,” with a web-
site (drsolebrothers2.wordpress.com) that offers
advice and support on topics like pole walking,
water exercise, eating right and hydration.

CMTA WELCOMES NEW BOARD MEMBER 
AND NEW BOARD ADVISOR

T he CMTA is delighted to welcome two new leaders to its Board of Directors and the board’s
newly established Advisory Board. Tom Dubensky brings to the Board of Directors more 

than 25 years of experience in biotechnology and in advancing novel drugs to clinical trials. 
Bruce Chizen, one of the most recognized and respected business leaders in the tech industry, 
has agreed to serve as an advisor to the board. Their bios follow:

DR. THOMAS W. DUBENSKY JR, PHD, is the chief scientific officer of Aduro,
a publicly traded biotechnology company engaged in the clinical develop-
ment of immunotherapeutic approaches to treat advanced cancers. His
background is in virology, immunology, molecular biology and tumor biol-
ogy, and his expertise is in advancing basic science discoveries to early phase
clinical trial evaluation of immunotherapy drug candidates. He has been
personally affected by CMT and is strongly committed to helping the
CMTA advance compelling clinical candidates to clinical testing.

BRUCE CHIZEN, a technology executive and the former CEO of Adobe 
Systems, sits on a number of private and public boards including those of
Oracle Corporation and Synopsys Inc. After many years of living with undi-
agnosed CMT, Bruce finally learned the cause of his symptoms. He was
referred to the CMTA for a better understanding of the disease and has
relied on the organization ever since. “The help that the CMTA provided
and the potential of finding a cure for the next generation gives me reason to
assist the organization in any way I can,” he says.

(continued on page 9)



J
oin us for this educational
and inspirational conference
where you and your family
members will have the rare
opportunity to interact with

CMT experts and meet and chat
with many others with CMT. The
special guest speaker will be world-
renowned clinician and researcher
Dr. Michael Shy, head of the
CMTA’s new Clinical Expert Board.

Topics will include bracing,
foot care, physical therapy, CMT
research updates and our famous
lunch with the CMT Experts!
Seating is limited, so don’t wait to
register. Reserve your space at
www.cmtausa.org/miami. The
conference is being sponsored by
Invitae and Fillauer.

Hablantes de Español son
¡Bienvenido! Materiales estarán
disponibles en español.

While adults are attending the
Miami Patient/Family Conference,
CMTeens ages 10-18 will embark
on the journey of a lifetime—the
Dolphin Odyssey and Teen Luau
made possible by a generous grant
from the Dralla Foundation.

At the Miami Seaquaruim,
participants will hug, kiss, shake
hands and play with the dolphins
as they frolic in deep and shallow
water. They will also have a
chance to visit other animal shows
and exhibits at the Seaquarium
and enjoy lunch at a beachside
park. That night, there’s a 
Teen Luau. The experience is 

limited to the first 28 CMTeens,
ages 10-18, who register
(www.cmtausa.org/dolphin).

A waiver and details regarding
the event, including times and
pick up/drop off information, 
will be emailed to you shortly
after you complete the registration
form. In order to complete your
registration, you must complete,
sign and return the waiver to
Jonah Berger at jonah@cmtausa.org.

Also, if this day sounds irre-
sistible to siblings ages 10-18
without CMT, tickets for both
events can be purchased for $170
per child. Please contact Susan
Ruediger at sruediger@cmtausa.org
to buy sibling tickets or ask 
questions. h
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In collaboration with the CMTA Center of Excellence at the
University of Miami, the CMTA is pleased to announce a
Patient/Family Conference at the Miami Marriott Biscayne
Bay from 9 a.m.– 4 p.m. on Saturday, March 18.

CMTA PATIENT/FAMILY
CONFERENCE HEATING UP
MIAMI IN MARCH
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Mario Saporta,
MD, PhD,
MBA, FAAN

and head of the
CMTA Center of
Excellence at the
University of Miami
Miller School of
Medicine, says that
in general he is a
pragmatist who
sometimes veers 
over the line into
pessimism. But when he looks to
the future of CMT, he’s a full-on
optimist and says those who have
it should be as well.

The genetics field is “on the
verge of a revolution,” Saporta
says, and a treatment “is likely to
happen sooner than we think.”

Saporta’s road to Miami took
him all over the world before he
settled in the Magic City. A clini-
cal neurologist specializing in
neurogenetic and neuromuscular
conditions, he trained at major
clinical and research centers
around the world. He did his
medical training and residency in
Brazil, then went on to the
National Hospital in London for a
general course in neurology. That’s
where he encountered Dr. Mary
Reilly, now co-chair of the
CMTA’s Clinical Expert Board
(CEB), who imparted her long-
standing interest in inherited
neuropathies to him. What
grabbed him about CMT, he says,
was the variety of genes involved,
as well as the compelling research
model it presented. He says he
also found the patients very inter-
esting and he connected with
them on a personal level.

Saporta went back to Brazil 
to finish his clinical training, got

married, then joined 
Dr. Michael Shy,
CMTA Board Member
and CEB Co-Chair, in
Detroit to continue
work in his specialty.
He says the city was a
bit of a culture shock
for him and his wife,
but Detroit’s sports and
music, along with the
collegial atmosphere at
the Detroit lab, soon

won them over.
After spending three years in

Detroit, Mario received the first-
ever INC (Inherited Neuropathies
Consortium) grant, which funded
a two-year stint in San Francisco,
working for a biotech company
that pioneered stem cell research.
After that, it was back to Brazil for
the birth of his daughter.

Three years later, neurologists
Michael Benatar, MD, PhD, and
Stephan Züchner, MD, PhD,
invited Saporta to join them at the
University of Miami to set up a
CMT clinic and research lab. He
arrived in Miami in September
2015, but it took a few months to
organize the clinic and get funding
for the specialists he wanted to
include.

The clinic became fully opera-
tional in April 2016 and today
offers patients a wide range of ser-
vices—a physical therapist, an
orthotist, a social worker and a
nurse coordinator. Saporta says the
multidisciplinary approach is
really the best way to take care of
patients, who are then also directly
connected with the research.

The clinic is held two Mon-
days a month. Two-thirds of
patients are local, and Saporta
credits local CMTA branches,

including Tampa, Sarasota, and
Boca Raton for the steady stream
of patients making their way to
Miami. 

Patients who come from afar,
including many from South
America, are accommodated with
Friday afternoon “new-patient”
appointments, followed by a mul-
tidisciplinary day at the clinic the
next Monday. New patients can
call (305)243-7400 to make
appointments, which will be avail-
able starting at the end of March.

Saporta spends about half his
time in clinic and half engaged in
research. On the research side,
Saporta works on developing stem
cell lines, which start out as skin
scrapings. From there, the cells are
induced to become adult stem
cells, which can then be differenti-
ated into nerve cells and Schwann
cells. The Miami Center of Excel-
lence has developed 14 different
CMT lines thus far.

Saporta has a particular inter-
est in CMT2E, which is caused by
mutations in the neurofilament
light gene (NEFL), the “scaffold-
ing” on the nerve. The mutations
prevent the NEFL from assem-
bling properly, resulting in the
formation of abnormal filaments.

Saporta praised the CMTA’s
“very clear drive toward therapy”
and said the Miami Center of
Excellence is gearing up to be
ready for clinical trials in the not-
too-distant future. In the
meantime, he encourages CMTers
to keep engaged, support the
research and “be proactive.”
There’s always a fight over fund-
ing dollars for rare diseases, he
points out, and patients need to
advocate for scientists, just like
scientists advocate for patients. h

Head of Miami Center of Excellence 
Optimistic About CMT Research
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Dr. Stilwell’s own workout
regime involves Gyrotonic® related
exercises three times a week,
water-based movement therapy
virtually every day, and Pilates-
style pole walking multiple times a
week. He is both a proponent and
teacher of pole walking and pole
dancing, finding them tremen-
dously helpful in strengthening
and supporting his upper body
while also increasing flexibility and
body awareness. He is also a great
proponent of yoga and Pilates for
people with CMT.

Greg’s interest in podiatry
grew from watching his mother
undergo foot surgery while still in
her 40s. He underwent his first

surgery while he was in podiatry
school in Chicago, and the chair-
man of the department
straightened his toes. He met his
future wife when they both served
as volunteers, teaching injured
military veterans to dance and
enjoy life despite having missing
arms or legs.

Dr. Stilwell holds a patent on
the Hozhoni Balance Rail (for-
merly known as the Barefoot
Orthotic), an innovative self-
adherent orthotic that sticks to the
foot, providing support in all
kinds of shoes. Named for the
Navajo word meaning “to walk in
beauty,” the Hozhoni
(www.hozhonibalancerail.com)
can be reused thousands of times.
A percentage of all profits from

sales goes directly to the CMTA to
help patients with CMT neu-
ropathies have therapies available
to them to manage or modify
their disease.

While Dr. Stilwell can no
longer perform surgery because of
his CMT, he lectures internation-
ally on foot and ankle topics,
including CMT. His fluency in
Spanish has led to speaking invita-
tions from seven Latin American
countries, including Mexico,
Argentina, Brazil and Uruguay. He
is a published author on MRI
results of calf muscle atrophy in
CMT and is dedicated to helping
podiatrists in the United States and
Latin America recognize CMT and
become current on various diag-
nostic and treatment options. h

DR. GREG STILWELL, DPM
(continued from page 6)

BOOK REVIEW: “HOW SHOULD A BODY BE?”
Bethany Meloche’s thoughtful memoir—“How Should a Body Be?”—

recounts the life story of a strong-willed young woman with a never-give-up,
never-look-back stance to being alive in this world. In a culture that places so
much emphasis on physical perfection, many are dissatisfied with their appear-
ance and obsess over achieving unrealistic standards of beauty and fitness.
Compound these everyday societal pressures with a progressive neuromuscular
disease like Charcot-Marie-Tooth—which causes foot deformities, muscle
weakness, tremor and breathing difficulties—and growing up with confidence
and assurance becomes that much more arduous.

With wit and humor, Bethany relates the challenges of living in a world
where people’s well-intentioned, but short-sighted commentary and feedback
inadvertently amplify her feelings of self-doubt, uncertainty and isolation. 

Driven by a lust for knowledge and unquenchable curiosity, Bethany lives
each day to the fullest, making her story both unique and inspirational. It
would have been easy for Bethany to surrender, to lose hope, to fall into the
depths of despair and depression, but by turning her anger outward she discov-
ers strength, willpower, connection and success. 

“How Should a Body Be?” is a personal journey toward self-acceptance,
healing and living life to its fullest, despite apparent limitations. Mature
beyond her years, Bethany offers nuggets of wisdom to be shared, pondered
and cherished. Honest, truthful and profoundly insightful, this book is for
people with CMT, their families, their friends and anyone who struggles with
self-image, confidence and the fear of being seen. This is the best book to date
on growing up with physical differences, obvious or not. —Elizabeth Ouellette

Visit www.bethanymeloche.com to order “How Should a Body Be?”
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The CMTA Gratefully Acknowledges Gifts In Honor Of:
ALYSSA ALLEN
Mr. Mark Peterson

SARA ANDERSON
Ms. Caitlyn Caverly

TRENTON ANGELL
Mr. Jason Angell
Ms. Laurie Austin

RILEY ASHE
Mr. John McCarthy

HEATHER BARKSDALE
Ms. Mikki Jones
Mr. and Mrs. Tom Jones

MARTIN AND MERRIE
BERGER - “Happy
Anniversary!”
Ms. Bonnie Falkowitz
Mr. and Mrs. Jeffrey

Manchester

MEL AND ANITA BERRY
Mr. Wayne Groh

ANSON AND ETHAN
BIDWELL
Mr. and Mrs. Edward

Bidwell
Mr. Jere Bidwell

MADELEINE BROWN
Mr. and Mrs.

Christopher Brown
Mr. and Mrs. Mel Ross
Mr. and Mrs. Bernard

Squirrell, Jr.

JIM AND JOANN
BRUNER
Ms. Alyssa DesRoches

BRANDON BURCHARD
Ms. Adriana Burchard

LOUIS BURNEY
Ms. Michelle Szeezil

MR. AND MRS. JOSEPH
CAMPANELLA
Ms. Julie Savant

LILLIAN AND LINDA
CANTIN
Mr. Norm Cantin and

Ms. Pat Chadwick

BARBARA CASTLE
Dr. and Mrs. Thomas

Bird

JOYCE CHADWICK
Ms. Jennifer Kittredge
Ms. Joy Thompson
Ms. Janet Torriero

BRANDON CHOW
Mr. and Mrs. Eugene

Lew 

HAZEL COLDIRON
Ms. Susan Wilson

MARY COLE
Ms. Karen Cole

JOAN CONNELLY
Ms. Beverly Bartlett

HENRIETTA “RA” COOK
Mr. Rob Saxon

DIANE COVINGTON
Ms. Arwen Vidal

DARLENE CRAVER
Mr. Douglas Cook
Mr. Pedro Obregon
Ms. Pamela Speh

ROGER CROTTY
Ms. Megan Crotty
Mr. Todd Dulaney

PATRICK CURRAN
Ms. Barbara Curran

JOSHUA DONLEY
Mrs. Cynthia Donley

RENEE DUDOVITZ
Mr. and Mrs. Jay Eichler

STEPHANIE AND
SAVANNAH EVANS
Kneeling Pines Farm

CAROL AND STUART
FEEN
Mr. and Mrs. Michael

Feen

JACOB FERRIS
Mr. and Mrs. Stan Ferris

ANN GENTRY
Ms. Sarah Gentry

ABIGAIL GILMORE
Ms. Kalianne Morrison

LOUISE GIVENS
Mr. Greg Deming

KENNETH GLOVER
Kneeling Pines Farm

BASTON GRAY
Ms. Mary Maier

HARRIET GREENBERG
WEISS AND FAMILY
Mr. David Horowitz
Mr. John McGrath

KRISTA HALL
Ms. Julia Hall

JULIA HALL
Ms. Kristen Hereford

RICKI HAMILTON
Mr. and Mrs. A. Kenneth

Fine

JULIE HERSHORN
Ms. Ellen Yarrell

KITTY HODINKA
Ms. Rosemary Kenyon

GAYL JOHNSON
Mrs. Jane Fairbanks

CARLOS JUAREZ
Ms. Heather Wright

JOHN AND MAE
KATHREIN
Ms. Mara Matz

BILL KENNERLY
Mr. and Mrs. Keith

Douglass

PAMELA AND ROBERT
KLEINMAN
Mr. Richard Kleinman

THE KOROWITZ FAMILY
Ms. Barbara Kesner
Mr. David Lewis
Mr. and Mrs. Joseph

Sklar
Mr. David Allen

MARY LAUDE  
Mr. and Mrs. Lou

Wilkinson

DEB LAUDE WEBER
Mr. and Mrs. Lou

Wilkinson

PATRICK LIVNEY
Mr. and Mrs. Cliff White

THE LUMPKIN FAMILY
Anonymous

STANLEY MACDONALD
Mr. John MacDonald

MAXINE MANFREDA
Mrs. Diane Lindsay

NORMA MARKOWITZ -
“Happy Birthday!”
Ms. Mary Cohen
Mr. and Mrs. Howard

Davis
Ms. Phyllis Fine
Mr. and Mrs. Ronald

Friedsam
Mr. and Mrs. Arnold

Haizen
Mr. and Mrs. Bernie

Michaels
Mr. and Mrs. Robert

Parsont
Ms. Cynthia Simon
Mr. and Mrs. Daniel

Swett
Your Loving Friends

JOE METZGER
Ms. Laurie Wilson

BILL AND BARBARA
MILLAR
Ms. Wendy Busch

K. J. MORAN
Ms. Christina

Governatori

MARGARET MULLERY
Mrs. Susan Bradbury

STEPHEN P. 
MULLERY, III
Ms. Margaret Mullery

STEVE AND SHERRI
O’DONNELL
Ms. Victoria Chilton

BRIAN PROCHASKA
Ms. Lynda Spalding

CAROL AND JIM RIS
Ms. Lauren Ris

RACHEL RIVLIN
Mr. Gabriel Goldberg
Ms. Marion Hill
Ms. Carla Koeffler

ROBERT C. ROGIN
Mr. Ronne Rogin

STEVE ROSE
Ms. Nancy Cyanovich

MILLIE AND JACK ROSE
AND FAMILY
Ms. Nancy Cyanovich
Ms. Margaret Seamek

DON ROSS
Ms. Lauri Duke
Ms. Mary Geheren

ROMA SCARDUZIO
Mr. Robert Scarnewman

JENNIFER, ELIZABETH,
AND THOMAS SCOTT
Kneeling Pines Farm

DON AND MARYELLEN
SHARP
Mrs. Emily Sharp
William Sharp
Mr. Donald Sharp

SAMANTHA SHERIFF
Mrs. Nancy Headrick

PAT SIMONETTI
Ms. Marie Rowan

KAREN SMITH
Cedar Chapel United

Methodist Women

VIRGINIA STENNETT
Ms. Barbara DeKalb

CONOR TEAL
Mr. James Teal

MICHELLE TRESSEL
Mr. and Mrs. Robert

Elliott

SEAN VICKERS
Mr. Mark Rosenberg

SETH AND MISSY
WARFIELD - “Happy
Anniversary!”
Mrs. Eletheer Decker
Mrs. Salliann Dougherty
Mr. and Mrs. Robert

Holtzclaw
Mr. and Mrs. Joseph

Lallande, III

STEVEN WEISS
Mr. Andy Rosengarden

MARCI WILHELM
Ms. Nancy Cyanovich

CHRIS WODKE
Mrs. Kathy Perazzo

CRAIG AND EVAN
ZELTSAR
Anonymous

BOAZ AND AVIVA
Ms. Shelly Youngelman

WORKING OUT FOR CMT
W hen Brian Prochaska, a longtime coach at

CrossFit Augusta, turned 40, his wife Ashley
and several members and coaches orchestrated a
surprise party and workout for him.

Brian was the birthday boy, but the CMTA
got the gifts. Some $450 in proceeds from spe-
cial commemorative T-shirts and additional gifts
went to the CMTA in honor of Brian’s sister
Cheryl, who has CMT.

The party also raised CMT awareness,
bringing people together who had never heard
about CMT to help eradicate the disease.



WINTER 2017 THE CMTA REPORT   11

“Bethany. Bethany, wake up!”
I groaned and looked up at
my mom, my eyes still half

closed. “What?”
“The hotel just called and said

someone is here to see you.”
“That doesn’t make sense,” I

said, rolling over. “We’re in a hotel
in the middle of Peru. No one is
here to see me.”

And besides, I thought, I 
wasn’t getting out of bed and
walking downstairs for anyone.

We were in Cuzco, Peru,
because my mom was writing a
book about two married doctors
who’d started a mission hospital in
the mountains. I tagged along
because...Vacation! Adventure!
Fun!

Or at least it would have been
if I hadn’t caught a cold on the
plane ride there. By the end of the
trip, it would turn into a chest
infection.

Now, there are a lot of things
I don’t complain about—the daily
challenges of CMT being a big
one. Because those are just that—
daily. They are a part of my life,
and I have become more-or-less
accustomed to them.

But a cold? I respond to colds
like they are the greatest injustice
that has ever happened to me.

“I think I’m dying,” I said, as
dramatically as possible.

“I’ll go find out who it is,” my
mom said, heading toward the
stairs. “And you’re not dying.”

My mom bounded back up
the stairs a few minutes later. She
told me the following, as I lay in
bed like a zombie—surrounded by
tissues and self-indulgent despair:

There was someone at our
hotel, in the middle of South
America, who wanted to see me.
Her name was Sonia—and those
doctors I mentioned? They’d 
given her the name of our hotel,
because Sonia also has CMT. 
And she’d come.

This was enough to get me
out of bed. And slowly, my
gloomy disposition softened as my
mom came back with more
updates.

Sonia could barely walk.
Sonia couldn’t get up the four

long, rickety flights of stairs up to
our hotel room (I’d barely been
able to, myself ).

The taxi driver and the staff
were carrying her up the stairs.

She had traveled a long way.
She didn’t speak any English. But
she had heard I was here, and she
had come.

Despite the fact that Sonia
didn’t speak English, and my
Spanish is limited, we spoke for
four hours. When we very quickly
reached the limits of my Spanish
vocabulary, Google translate gra-
ciously filled in the gaps. (Gracias,
Google!)

Sonia asked all the questions
that someone with CMT always
wants to know: How will it

progress? What can I do to get rid
of the pain? What if I have chil-
dren? 

As an English-speaker, all of
this information is literally at my
fingertips. But that information
wasn’t at her fingertips. Outside
of her own family, she had never
met anyone with CMT before. 
In contrast, through my involve-
ment with the CMTA, I’ve met
thousands of people with my dis-
ease. I’ve been able to talk with
them (without needing Google
translate) and to hear their stories
and share my own. Often, they
share a lot of similarities. It’s
made me feel like part of a com-
munity.

These were opportunities that
were so easy for me to take for
granted until I met a woman—
otherwise like me—who didn’t
have them.

We lived in different coun-
tries, were from different cultures,
and didn’t speak the same lan-
guage. And yet, her hands looked
like mine. Her body moved like
mine. Despite all of our differ-
ences, we shared part of the same
world.

At the end of our time
together, I knew the last words I
wanted to say to her. I think that
they are the ones she had come so
far to hear—from a stranger who
was like her.

“No estas solo.”
You are not alone. h

&ME
BY BETHANY MELOCHE

SONIA
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Part of me feels guilty for pass-
ing along the CMT1A gene to
my son. But the other part of

me sees that it’s made him who he
is today—an amazing, strong
(mentally, if not physically) and
confident young man.

Daniel is now 22. When he
was in middle school, he was bul-
lied relentlessly. I know how that
feels, because so was I. When he
came to me at the end of eighth
grade and stated, in no uncertain
terms, that he was going to play
football in high school, my first
thought was, “NO! They’ll kill
you!” But then he explained:
“Mom,” he said, “they won’t and
here’s why: 1) it’s a no-cut sport so
I don’t need to worry about try-
outs; 2) I’ll learn how to work out

and lift weights the
right way; 3) you
don’t have to worry
about me getting hurt
because I won’t really
be good enough to get
much play time and
I’ll be on the bench
during games, and 4)
I’ll never get picked
on again because I’ll
be hanging out with
the football players.”

I was impressed.
This was from a 13 year old! 
He had some very good points.
Although I was still nervous, I was
never the kind of mom to stop my
kids from making their own
choices, as long as the thought
process was right. So off he went!

And his plan worked per-
fectly. From the first day
of school, he had friends
that he’d made during
summer practices. Sure,
the football players still
gave him a hard time,
but in a friendly, team-
mate kind of way, not a
bullying kind of way.
Even today, his best
friend is someone he met
freshman year on the
football team.

Another thing that might be
worth mentioning … at that time
he didn’t know he had CMT. He
just thought he was weak, uncoor-
dinated and un-athletic. I knew,
but I didn’t think he was mature
enough to approach it the right
way back then. I waited to tell him
until his junior year of high school
so he could address it with confi-
dence and strength, and never use
it as a crutch or an excuse.

I’m writing this article instead
of Daniel because he doesn’t like to
even acknowledge that there’s any-
thing different about him. I think
his attitude is that everyone has
something, and you just deal with
it and live your life. Don’t dwell on
the negative. Figure out how to
best work around whatever “weak-
nesses” you have and move on.
This doesn’t define who you are.
For every ounce of physical
strength that CMT takes away, you
can gain mental strength to move
your life forward in whatever direc-
tion you choose. You choose what
to do with your life. h

Diane is a partner at a CPA Firm in
Orange County, California. She’s married
and has three kids, one of whom inherited
her CMT.

From the Mouths of Babes: 
Working Around the Weakness
BY DIANE WITTENBERG

Daniel in uniform

“101 PRACTICAL TIPS” OFFERS DISTILLED 
WISDOM FROM SCORES OF CMTERS
Written by, for and about the CMT community, “101 Practical Tips for Dealing 

with CMT” is a must-have book for anyone who lives with the daily challenges 
of Charcot-Marie-Tooth disease (and anyone who
lives with them).

With one-page “tips” and pictures of most of the
authors, this portable little book offers practical advice
on everything from the importance of stretching to
how to adaptive driving to foot care.

As one grateful reader said, “If I were new to
CMT and someone gave me this book, I would think
I hit a pot of gold because it completely busts through
the issues related to isolation, gives so many coping
skills, and is so positive in its approach.” This reader
went on: “For the newly diagnosed ...  the book gives
an understandable and empathetic practical explana-
tion of what they have, what they face, what they can
do, and what it all means for everyday life.”

To order, visit www.cmtausa.org/101tips or use
the order form on page 23.
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Iwas never an exercise fanatic, but
I definitely like to stay in shape.
I used to think I needed to do

more intense conditioning work-
outs to stay fit—running,
kickboxing and high-impact aero-
bics. After I was diagnosed with
CMT, I tried to maintain that
exercise regime. I soon realized,
though, that my body was getting
more fragile and wasn’t very happy
with my pounding, pumping and
fast movements.

CMT1B runs in my family.
For my mother, my aunt, their
mother (and probably hers as
well), it was later onset, with
milder symptoms of muscle and
sensation loss. I was in my late 40s
when I was diagnosed, with plenty
of years to deny or rationalize my
symptoms. I chose not to reveal
my condition to many, which
made it an unusual, private bur-
den to bear. Enter yoga.

I abandoned exercise during a
very stressful time at work that
resulted in the loss of a long-term
job. At the time, I didn’t realize
how much I needed to keep my
foot, leg and core muscles strong
for balance and mobility. I lost a
lot of strength in just a few months
and was embarrassed to be part of
the GroupX classes I attended
since I couldn’t participat as I
might have been able to in years
past. I decided to try a very small
yoga class taught by a friend since I
felt safe and thought it would be a
good place to heal many things
from my challenging time at work.

The last time I had taken
yoga regularly was prenatal classes
with both kids. I enjoyed it and
remembered how respectful we
needed to be of our growing,
changing bodies. I was a little

more goal-oriented at that time,
seeing yoga as a way to succeed at
natural childbirth. I didn’t see it as
a regular practice, but more as a
physical means to an end.

My new yoga class became a
mini-therapy session for me. I had
to face so many things that were
uncomfortable for me at one time.
I had time to take a class in the
middle of the day because I was
between jobs. I couldn’t do many
of the standing poses without
going to the wall to support
myself. I had to be public with my
physical weaknesses and be differ-
ent from the other students
throughout class. But then so

much of the practice felt so good:
all the stretching, strengthening
my upper body with downward
facing dog and other floor-based
poses or ones where I could use
blocks. My wise teacher, address-
ing the entire class of five, spoke
about how yoga is all about com-
passion: being kind to yourself,
listening to your body, wherever
you are that day, however you are
feeling. The 70-year old classmate
heard that comment one way for
her body, the 40-plus year old for-
mer male ballet dancer heard that
comment another way for his. The
49-year-old me heard that it was

(continued on page 23)

Yoga + CMT = Compassion
BY REEVE WASHBURN

Reeve Washburn at her home 
in Seattle, Washington  
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Four-time Super Bowl MVP Tom
Brady swears by them and wears
them both during practice and

while sleeping. CMTAthletes orga-
nizer Donna DeWick wears one set
during athletic events and another
during recovery periods. Iron Man
triathlete (and CMTA Hawaii
Branch Co-Leader) James Cuizon
also wears them on the advice of
his coach and trainer. I recently
started wearing them, and my leg
muscles have never felt stronger.
My grandmother wore them, but
called them support hose. What is
this miracle product? Recovery and
Performance Compression Gar-
ments (RPGC) are being adopted
by athletes everywhere to gain a
critical edge.

I first became aware of com-
pression garments while trying to
solve a problem common to many
CMTers. I noticed that after going
to the theater to see a movie, or sit-
ting down for a nice meal, I would
have a lot of trouble standing up
and regaining the use of my legs. I
had to lean on a chair or a handy
wall and wait for my legs to decide
they wanted to work again.

The reason for this problem is
simple: Blood is pumped down to
the legs by the heart but relies on
muscle contractions and one-way
valves to work its way back up
again. This system does not work
well for those of us with CMT
after sitting for long periods of
time. Our leg muscles just do not
work well enough to push the
blood back to the heart. Insuffi-
cient blood circulation leads to
poorly fed muscles, which refuse
to perform when the movie or the
meal suddenly end and we try to
stand up.

All of this changed for me
when I read an article about Tom
Brady and discovered compression
leggings. The theory is simple:
Compression leggings gently
squeeze the legs like a ketchup
bottle, assisting the muscles in
pushing blood back up to the
heart. They are tightest at the
ankles and slightly looser as they
move towards the upper thigh.
Compression leggings improve cir-
culation, which in turn means
better blood flow to the leg mus-
cles, less cramping and faster
recovery from exertion. Plus they
come in all kinds of snazzy colors
and designs and look really cool!

I enthusiastically ordered my
compression leggings, but soon
begin to have doubts. Tom Brady

is a professional athlete looking for
even the tiniest edge over his
opponents. Would something that
helped him really have the same
impact on me? By the time my
leggings arrived I was dubious of
their value, but I nonetheless put
them on and wore them through-
out the day. That evening I went
to a friend’s house for dinner. 
To my amazement, I was able to
get up from the table gracefully
after the meal, without the usual
two-minute delay before my leg
muscles began working.

That night I wore the leggings
to bed, and the next morning I
woke up feeling great and went for
an eight-mile bike ride, despite the
fact that I had just ridden the day
before. Now I am a believer. I may
never date Gisele Bundchen or
become the Super Bowl MVP, but
Tom Brady and I now have one
thing in common—our super cool
compression underwear!

Podiatrist and CMTA Advi-
sory Board Member Dr. Greg
Stilwell offers some suggestions for
wearing compression garments:
• Fabric content should be breath-

able and wickable—like hollow
fibers either natural or syn-
thetic—and cotton should be
limited to less than 50 percent.

• Below-the-knee length compres-
sion hosiery is easier to get on
and off, but can potentially
cause a tourniquet effect around
the calf if it is not a quality
brand or if swelling exists.

• Several recent papers tout 
the benefits of sleeping “in the
buff,” allowing body tempera-
ture to fall at night. Wearing
compression stockings to bed
might make temperature regula-
tion more difficult. h

The Magic of RPGC
BY CLARK SEMMES
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The CMTA Gratefully Acknowledges Gifts In Memory Of:
ANNAMAE BERLIN
Mrs. Colleen Becker

CHIEF MASTER SERGEANT 
KENNETH E. CANTERBURY
Mr. Robert Canterbury
Mr. Joe Vera

ROBERT CARNEVAL
Mr. and Mrs. Russell Allen
Ms. Dolores Riegert
Ms. Frieda Schlemeyer Colfelt

JAMES E. CARTER
Ms. Luella LaBrant
Ms. Marilyn Lee

KATIE CHAMBERS
Ms. Kristin Chambers

JOAN CONNOLLY
Ms. Catherine Geary
Mr. and Mrs. John Malloy
Ms. Mary Anne Milone
Ms. Janet Ullrich
Mr. and Mrs. Peter Wilson and Family
Ms. Kathleen Wurzer

ELIZABETH COOPER
Mr. and Mrs. Scott Hoefler

HELEN COULTER
Mr. and Mrs. William Kesack

TONY DESERO
Ms. Terry Pagnan

BABA SOPHIE DOINIDIS
Mrs. Geraldine Egan

FREDERICK H. DOLAWAY
Mr. and Mrs. Jim Krause

FORD FARABOW
Mr. and Mrs. Luigi Einaudi
Ms. Linda Kinzig
Mr. Michael Wurzburg

KEN FLETCHER
Mr. and Mrs. Peter Bonavita

HENRY FRIEDMANN
Ms. Kathy Roberts

SARAH FUHRMAN
Mrs. Colleen Becker

SHIRLEY GARMER
Mr. Stan Garmer

THE GERRY FAMILY
Mrs. Betty Gerry

MIKE HALPERN
Ms. Helen Elperina
Mr. and Mrs. Stanley Friedman
Ms. Ellen Gabriel
Ms. Janet Green
Mr. and Mrs. Richard Murnane
Mrs. Susan Spivack

SYLVIA HARRIS
Mr. and Mrs. Franklyn Weiss

ANNE HEDENBERG
Mr. and Mrs. Gary Civalier
Ms. Diane Fahey
Ms. Kathy Lado
Mrs. Marie Liberto
Ms. Alice B. Montagnoli
Mr. and Mrs. Scott Silva
Mr. and Mrs. David Smerling and

Family
Mr. and Mrs. John Soenksen

DANIEL HUBBERT
Ms. Norma J. Howell

PEG HULMES
Mr. Jack Hulmes

AUDREY ILLHARDT
Ms. Susan Adams

DONALD JOHNSON
The Burnett Family
Mr. Craig Cichy
Mr. and Mrs. Thomas Deuber
Mr. F. Thomas Jones
The Miller Family
Mr. and Mrs. Robert Patterson
Personal Financial Advisors, Inc.
Ms. Barbara Teague
Mr. and Mrs. Robert Worcester

STEVE JUMPER
Mr. and Mrs. Gary Everhart

JAMES L. KING
St. Martin’s Brotherhood

BETH LABONTE
Ms. Chevelle Bazo

JOHN LAPORTE
Ms. Eileen Hearty
Ms. Martha Hill-Rounds
Ms. Melissa West

ANTONIO LAURIA
Mr. and Mrs. John Hodgkins, III
Mr. and Mrs. Michael Krempa
Ms. Donna Lasher

EDWARD MARTINEZ
Mr. Michael Bollinger

PENN MOHRMANN
Mr. and Mrs. Jay Higginbotham

JOSEPHINE O’GRADY
Mr. John F. O’Grady

VIRGIL PIHL
Ms. Kit Balnis
Mr. and Mrs. Kutlu Isin
Mr. and Mrs. Bruce Kelly
Mr. and Mrs. R. Kent Morse
Mr. and Mrs. Ronald Pihl

JERE PRATHER
Mr. and Mrs. Frank Weiss

JAMES RANTI
Mr. and Mrs. Donald Santoro
Mr. and Mrs. Frank Wurzel

AVA REED
Mr. and Mrs. William Mitchell

MARYANN SIOUI
Mr. Sherry Ackerman-McDermott
Mr. and Mrs. Robert Bernier
Mr. Ted Boluch and Family
Ms. Gloria Bourgeois
Mr. and Mrs. Donald Cosentino
Mr. Jacques M. Fauteux
Mr. and Mrs. Frederick Harding

Mr. and Mrs. Bernard Hickey
Ms. Carol Ann Horrigan
Charles and Dorothy Kania
Ms. Mary Kelly
Mr. and Mrs. Steven Landry
Mr. Al W. Lewandowski
Lovewell Pond Sporting Club, Inc.
Ms. Victoria Merriam
Ms. Gretel Mientka
Mr. Richard Noble
Ms. Francine Pera
Mr. Michael Schneider
Ms. Linda Selleck

NADA STEELE
Mr. and Mrs. William Roberts

ROSEMARIE V. STOCKMAN
Mr. Matthew Fuchsen

SARAH SWAIN
Mr. Lawrence Senear

MARY VALENTINE
Mr. Howard Brandeisky
Ms. Mary Drye
Mr. Thomas Foerster
Mr. Chris Gardier
Mr. Richard Hybiak
Mr. Dom Lazara and Family
Ms. Rita Zadurski

DELMAS VALOT
Ms. Sarah Cook

LEE WASILEWSKI
Ms. Audrey Bittman

KEENAN WERLING
Mrs. Kimberly Ford

MELVIN G. WILLIS
Mr. and Mrs. Gary Day
Mr. and Mrs. Ernest Ellis

GEORGE WILSON
Ms. Helen Whitaker

PETE ZIEBRON
Mr. and Mrs. Steve Christian

C M T A  R E M E M B R A N C E S
Your gift to the CMTA can honor a living person or the memory of a friend or loved one. Acknowledgment cards will be mailed by the CMTA on your behalf. Donations are listed
in the newsletter and are a wonderful way to keep someone’s memory alive or to commemorate happy occasions like birthdays and anniversaries. They also make thoughtful
thank-you gifts. You can participate in the memorial and honorary gift program of the CMTA by completing the form below and faxing it with your credit card number and
signature or mailing it with your check to: CMTA, PO Box 105, Glenolden, PA 19036.

Honorary Gift:

In honor of (person you wish to honor)

___________________________________________

Send acknowledgment to:

Name: _____________________________________

Address:____________________________________

___________________________________________

Occasion (if desired):

n Birthday n Holiday n Wedding

n Thank You n Anniversary n Other

Memorial Gift:

In memory of (name of deceased)

___________________________________________

Send acknowledgment to:

Name: _____________________________________

Address:____________________________________

___________________________________________

Amount Enclosed: ________________ n Check Enclosed  

n VISA  n MasterCard  n American Express

Card #_________________________________________

Exp. Date ______________________________________

Signature ______________________________________

Gift Given By:

Name: _________________________________________

Address: _______________________________________

______________________________________________

!



Everything was going well until
our plane caught fire shortly
after takeoff from JFK Inter -

national Airport. My husband
Olaf and I were seated in the 
second to last row. The smell of
burning rubber filled our nostrils
and ran down our throats.

I heard the pilot’s calm Mid-
western voice over the speaker.
“You’ll see a lot of emergency vehi-
cles as we land. Don’t worry. Leave
all your belongings and exit imme-
diately.”

The tarmac was covered in
fire engines, ambulances and
people in hazmat suits. I tried
to breathe slowly and stay calm
as we waited our turn to get off
the plane, but my mind filled
with questions. Would the
engine explode? Would my
husband be able to move his
legs quickly enough? What 
IS wheelchair assistance for
emergency plane evacuations
anyway? Outside, in the blus-
tery, cold wind, I prayed,
“Please let Olaf get down those
stairs before the plane explodes.”

He did. The plane didn’t even
explode.

We were living overseas at 
the time and had traveled halfway
around the world for a very
important appointment the next
day at the Mayo Clinic in Min-
nesota. The journey felt like a
pilgrimage. We’d been trying for a
decade to find out why he could
barely walk and why he felt so
much pain. Muscle spasms shook
his whole body at night and
robbed him of sleep. His legs
buckled without warning. His toes
curled 90 degrees, his feet arched,
and his calf muscles disappeared,
leaving thin chicken legs above

bony ankles. He bobbed across the
room to avoid falls and bounced
himself against walls, as if he were
caught in a giant pinball machine.
Fearful of being stepped on, the
dog scurried out of his path when
Olaf walked near.

We tried many doctors before
we arrived at the famous Mayo
Clinic that cold November day.
My hopes were high. They’d fix
him, I figured, like a car in need
of an expert mechanic, and he’d be
able-bodied again.

Even the plane fire didn’t stop
us. Twelve hours later, we arrived
in Rochester, Minnesota, a wind-
swept little city on the prairie. The
clinic’s multiple gray towers domi-
nated the skyline, but inside the
complex felt like a comforting
cocoon. Underground tunnels
protected us from the outside
cold, while the muted earth-tone
decor and the comfortable reclin-
ing furniture lulled us. A
tuxedo-clad man played classical
music on a grand piano. Friendly
receptionists with lilting Min-
nesota accents handed us printouts

of Olaf ’s appointments. Every-
thing ran on time. I started to
believe we were on vacation.

Everything was going well at
the Mayo Clinic until the neurolo-
gist explained why Olaf couldn’t
see the surgeon. “His problem isn’t
surgical,” he said. “He has CMT.”
We looked at him with blank
expressions.

“It’s a progressive, incurable,
neurological disease,” he
explained.

Progressive. Incurable. Neuro-
logical disease. 

I stopped breathing.
I waited till the neurolo-

gist left the room. Olaf and I
held each other. “He said it’s
not life shortening,” I blub-
bered. “I’ll still have you.”

The doctor and his assis-
tant returned and offered
medical terms as comfort,
like buttered toast and tea—
degeneration of the myelin
sheath, ataxic gait, comorbid
scoliosis. Fancy words that
mean you can fall flat on

your face at any time and doc-
tors can’t do anything about it. In
the world of neurological diseases,
they explained, CMT is not really
all that bad—it’s not the deadly
ALS, the disease that locks you in,
or even multiple sclerosis.

We knew we were supposed
to feel relieved.

We didn’t.
We tried to feel relieved, we

really did. We left the doctor’s
office, packed our things, and
checked out of the hotel.

The plane looked bigger and
more forbidding on the way
home.

Olaf fastened the buckle of his
seat belt, leaned close to me and

In Sickness and in Health
BY LAURA J. MCGOUGH
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Laura McGough with husband Olaf
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spoke softly. “I want you to
promise me something.”

I smiled. It was an exchange
we often had—promise that you’ll
love me forever, that sort of thing.

“Ok,” I said. “I will.”
“Promise to leave me behind.

If there’s a fire—or a terrorist
attack, run. You have to take care
of our daughters.”

It felt like he had knocked the
wind out of me: a straight punch
to the solar plexus, searing pain in
my belly and my lungs struggling
to find any air. I turned away from
him and stared out the small win-
dow overlooking the empty
tarmac. It was the worst thing he
had ever said to me.

Back home, his words
haunted me. What would I do in
an emergency? Could I save him?
Maybe I could be the hero? I
could get stronger, I thought, and
be the one to rescue us both.

The realization that Olaf
would not get better changed
something between us in ways

that was hard for both of us to
understand, acknowledge and dis-
cuss. I took on some of his roles
within the family. It was now me
lifting and carrying heavy things.
For a tall, muscular former athlete,
who had crisscrossed the United
States on his bicycle several times,
the change in our roles felt humili-
ating to him at times.

Sometimes he talked about
his sense of loss. Sometimes he
retreated into himself. I didn’t
know what to do. Sometimes we
were kind to each other. Other
times we fought.

His diagnosis brought another
change: I became aware of my
own vulnerability. I could not take
my body and good health for
granted. As my friends bemoaned
the inevitable losses of middle age,
I instead took delight in what my
body could still do. I was planning
to fight in a masters boxing tour-
nament for my 50th birthday.

Olaf cheered me on as I
trained for this fight. It wasn’t easy

for him. As his muscles atrophied,
mine grew stronger.

A punch that landed on my
right eyeball ended my boxing
dreams. My retina detached. I
needed multiple emergency surg-
eries to retain my eyesight. The
post-surgical recovery required me
to lie on one side for five days.
Olaf prepared my meals and took
care of me. That was nearly three
years ago.

Recently, we flew to Phoenix
to celebrate his mother’s 80th
birthday. She has CMT too.

As the plane took off, I held
Olaf ’s hand, and squeezed it. He
looked into my eyes. “I love you,
Laura,” he said.

I don’t know what we’ll do if
our plane catches fire. All I know
is that whatever happens to us,
we’ll face it. Together. h

Laura is a maternal and child health 
technical advisor at the U.S. Agency for
International Development. She and Olaf
live in Arlington, Virginia, with their
daughter Rose and their dog.

THE CMTA IS LOOKING FOR A FEW GOOD CAMP COUNSELORS

T he CMTA is looking for volunteers to staff the second annual Camp Footprint, to be held
at Camp Kon-O-Kwee, 40 miles north of Pittsburgh, from August 14 to 18. The dead-

line for applications is March 15.
Camp Footprint will double in size this year, with 75 campers already enrolled and

room for up to 90.
Camp Co-Director Jonah Berger will conduct phone interviews until April 1, when all

applicants will get final decisions on their applications.
Camp counselors must be able and willing to: lift 50 pounds, actively engage with their

campers for an entire day without breaks, walk independently for long distances and assist
campers with mobility and personal care needs when appropriate.

What’s it like to be a Camp Footprint counselor? In 2016, Harrisburg PA Branch
Leader Erin Gaul was “first in line to volunteer to be a counselor,” but then almost immedi-
ately felt hesitant. The doubts and fears crept in and she wondered whether she would be
able to keep up with a whole group of kids excited about camp. Erin decided that she would just “figure it out,” an approach
that became the motto of the week for the entire camp.

Today, Erin says “It’s crazy to think how close I came to missing out on one of the greatest weeks of my life!” For the first
time in her life, she says, she was able to fully participate in every available activity. She saw herself in every camper that week,
remembering exactly how she felt at every age level, and knowing that she would have thrived if given an opportunity like this
as a child.

To register as a camper or apply to be a camp counselor, visit www.cmtausa.org/camp-footprint.
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Do you have CMT or know
someone who does? Are you
looking for a way to make a

difference? If so, the CMTA is
looking for people just like you 
to start a branch or volunteer in
your area!

CMTA branches are for those
who have Charcot-Marie-Tooth
disease and their loved ones. A
CMTA branch is a local group of
active and caring individuals who
share resources, ideas, CMT-related
information, and personal experi-
ences, building friendships and a
support system in the process.
Meetings, which often include
guest speakers, focus on CMT
education, awareness, research
updates, fundraising initiatives,
advocacy and current events.

You do not have to be an
expert in the field of CMT to start
a branch, nor do you have to be
trained in facilitating groups. The
most essential requirements are
motivation, a time commitment,
genuine people skills and a sincere
dedication to the group and its
members. Remember, you will not
be alone in taking on this new
endeavor; the CMTA is here to
help you!

What can being a branch
leader do for you? Sarasota Branch
Leader Rachel Rivlin says that
while she can’t do much to change
her CMT or prevent it from pro-
gressing, being a branch leader
allows her to stay informed about
what is happening at the CMTA
and with the STAR research pro-
gram. It also allows her to help
other members of her branch do
the same, making it a place where
they all come together to share,

learn and laugh, all of which helps
in dealing with CMT.

Kansas City Area Branch
Leader Aron Taylor says that as a
branch leader he has the privilege
of meeting and serving other fami-
lies affected by CMT in his
community. “You don’t have to be
an expert to bring people together
in your own community and to
make an impact through raising
awareness and fundraising for this
disease that afflicts us all,” Aron
says, explaining that “by pooling
our resources and learning from
each other and our guest speakers,
we all help each other.”

Jo Koenig and her daughter
Jill, who both have CMTX, are
the co-leaders of the Cincinnati,
OH Branch. Several years ago,
they were looking for a group near
them, but didn’t find one so they
decided to start their own group.
“We are so excited about meeting
other people who also are affected

with CMT, sharing thoughts,
helpful hints, support and so
much more,” Jo says today.

If you don’t have the time to
be a branch leader, you can still
get involved with the CMTA by
becoming a STAR volunteer. In
2008, the CMTA launched STAR
as a strategic research program to
maximize breakthroughs in genet-
ics and dramatically speed up the
pace of CMT research. As a vol-
unteer, you can create fundraisers
in your area, you can participate
in our national CMTA Awareness
Month, or you can help local
branches in your region. By volun-
teering, you are not only raising
funds for STAR, you are also rais-
ing CMT awareness in your
community.

To join us in our mission to
support those with CMT, please
contact CMTA Community Ser-
vices Director Jeana Sweeney at
Jeana@cmtausa.org. h

The CMTA Is Looking for Leaders! 
Will You Step Up?

Branch leaders at 2016 Leaders Conference
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CENTRAL ARKANSAS
More than 100 people registered for the
branch’s first fundraiser, a Walk4CMT on
November 5, 2016. Members raised more
than $8,000 for research, including over
$600 on walk day from donations, raffle
tickets and a bake sale. Making the experi-
ence even more amazing, participants
encountered two men whose significant
others had CMT and had never met anyone
with the disease. Thanks to the branch’s
awareness efforts, those ladies will no
longer have to feel alone and isolated with
their diagnosis.
h

SOUTHERN CONNECTICUT
Twenty-two people, including six new ones
and three members from the Hartford, CT
branch, came out to hear Dr. Sabrina
Panagoni on October 24, 2016. Dr. Panag-
oni, a CMTA Advisory Board member and
assistant professor at Harvard Medical

School, spoke about the benefits of exer-
cise for CMT patients. She emphasized
finding what works best for each individual
and the importance of improving balance
and flexibility (stretching). One helpful tip
was to choose a favorite song and stretch
to it every day. Branch Leader Lynne Krupa
shared that the group’s Cycle/Walk/Run 4
CMT event in September raised $10,115.
She also discussed the CMTA’s Stand to
End CMT campaign and gave an update on
the progress being made through STAR.
h

SARASOTA, FL
Thirty-one people attended the January 21
meeting of the Sarasota, FL CMTA Branch
to hear Dr. Mario Saporta, director of the
Miami CMTA Center of Excellence (COE).
Dr. Saporta spoke about the genetic causes
of CMT, what the Center of Excellence does,
the various clinics at the center, how to
make appointments and more. He also
answered many questions from the group
about CMT, orthotics and types of CMT. 
It was a very lively meeting and several
people planned to make appointments at
the Miami COE afterward. The branch’s new
co-leader, Manuel Goldberg, led the group
in some exercises and helped facilitate the
meeting. In 2016, the Sarasota, FL CMTA
Branch raised $16,929! 
h

SOUTH FLORIDA
Nearly 20 members attended the branch’s
monthly/holiday meeting at the Boca Raton
Community Center on December 11, 2016.

The group spent the bulk of the meeting
talking about 2017 plans, including mem-
ber communication, coordination of off-site
social gatherings, new guest speakers and,
most importantly, how to build and encour-
age local fundraising and increase
membership.
h

GREATER MINNEAPOLIS
Nine members, including two new ones,
took part in a round-robin discussion of the
impact of CMT on each member’s life. The
remaining portion of the meeting focused
on outreach to increase member involve-
ment and raising funds for research.
Members agreed to contact all the neurol-
ogy clinics in the metro area to make sure
they tell all their CMT patients about the
branch. Co-Leader Marilyn Menser also
presented the “Change for Change”
fundraising idea and distributed jars for
everyone to take home.
h

SOUTHEAST WISCONSIN
Eleven people gathered at Badger
Orthotics in Delafield, Wisconsin, on Janu-
ary 28 for a presentation about the latest
techniques used to make state-of-the-art
orthotics. CEO John Huenink gave a tour of
his shop, where orthothics are precisely
constructed using computer technology
and various lightweight and flexible materi-
als.  Members left with enormous respect
for his expertise and hope for what he
might be able to do for each of them in the
future.  

CMTA 
BRANCH

NEWS
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ARKANSAS
Little Rock
Lisa Jones
501-776-5364

ARIZONA
Phoenix Area
Pamela Palmer
ppalmeraz@gmail.com
480-236-2445   
Christina Fisher
623-742-8921

CALIFORNIA
Los Angeles Area
Alani Price
310-710-2376
Steve Fox
805-647-8225
North Bay Area
Sharon Bello
650-465-3953
Sacramento
Holly Stevens
408-203-8804
Rashid Thomas
916-947-5377
Ernie Hinds
916-205-5682
San Diego Area
Annette Van Veen
760-473-5014
Kendall Trout
760-632-5654
South Bay Area
Ori Bash 
408-829-4562  
Tau O’Sullivan 
916-806-2173

COLORADO
Denver Area
Ron Plageman
303-929-9647
Dick Kutz
303-988-5581

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
Naples
Roy Behlke
239-455-5571
Sarasota Area
Rachel Rivlin
941-870-3326
Manuel Goldberg
941-870-3326
Tampa Bay Area
Vicki Pollyea
813-251-5512
Edward Linde
813-712-4101
West Palm Beach
Phil Lewis
561-307-0100
Eileen Martinez
561-901-5566

GEORGIA
Atlanta Area
Susan Ruediger
678-595-2817
Katerina Marks
470-223-7961

HAWAII
Honolulu Area
Bobbie Gomez
707-373-2357
James Cuizon
808-450-1236

IOWA
Iowa City Area
Jeffrey Megown
319-981-0171

ILLINOIS
Chicago Area
Jay Pate
630-888-4673
Norridge Area
Charles Barrett
224-628-5642

INDIANA
Fort Wayne Area
Aimee Trammell
574-304-0968
Priscilla Creaven
260-925-1488
Indianapolis Area
Nancy Allen
317-459-8773
Patricia Wood
317-345-2254

KANSAS
Kansas City Area
Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674
Wichita Area
Karen Smith
316-200-0453

MASSACHUSETTS
Boston
Mimi Works
617-913-4600
Jill Ricci
978-887-1014

MARYLAND
Baltimore
Clark Semmes
410-350-4812
Easton
Missy Warfield
Seth Warfield
410-820-0576

MAINE
Portland Area
Mary Louie
207-450-5679

MICHIGAN
Ann Arbor Area
Renee Meloche
734-358-5197

MINNESOTA
Central Minnesota
Jo Smith 
612-807-4729
Minneapolis Area
Marilyn Menser
320-522-0871
Mark Jeffris
651-222-4504 

MISSOURI
St. Louis Area
Payton Rule
618-401-4822
Amanda Rule
618-698-3039
Springfield Area
Jessica Brantner
417-468-8049

NORTH CAROLINA
Charlotte Area
Todd Long
704-902-4700
Trisha Hirsch
404-226-1389
Durham Area
Margaret Lee
919-656-2948
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
Jacqueline Donahue
732-780-0857
Morris County
Alanna Huber
973-933-2635

NEW MEXICO
Albuquerque Area
Gary Shepherd
505-296-1238

NEVADA
Las Vegas Area
Sylvia Cross-Bias
775-537-8427

NEW YORK
Buffalo Area
Peter Morris
716-866-3519
Maryann Ciskal
716-435-3899
Upstate New York 
Elizabeth Misener
David Misener
518-527-0895
Westchester Area
Beverly Wurzel
Frank Wurzel
201-224-5795

OHIO
Cincinnati Area
Jill Stuhlmueller
513-254-4065
Jo Koenig
513-607-2822
Cleveland Area
Heather Hawk Frank
440-479-5094
Columbus/
Newark Area
Rebecca Knapp
740-668-2103
Christine Smith
937-219-7028

OREGON
Grants Pass 
Jessica Barton
541-218-5350 (cell)
541-846-8525
Portland Area
Debbie Mchugh
503-201-7284 (H)
503-310-7229 (M)

PENNSYLVANIA
Bucks County Area
Tara Cave
856-317-0557
Julie FitzGerald
315-573-3919
Chester County
Ashley Caspersen
484-364-9334
Harrisburg
Erin Gaul
717-379-7504
Johnstown Area
J.D. Griffith
814-539-2341
Jeana Sweeney
814-269-1319
Northwestern Area
Joyce Steinkamp
814-833-8495
Philadelphia Area
Rhea Malaluan
Ronnie Mendoza
609-670-0870
Pittsburgh 
Carolyn Roberts
704-919-1029
Debra Czarnecki
412-331-6744

SOUTH CAROLINA 
Columbia Area
Jack Boyd
803-622-6565
Greenville Area
Rebecca Lauriault
864-918-2437

TENNESSEE
Hendersonville
Area
Brittney Grabiel
423-213-2336
Nashville Area
Bridget Sarver
615-390-0699
Stefanie Miles
615-330-2754

TEXAS
Austin Area
Nate Halk
512-415-6097
Dan Gattuso
512-516-9161
Dallas Area
Michelle Hayes
214-529-3325
El Paso Area
Veronica Gallegos
915-203-4391
Houston Area
Kristin Leard
713-516-8630 
Benjy Hershorn
832-731-0121
Meredith Wells
832-264-7312
San Antonio Area
Kat Tovar
210-385-1551
Vidor Area  
Angie Beaumont   
281-229-2099  

UTAH
Orem Area
Melissa Arakaki
801-494-3658
Emily Hunsaker
801-839-9060

VIRGINIA
Fredericksburg
Leigh Van Doren
540-370-1968
Harrisonburg Area
Jeanette Thompson
540-383-6195

WASHINGTON
Seattle Area
Lynn Ronald
206-546-8923
Denise Snow
206-321-1261

WISCONSIN
Madison Area
Debi Weber
608-712-8709
Kym Peterson
608-359-5418
Milwaukee Area
Susan Moore
414-604-8736

CANADA
Southern Ontario
Kelly Hall
519-843-6119

CMTA 
Branches

Interested in starting a branch in your area?  
Contact CMTA Director of Community Services Jeana Sweeney at Jeana@cmtausa.org

Most CMTA Branches can be accessed 
online at www.cmtausa.org/branches
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R oy Behlke is a rare bird. He
leads not one but two CMTA
branches (the only leader to do

so), one in his hometown of Hart-
ford, Connecticut, and the other
as a snowbird at his winter home
in Naples, Florida.

Roy always had trouble with
the arches of his feet and foot
drop. As a young man, he joined
the Boy Scouts, but the manda-
tory 10-mile hikes were exhausting
and frequently required crossing
creeks on logs and homemade
bridges. Roy ended up falling 
in the creeks on more than one
occasion. 

The Boy Scouts were quickly
forgotten as Roy developed an
interest in airplanes and joined the
Civil Air Patrol—the official auxil-
iary of the United States Air
Force—as a cadet. While Roy was
less than successful as a Boy Scout,
he was a natural as a cadet and
soon began rising up the ranks,
eventually becoming the Civil Air
Patrol leader for the state of
Delaware. Roy’s love of airplanes
also influenced his career decision.
After obtaining a BS in aeronauti-
cal engineering from the University
of Maryland and a master’s from
Rensselaer Polytechnic Institute, he
worked for Pratt & Whitney Air-
craft for 45 years, designing
compressors for jet engines.

Roy eventually saw an ortho-
pedic doctor, who diagnosed him
with arthritis and said he would
need to have his all his major
joints replaced, one by one.
Alarmed at the diagnosis, Roy saw
a rheumatologist, who pointed
him to a neurologist and finally a
correct diagnosis of CMT at the
age of 55. The neurologist
informed Roy that his nerve con-

duction is just 50 percent of what
is considered normal.

Happy to have a correct diag-
nosis, Roy signed up for the
CMTA newsletter, and eventually
started his branch in Naples and
then Hartford. Jeana Sweeney was
the first speaker at his Naples
group and even stayed an extra
day to help the group get off the
ground. Jeana says, “It takes much
dedication, patience and organiza-
tional skills to be a CMTA branch
leader. But it takes a Roy Behlke
to be a branch leader of two dif-
ferent branches!” Roy says he gets
a great deal of satisfaction from
being a branch leader, particularly
in meeting folks who have never
met another person with CMT.
Roy has two children and four
grandchildren, none of whom
show any current signs of CMT.

Roy is recovering from a heart
attack he suffered last December,
doing cardiac rehab and gradually
getting back to golf and leading

his branches. He says his
only problem is that he
occasionally forgets which
speakers have spoken to
which of his groups.

Roy recently penned a
CMT-centric version of
Lincoln’s Gettysburg address,
which he delivered at the Branch
Leaders’ Conference in Tampa,
Florida, complete with stovepipe
hat. Roy’s fascination with the Get-
tysburg address began when he was
just a toddler and his mother
recited the famous speech to him
while she was washing the dinner
dishes one evening. Roy asked to
hear it again and the recitation
soon became an evening ritual.
Within weeks Roy had memorized
the speech and would recite it at
any opportunity, at home or at the
grocery store. Roy’s familiarity with
this address made it easy for him
to reinterpret it as a battle cry in
the war against CMT—and made
him the Lincoln of the CMTA. h

BRANCH LEADER SPOTLIGHT: 
Roy Behlke, Naples FL

Roy Behlke’s Tampa Bay Address (with thanks to Abraham Lincoln)

Six score and 11 years ago our fathers Charcot, Marie and Tooth brought forth
On the European continent a new disorder, conceived in specific symptoms
And dedicated to the proposition that the offspring of all men with CMT 
are created with a 50% chance of inheriting the disorder.

Now we are engaged in a great medical war testing whether CMTA and its
Partners so conceived and so dedicated can help CMT patients to long endure.
We are met here in Tampa on a great battlefield of that war
We have come as leaders to rededicate our efforts to help those with CMT.
The world will little note nor long remember what we say here
But it can never forget the brave men and women who have gone before us
To do research, raise funds and help patients with CMT.
It is rather for us the CMTA leaders to dedicate ourselves to the unfinished work 
which they have fought for and so nobly advanced

So that this nation and world shall have a new freedom from CMT
And all forms of Charcot-Marie-Tooth disorder shall perish from the earth.

Roy Behlke 
delivering his 
Tampa Bay 
Address
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Dear David,
I am a 42-year-old woman with
CMT. I consider myself fortunate
because although I have begun to
wear AFOs for stability, I have a
career that is satisfying and a long-
time boyfriend. I was not interested
in having children for reasons unre-
lated to my CMT. I am writing
because I find myself obsessing
about the future and worrying that
my CMT will one day prevent me
from enjoying life. I hate the word
progressive or degenerative. My
boyfriend and friends keep remind-
ing me to be positive, but frankly,
that really annoys me and makes
me feel that I’m doing something
wrong by feeling down.

David replies:
I completely understand your frus-
tration. I find it particularly
unhelpful to cover up very real
wounds with a Band-Aid of posi-
tive thinking. We only end up
suppressing our true feelings while
wearing a fake smile. I don’t want
anyone to tell me to look on the

bright side. I just want
someone to say that they
get it and they’re sorry to
hear about my struggle.
It’s a challenge to let oth-
ers see us when we’re in a
rough place. Sometimes
pushing ourselves to
think positively pushes
people away and hides
our authentic selves. It’s
only by letting others see
our vulnerability that we can get
close. Let’s not rob someone of the
opportunity to feel true empathy.

Now I would like to address
your concerns about CMT being a
progressive or degenerative disease.
Creating a narrative in your mind
that has you helpless and home-
less, living a dark and lonely life is
not uncommon, but it couldn’t be
further from the truth. As I men-
tioned earlier, pushing ourselves 
to be “happy” and denying the
challenges we face every day is
unrealistic and inauthentic. Yes,
CMT is progressive, but as I’m
sure you know, there is no way to

predict how CMT will
manifest. We are all dif-
ferent. I have learned
that understanding the
“progress” in progressive
is about accepting the
impermanence of life. To
grasp the thought that
nothing should change
can leave you in a con-
stant state of anxiety.
Everything in life

changes, whether we like it or not.
Uncertainty is not the enemy. The
stories that we make up in our
minds are what we need to learn
to control. The key to stopping
these fearful scenarios is to catch
yourself as soon as you begin to
form the fearful thought in your
mind and simply note that you’re
doing it again and gently change
the thought to something more
neutral. The more you bring your-
self back to the present from
fantasizing about the future, the
easier it becomes to live your life
at peace in the present moment.

What we need even more than
strong legs is a good reason to get
up in the morning. That can be a
job, someone who needs you, a pet,
a garden, a call to a local council-
man to voice your opinion about
something close to your heart or
simply the joy of being alive. The
acceptance of “what is,” as opposed
to how we want things to be, can
bring peace to our lives and lead us
to see how much we already have
that we take for granted. h

David Tannenbaum has an LCSW degree
and has been a psychotherapist in New
York City for the past 30 years. He has 
specialized in helping others with the task
of growing emotionally and spiritually
through physical challenges. “My CMT 
has been my greatest challenge and my 
best teacher in life,” says David. 

WHAT’S ON YOUR MIND?Ask David.

Write to David at
info@cmtausa.org.

?

BRING A WALK 4 CMT 
TO YOUR NEIGHBORHOOD!
Holding a Walk 4 CMT is a great

way to bring your community
together and create a lasting
impact for everyone with
CMT. Get together with
friends, family and colleagues
to raise critical funds for CMT
research. You will have 100 percent
support from the CMTA and tons of
fun in the process! Ready to find out more? Email Director of
Community Services Jeana Sweeney at jeana@cmtausa.org.



okay to wobble around, or walk
over to the wall for a pose, or kneel
when everyone else was balancing
on their toes. It is my practice, and
no one else’s. It was such a relief to
accept that.

That was the foundation for
what is now a three-year-old weekly
practice. After some career explo-
ration, I have a solid job that I
enjoy. I had to move to a larger Sat-
urday yoga class, still taught by my
wise friend, but I had gained confi-
dence to do what I needed in class
and not worry so much about what
other people thought of me. I also
gained, and continued to gain,
strength to be able to navigate my
life with more physical confidence.
I purposefully stand in the middle
of the room and try to do balance
and upright poses. It may not look
pretty, but at least I try and can see
if I am improving.

Yoga seems uniquely suited to
those with CMT since there is so
much work with the feet, and
stances where we work the peroneal
muscles on the front of the lower
leg, the hip and pelvic muscles and
the core, all so critical for balance.
Even though my focus is my lower
body, I also am experiencing loss of
strength in my hands and lower
arms. I am convinced that down-
ward and upward facing dog have
helped keep my wrists stronger and
more flexible.

I know I’m working against
the degenerative aspects of CMT,
but I continue to see improvement
in my own body. It gives me so
much personal hope that I wanted
to share with others with CMT. 
I know everyone’s symptoms are
different, but a message of com -
passion can apply to all who
experience CMT. We can all prac-
tice kindness toward ourselves to
stay as strong as possible, physically
and mentally. h

!

YOGA
(continued from page 13)

CMTA MEMBERSHIP, PUBLICATIONS & ACCESSORIES ORDER FORM

My Child Has CMT $5 $5

NEW! “101 Practical Tips for Dealing 
with Charcot-Marie Tooth Disease”

$12.95

CMTA T-Shirts   n Navy Blue with white logo)  n White with blue logo)
Quantity and Size:   S___  M___  L___  XL___  2XL___  3XL___  $15 $12

CMTA Shark-0 T-Shirts 
Quantity and Size:   S___  M___  L___  XL___  2XL___  3XL___  

$20

CMTA Sweatpants 
Quantity and Size:   Youth XL___

Adult S___  M___  L___  XL___  2XL___  3XL___  
$20

Be a STAR Wristbands $1.50 each*

Be a STAR Necklaces (Includes battery) $5 each*

Washable CMTA Tattoo (Pack of 5) $1 per pack

CMTA Pin $3 each

CMTA Brochure & Neurotoxic Drug Card FREE

NAME: ______________________/_______/________________________________________________________
First                               MI                                                                           Last

ADDRESS:_____________________________________________________________________________________

CITY: ___________________________________________  STATE: _______ ZIP: ___________________________

COUNTRY/POSTAL CODE (IF NOT U.S.): ___________________________________________________________

DAYTIME PHONE:________________________________   EVENING PHONE: ____________________________

EMAIL: _______________________________________________________________________________________

***If you are a STAR member or are joining as a STAR member now, you may purchase publications
and accessories at discounted prices. (Some exclusions may apply.) To check your membership 
status, please call 1-800-606-2682, ext.105.***

n Check payable to the CMTA (US residents only; non-US residents, please use credit card or international money order.)

n Money Order                                 n American Express         n MasterCard        n VISA 

Card Number: _____________________________________________  Expiration Date: _______________________

Mail to:  CMTA, P.O. Box 105, Glenolden, PA 19036; or fax to 610-499-9267
A copy of the official registration and financial information may be obtained from the Pennsylvania Department of State by calling, 
toll-free within Pennsylvania, 1-800-732-0999. Registration does not imply endorsement. 

Donation to the CMTA (100% Tax-deductible)

Shipping & Handling (Orders under $10, add $3.50; orders $10 and over, add $7.50)

ORDER TOTAL

Subscription Membership n $30/year n $80/3 years

STAR Membership n $100/year n $270/3 years

Choose your magazine format
(check one or both)

n PDF n Print

QUANTITY  COST TOTAL
Regular Price  STAR Member Price

J O I N  T H E  C M T A :

*Quantity discounts for these items available online

Subscription Membership Benefits: 
• Online access to valuable information

about living with CMT

• An information kit and a 10% discount
at the CMTA store

• Quarterly delivery of The CMTA Report, 
(electronic and/or hard copy)

STAR Membership Benefits: 
• All of the benefits of Subscription Membership 

PLUS

• One free pair of Aetrex Shoes in the style of their choice 
(new STAR members only)

• 50% off all Aetrex shoes (new and renewing STAR members)
• An expanded and updated copy of the CMT Survivor’s Guide
• A 20% discount at the CMTA Store
• One You’re a STAR auto decal



CMT PATIENT
MEDICATION
ALERT:
Definite high risk 
(including asymptomatic CMT):
Taxols (paclitaxel, docetaxel,

cabazitaxel)
Vinca alkaloids (Vincristine)

Moderate to significant risk:
Amiodarone (Cordarone)
Bortezomib (Velcade)
Cisplatin and Oxaliplatin
Colchicine (extended use)
Dapsone
Didanosine (ddI, Videx)
Dichloroacetate
Disulfiram (Antabuse)
Eribulin (Halaven)
Fluoroquinolones 
Gold salts 
Ixabepilone (Ixempra) 
Lefluonamide (Arava)
Metronidazole/Misonidazole 

(extended use)
Nitrofurantoin (Macrodantin, 

Furadantin, Macrobid)
Nitrous oxide (inhalation abuse)
Perhexiline (not used in US)
Pyridoxine (mega dose of 

Vitamin B 6)
Stavudine (d4T, Zerit)
Suramin
Thalidomide
Zalcitabine (ddC, Hivid)

Uncertain or minor risk:
5-Fluouracil
Adriamycin
Almitrine (not in US)
Chloroquine
Cytarabine (high dose)
Ethambutol
Etoposide (VP-16)
Gemcitabine
Griseofulvin
Hexamethylmelamine
Hydralazine
Ifosfamide
Infliximab
Isoniazid (INH)
Lansoprazole (Prevacid) 
Mefloquine
Omeprazole (Prilosec)
Penicillamine 
Phenytoin (Dilantin)
Podophyllin resin
Sertraline (Zoloft)
Statins 
Tacrolimus (FK506, Prograf)
Zimeldine (not in US)
a-Interferon

Negligible or doubtful risk:
Allopurinol
Amitriptyline 
Chloramphenicol
Chlorprothixene
Cimetidine
Clioquinol
Clofibrate
Cyclosporin A
Enalapril
Glutethimide
Lithium
Phenelzine
Propafenone
Sulfonamides
Sulfasalazine

The Charcot-Marie-Tooth Association
P.O. Box 105
Glenolden, PA 19036
1-800-606-CMTA (2682)   FAX (610) 499-9267
www.cmtausa.org  

Non-Profit Org. 
U.S. Postage Paid

Tiffin, OH
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W H AT  I S  C M T ?

?
CMT is the most commonly inherited 
peripheral neuro pathy, affecting approx-
imately 150,000 Americans.

CMT may become worse if certain 
neurotoxic drugs are taken.

CMT can vary greatly in severity, 
even within the same family.

CMT can, in rare instances, cause
severe disability.

CMT is also known as peroneal 
muscular atrophy and hereditary 
motor sensory neuropathy.

CMT is slowly progressive, causing 
deterioration of peripheral nerves 
that control sensory information and
muscle function of the foot/lower leg
and hand/forearm.

CMT causes degeneration of 
peroneal muscles (located on the 
front of the leg below the knee).

CMT does not affect life expectancy.

CMT is sometimes surgically treated.

CMT causes foot-drop walking gait,
foot bone abnormalities, high arches
and hammer toes, problems with 
balance, problems with hand function, 
occasional lower leg and forearm 
muscle cramping, loss of some normal
reflexes, and scoliosis (curvature of 
the spine).

CMT has no effective treatment,
although physical therapy, occupational 
therapy, and moderate physical 
activity are beneficial.

CMT is usually inherited in an auto -
somal dominant pattern, which means 
if one parent has CMT, there is a 50%
chance of passing it on to each child.

CMT Types that can now be diagnosed
by a blood test include 1A, 1B, 1C,
1D (EGR2), 1E, 1F, 1X, 2A, 2B, 2E,
2F, 2I, 2J, 2K, 4A, 4C, 4E, 4F, 4J,
HNPP, CHN, and DSN. 

CMT is the focus of significant genetic
research, bringing us closer to solving
the CMT enigma.
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