
DEAR CMT COMMUNITY:

Thanks to the
CMTA’s STAR
initiative, candi-
date therapies for
many of the most
common forms of
CMT will soon be ready for
testing in clinical trials. The
success of these trials will
largely depend on how much
we know about the “natural
history” of CMT—how differ-
ent types of CMT progress over
time and whether novel med-
ications are slowing the course
of the disease.

Here’s where you can help.
Although the Inherited Neu-
ropathies Consortium
(INC)—a group of academic
medical centers, patient sup-
port organizations, and clinical
research resources—has evalu-
ated thousands of patients with
CMT, many individuals have
only been evaluated a single
time. WE NEED follow-up
evaluations one, two, and three
years after the initial visit to
determine change over time. If
you have been evaluated at one
of the 17 international INC
sites (which roughly correspond
to the CMTA’s Centers of
Excellence), we ask you to
please schedule follow-up visits.
WE NEED YOU!

You can find information
about the locations of all the
INC centers by visiting
www.rarediseasenetwork.org/
INC/centers/index.htm. By 
visiting one of the INC centers,
you can not only receive clini-
cal care, but you can also
participate in research projects
being conducted through INC
(see related article p. 2). Every
time someone participates in a
project, researchers get one step
closer to improving the quality
of life for people with CMT
and realizing the CMTA’s
vision of “A World without
CMT.”

Participating in research
through INC can also be 
done by joining the online
Patient Contact Registry at
http://rarediseasesnetwork.epi.
usf.edu/INC. This registry has
been created to inform patients
and families of clinical research

studies for which they may be
eligible. By joining the registry,
you may be emailed when new
studies are active, and some may
only require that you complete
an online form to participate.

Developing effective treat-
ments for CMT will only work
if there is a partnership between
patients and investigators.
Please give us our best chance
to test treatments we are devel-
oping.

Thanks to you all,

MICHAEL SHY AND ALL

THE INC INVESTIGATORS

info@cmtausa.org
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FOLLOW-UP VISITS NEEDED AT INC SITES
An Open Letter from Dr. Michael Shy, Scientific Advisory Board Chair

INC’S  KEY AIMS

Á Enrolling patients with CMT into natural history studies
Á Identifying new genetic causes and genetic modifiers of CMT
ÁDeveloping standards of care for people with CMT
ÁDiscovering new laboratory markers of disease
Á Creating banks of various types of specimens from people with CMT 
Á Conducting clinical trials to look for new treatments for CMT
Á Training new young investigators in the field of CMT
Á Establishing a Patient Contact Registry to connect patients with researchers
ÁWorking with support organizations like the CMTA to spread the word about CMT
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THANK YOU
TO OUR
CORPORATE
SPONSORS:

PHARMACEUTICAL
PARTNERS:

SANOFI/GENZYME

ISIS
PHARMACEUTICALS

ADDEX

PFIZER

NCATS (NIH)

PSYCHOGENICS

NEW YORK STEM 
CELL FOUNDATION

AFFECTIS

“I s this Heaven?
No… it’s
Iowa.”

This classic line
from the movie
Field of Dreams

refers to the state where I now
reside. I have lived in a random
assortment of places during my
life. But my most recent move
was the most unexpected, by me
and certainly by my friends,
who to this day continue to ask
me, “Where do you live again?
Ohio? Idaho? Oh, yeah, Iowa!”

So why the big move to the
Midwest and the middle of
Heartland USA for a girl from
the coast? To help build a 
Charcot-Marie-Tooth
(CMT) Clinic with a
focus on multidiscipli-
nary clinical care and
translational medicine
that will ultimately advance
research in the area of hereditary
peripheral neuropathies.

“If you build it, they will
come.”

This was what I hoped as I
moved to Iowa in January 2012
during the middle of a cold 
winter, the first of many. Our
then-small team, which included
Drs. Michael and Rosemary Shy
and me, began work to build the
CMT Clinic at the University of
Iowa Hospitals and Clinics
(UIHC) in Iowa City. There
were connections to make, spe-
cialists to find, and approvals to
get through the UIHC in order
to open our doors and start see-
ing patients. It took the better
part of four months, but we
finally welcomed the first visitors

to our clinic in April that year.
And people did come—from

all over, including California,
Australia, Illinois, and of course
Iowa. They flew into our small
airport in Cedar Rapids to visit
us and get involved in the clinic
and the research. Amazing peo-
ple, some new friends and some
old friends, would drive or fly
and come visit us at our new
home. We began to build, seeing
more and more people each
week, and we also began to
branch out, utilizing more sub-
specialties in the clinic than we
ever had before.

The multidisciplinary care
experience means a long day at

clinic for most people. Patients
might see physical therapists,
occupational therapists, 
orthotists, neurologists, electro-
physiologists and genetic
counselors in one day. They
might also see orthopedic sur-
geons, audiologists and
pulmonologists. It can be over-
whelming to meet with so many
different providers, and people
often leave the clinic as tired as
they would be after a long day
of work. The specialists we work
with are committed to serving
the patients, learning and pro-
viding information and
improving the quality of life for
people with CMT. The
approach can be amazingly
informative to the patient, and a
great resource to help guide local

providers on how to help man-
age or treat this lifelong disease.

“The Voice is back. Oh,
Lord, you’re supposed to build a
football field now?”

So we’ve grown, in number
and diversity, creating a stronger
clinic and also helping to
expand the knowledge about
different types of CMT, their
genetic causes, and how they
progress through a person’s life.
Working in partnership with the
people who came to see us, our
clinic, along with the other clin-
ics connected through the
Inherited Neuropathies Consor-
tium (INC), continued to focus
on the translational medicine

model, which brings
knowledge from research
directly to patient care
and vice versa. This
model allows advance-

ments in medical research to
directly benefit patient care. It
allows patients to directly inform
researchers about what is impor-
tant and how to measure or treat
CMT: bench to bedside, bedside
to bench. It is through this
process that more and more
forms of CMT are being identi-
fied genetically, more is known
about the progression of the
most common forms of CMT
like CMT1A, CMT1B,
CMT1X, and CMT2A, and
more possibilities lie ahead for
clinical trials and potential treat-
ments for CMT (see related
article on p. 4 for an update 
on INC’s progress in the last five
years).

“When did these ballplayers
get here?”

The Road Less Traveled
BY SHAWNA FEELY

At INC clinics, information 
flows from “bench to bedside, 

bedside to bench.”
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It is an exciting time for
research advancements, but also
an exciting time for the UIHC
CMT clinic as we continue to
build, train new
providers and add
wonderful people to
our ranks. Over the
past few years, we have
been joined by people
like Tiffany Grider,
MS, CGC, my fellow
genetic counselor and
friend. She loves
working with the fam-
ilies who visit us, and
she is an amazing
advocate and educator
for people who have
or are at risk for CMT,
always working with
kindness, grace and
intellect. 

We have also been
joined by two neurolo-
gists who are experts in
neuromuscular disease
and are helping with
both clinical care and
research for people
with CMT. Laurie
Gutmann, MD,
started with the UIHC last year
after moving from West Virginia
University (WVU). She has years
of clinical trial experience with
organizations like the National
Institute of Neurological Disor-
ders and Stroke (NINDS) and
NeuroNEXT, a network estab-
lished by the National Institutes
of Health (NIH) to conduct neu-
roscience clinical trials. Around
here, Dr. Gutmann is known for
her sharp wit and excitement,
along with her drive to help
patients manage their disease. 

Another neuromuscular dis-
ease expert, Nivedita Jerath,
MD, started with us last year

during her UIHC Neuromuscu-
lar Fellowship. During that time,
she was awarded a clinical
research grant through the Mus-

cular Dystrophy
Association (MDA)
to evaluate whether
or not CMT can
affect driving perfor-
mance on the road.
Through her
research, assistive
devices may be iden-
tified to help people
drive safely. She was
appointed as an assis-
tant professor in the
UIHC Neurology
Department this year
and continues to
work with our team
by providing clinical
care and management
to people seen in the
CMT clinic. 

“It’s okay, honey.
I … I was just talk-
ing to the cornfield.”

Despite all the
twists and turns in
my life, I am happy
that my path led me

to this place, with these people,
surrounded by cornfields. We
have a wonderful team that
wants to learn, and grow, do
good work, advocate for patients,
and ultimately treat CMT. We
have amazing, courageous people
who come to visit us, who teach
us more and more about CMT,
what it is like to live with it, and
what their hopes are for a future
without CMT. And, we have a
global network created and set in
place by mentors in the field like
Dr. Michael Shy, Dr. Mary
Reilly from the UK, and Dr.
Steven Scherer from the Univer-
sity of Pennsylvania. This

network is powered by people
and families affected by CMT,
focused and inspired by advocacy
groups like the CMTA, and
ready to move ahead and con-
tinue to learn as much as we can
about all forms of CMT until a
cure is identified. I am excited
about what  lies ahead, all that
we  will learn, and  all the people
we will meet along the way.

So, if you have a chance,
and can swing by Iowa City
someday, come and visit the
CMT Clinic that took three
years and many lifetimes of
knowledge to create. We can
have a catch on the real Field of
Dreams and we’ll “See if you
can hit my curve.” h

GET READY FOR THE
BIGGEST EVENT
IN THE CMTA’S 32-YEAR HISTORY!
Are you ready to be a CMTA All-Star? The CMTA

All-Star Event is a coordinated set of events during
September 2015, when people will walk, cycle and swim
“4CMT”! These events, which will be held nationwide,
will bring us together to raise awareness of CMT and
funds for CMT research.

During the month-long CMTA All-Star Event, you
and others in your community can come together to
raise critical funds for the CMTA’s drug discovery pro-
gram, STAR. Every dollar raised will go directly to
CMT research.

Are you ready to make a difference? Then save the
date and get ready to Walk4CMT, Cycle4CMT or
Swim4CMT this September!

Nivedita Jerath, MD

Laurie Gutmann, MD

Tiffany Grider, MS, CGC
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The Inherited Neuropathies
Consortium (INC) is an
integrated group of academic

medical centers, patient support
organizations, and clinical
research resources dedicated to
conducting clinical research in
different forms of CMT and
improving the care of patients.
Funded by the National Insti-
tutes of Health (NIH), the
CMTA and the Muscular Dys-
trophy Association, INC is part
of the Rare Diseases Clinical
Research Network, which com-
prises 22 distinctive consortia
and a Data Management and
Coordinating Center that are
working in concert to improve
availability of rare disease infor-
mation, treatment, clinical
studies, and general awareness
for both patients and the med-
ical community.

In the past five years, INC

has grown from eight clinic sites
to 17, 16 of which provide clini-
cal care. INC is also reaching
more people with CMT than
ever before. A total of 6,936 par-
ticipants (as of April 28, 2015,
with more accruing every day!)
have been recruited into a vari-
ety of projects that help
researchers learn how different
types of CMT begin, how they
progress over a lifetime, and the
biological and genetic basis for
the disease. As the state of
knowledge about CMT has
advanced, INC has committed
itself to an increasing number of
key aims to move research for-
ward.

Natural history studies are
one of those key aims. Natural
history studies identify early
symptoms in CMT subsets and
how they progress over time.
When researchers know how a

disease progresses without a
treatment intervention, they are
able to better evaluate whether a
treatment is actually working—
if it is slowing or stopping the
rate of progression.

Valid outcome measures 
are also important in telling if a
treatment is working. Outcome
measures are reproducible items
that can be performed at multi-
ple visits and compared over
time to show statistical differ-
ences. INC continues to
improve the outcome measures
it has already developed and to
create new measures that will be
used in future CMT clinical tri-
als. The new measures will be
used to assess children and
infants with CMT, along with
incorporating the patients’ per-
spectives of disability to create
patient-reported outcome
(PRO) instruments. Standard

Update on the Inherited Neuropathies
Consortium (INC)
BY SHAWNA FEELY, MS, CGC, AND CARLY SISKIND, MS, LCGC

T he CMTA is excited to announce a new partnership with the genetic testing company Invitae.
Invitae’s mission is to bring comprehensive genetic information into mainstream medical practice,

improving the quality of healthcare for billions of people. They accomplish this by aggregating most
of the world’s genetic tests into a single service with higher quality, faster turnaround time, and
lower price than many single-gene tests today. The company currently provides a single diagnostic
service comprising over 34 genes for a variety of genetic disorders associated with CMT. Any test is
$1,500 with a three week turnaround time. Insurance may cover the cost. Tests can be ordered
through a neurologist or primary care physician. Visit www.invitae.com/en/cmt-testing for specific
information

The CMTA firmly believes in the importance of genetic testing for CMT. Not only does it 
help people with CMT understand more about symptoms, inheritance patterns and progression,
but people who are diagnosed may be eligible for human clinical trials when they are announced. 
To learn more about CMT and genetic testing, please visit www.cmtausa.org.

CMTA PARTNERS WITH 
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measurements such as the CMT
Neuropathy Score (CMTNSv2),
the CMT Pediatric Score
(CMTPeds), and the CMT
infant score (CMTInfS) are
being used, along with PROs
like the CMT Disability Severity
Index (DSI) and CMT Quality
of Life (QOL) instruments to
better define disease severity and
its impact on the overall quality
of life of a patient. All of these
have been created by INC, and
have been or are being validated,
analyzed for better sensitivity,
and utilized at INC clinical sites.
Use of these measures will
ensure cohesive data, which will
help further refine these mea-
sures and allow people with
CMT to understand how their
disease is progressing,
no matter at which
INC site they are seen.

Although the nat-
ural history studies are
one of the aims to bet-
ter understand some of
the more common forms of
CMT, such as CMT1A,
CMT1B, CMT1X, and
CMT2A, INC has also focused
on identifying new or rare forms
of CMT. By utilizing next gen-
eration sequencing (NGS)
technology, INC has identified
more than 15 new genetic
causes of CMT, and the number
of genes we know can cause dif-
ferent forms of CMT has
increased to at least 83. Working
with collaborators, INC has also
created a pathway by which
genetic information for patients
with unknown forms of CMT
can be shared with an interna-
tional network to allow
researchers to compare informa-
tion about each other’s patients
in a protected way to maintain

confidentiality. This allows
patients with rare or new forms
of CMT from all over the world
to be identified.

Along with finding new
causes for CMT, INC has
worked to identify genetic mod-
ifiers for the most common
cause of CMT, CMT1A.
Although everyone with this
form of CMT has the same
genetic cause, a duplication of
the PMP22 gene, symptoms can
vary significantly, even in the
same family. Because of this vari-
ability, INC has conducted a
Genome-Wide Association
Study (GWAS) to help identify
other genetic changes that may
influence the severity of disease
for people with CMT1A.

Understanding how other genes
interact with PMP22 and how
that interaction affects disease
severity may lead to possible
clinical treatments down the line
for this common cause of CMT.

INC has also been working
to create a biobank of samples
from people with different forms
of CMT. The hope is to use
these samples to identify bio-
markers that could help detect
disease progression in CMT,
which would eventually be used
through the course of a clinical
trial. Samples are donated from
the patient population seen in
clinic and recruited from Patient
Advocacy Groups (PAGs) like
the CMTA. Samples, such as
cell lines derived from patient
skin or blood, can be differenti-

ated (a process where one cell
type changes into another) to
become a nerve cell. The CMTA
is collaborating with INC cen-
ters to develop stem cells from
skin biopsies to be used in drug
development assays. In this way,
the CMTA and INC have part-
nered to develop new models
that can be used to test out
treatment agents and their effi-
cacy on various forms of CMT.

The culmination of these
projects allows INC to be at the
forefront for clinical trials as
they emerge, such as those that
are coming down the pipeline
for CMT1A and CMT1B.
Through the use of outcome
measures, biomarkers, and con-
nections with patients and

families through the
CMTA and the INC
Patient Contact Reg-
istry, INC will have
the ability to conduct
clinical trials, the
means to measure

change over time, and the access
to the patient population that is
essential for the success of any
clinical trial. This is the goal of
translational medicine—going
from “bench to bedside” by
bringing what is learned in labs
to help actual people with the
condition. While developing the
necessary infrastructure for
future clinical trials, INC has
also been training new young
investigators both in clinical
research and clinical care for
people with CMT. This includes
fostering interest in new pro-
jects, recruitment to establish
new CMT clinics around the
world, and support of the clini-
cal subspecialties necessary to
provide multidisciplinary care to
patients. h

While developing the necessary 
infrastructure for future clinical 

trials, INC has also been training
new young investigators…
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Research tells us that exercise
can be an amazing “medica-
tion.” But exercise, like

medication, is only effective if it is
right for a patient’s condition and
dosed at the appropriate level.

Because CMT affects each
person differently, exercise has to
be tailored to the specific
impairments identified and
dosed effectively. As a mobility

expert, a physical therapist can
provide guidance in finding the
optimal program to get a person
to the next level.

I was asked to join the
Advisory Board because I am a
physical therapist, and, most
importantly, because my hus-
band and two of our children
have CMT. During our experi-
ences with CMT, we have
encountered many people,
including physicians and
patients, who are unclear as to
the role physical therapy plays
for those affected by CMT. If we
are going to help them, we all
need to be on the same page.

As a physical therapist, I
work with children and adults in
a one-on-one setting. A new
patient visit starts with a com-
prehensive evaluation. I discuss
the patient’s medical history and
assess the current level of func-
tion and the neuromusculo -
skeletal system. This assessment
also includes assessing the client’s
balance, sensory system,
strength, range of motion and
functional skills. I ask about any
history of falls or medication
changes, and I inquire into the
client’s daily living activities,
recreation activities and housing
situation. I am not asking these
questions because I am nosy, but
because I am trying to learn the
client’s goals and develop an
individualized plan of care spe-
cific to the situation.

In an ideal world, I would
know what type of CMT a
patient has—and its natural pro-

gression. I would then try to
determine which muscles are
weak due to a lack of a nerve
connection between the nerve
and the muscle and which mus-
cles are weak because they aren’t
used regularly. Muscles that are
weak because they aren’t used
enough can be strengthened.
Muscles that are weak because
the nerve signal doesn’t reach
them cannot be strengthened
and therefore should not be
over-taxed with strengthening
attempts. Like all physical thera-
pists, I put thought and
consideration into the client’s
specific goals, past experiences
and physical capabilities when
designing a program to address
specific impairments.

In the physical therapy
clinic where I work, I have
helped people with CMT maxi-
mize the efficiency of their gait
pattern in order to decrease their
fatigue at the end of the day.
Clients have thanked me for
teaching them stretching and
exercise routines that have
allowed them to return to their
previous activity level or to con-
fidently negotiate a hallway at
school. Pain management strate-
gies can be taught to improve a
client’s quality of life. With
improved balance, a client can
better handle public transporta-
tion systems or the playground.
One of my greatest pleasures has
been helping children achieve
the gross motor milestones they
need to participate in their recre-
ational activities and school life.

Physical Therapy and Exercise: 
Getting the Right Dose
BY AMY WARFIELD, PT, DPT, NCS

OXFORD BIATHLON ADDS 5K 
AND HALF-MILE WALK OPTIONS

One of the CMTA’s biggest
fundraising events is getting

EVEN BIGGER! The CMTA
Oxford Biathlon, which will
take place on May 30, is now
the Oxford Biathlon Plus.

Started last year by 
Steve O’Donnell and Clark
Semmes, the Oxford Biathlon
still offers a one-mile open water swim and a 20-mile bike
ride. But this year, in an effort to reach out to athletes at
every level of fitness, the Oxford Biathlon has expanded to
offer both a 5K and a half-mile walk. Everyone registering
will receive an event T-shirt and a free lunch at The Mast-
head, a beautiful waterside restaurant with fabulous food
and a great view of the Tred Avon River.

Those unable to participate as athletes are also wel-
come to come out, enjoy the beautiful setting and attend
the event party at The Masthead. Event co-organizer
Missy Warfield has added a silent auction with items that
include box seat tickets to a Baltimore Ravens game and a
quilt created just for this event!

To register as an athlete or to attend the event party for
the 2015 Oxford Biathlon Plus, visit: www.cmtausa.org/oxbi
or contact Clark Semmes (clarksemmes@gmail.com or
410-350-4812). You may also donate in support of the 
athletes at www.cmtausa.org/supportoxbi.
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In a case of practicing what I
preach, I have taken my own kids
to PT to get an objective assess-
ment and guidance on how to
best encourage their gross motor
development, strength and bal-
ance. Each time the therapist had
some amazingly creative ideas
(and the advantage of not being
Mom) to achieve our goals. Most
recently, we sought out the help
of a physical therapist as our son
was about to start kindergarten.
He still couldn’t ascend stairs
with a step-over-step pattern,
and I worried this would single
him out as it wasn’t a play-
ground skill but rather an
everyday skill. I also worried
about how he would ever get up
the huge school bus steps. The
therapy worked. He gained the
strength he needed to negotiate
stairs of all sizes and his confi-
dence grew as well. In our
home, daily stretching is part of
our routine, night splints are
worn and range of motion and
strength exercises are done daily.
We realize the work has to be
done in order to achieve our
goals, but it isn’t always easy.

In our home, we are chal-
lenged by CMT even with a
physical therapist and a pediatri-
cian living under the same roof.
We are all doing the best we
can. When I reach out to
another physical therapist, or
when you do, you should know
the physical therapist that you
seek out has trained for years to
provide individualized care and
guidance for your particular sit-
uation. In the absence of specific
evidence for a patient’s situation,
our education guides us in inter-
preting the research that exists
and in making the best clinical
decisions we can. h

T he CMTA announced April 20 that it
has entered into a collaboration with

Affectis Pharmaceuticals AG to evaluate
the efficacy of advanced Affectis com-
pounds in neurological and behavioral models of CMT1A.

Affectis is a therapy development company and, since 2013,
a fully owned subsidiary of the Lead Discovery Center GmbH
(LDC), a spin-off of Max Planck Innovation GmbH. The goal
of the collaboration is to evaluate the pharmacology of small
molecule antagonists of the P2X7 ligand-gated ion channel that
are being jointly developed by Affectis and the LDC. P2X7 is an
ATP-gated ion channel which is essential for cellular calcium
homeostasis, and for the maturation and release of pro-inflam-
matory cytokines, including interleukin-1beta (IL-1�).

The collaboration’s aim is to demonstrate the potential of
P2X7 antagonists that have high potency for the human form of
P2X7 and are orally bioavailable in treating CMT1A. Use of such
antagonists may impede the development of motor and sensory
control defects associated with progression of the disease.

Pre-clinical studies previously demonstrated a likely role for
P2X7 over-activity in the pathogenesis of CMT1A. An altered
calcium homeostasis was observed in Schwann cells from rats
that exhibit a CMT1A pathology due to the expression of extra
copies of the PMP22 gene; this is hypothesized to lead to the dis-
ruption of myelination associated with the disease. The
investigators further showed that the changes in intracellular cal-
cium coincided with overexpression of the P2X7 ligand-gated
ion channel, and that its inhibition leads to myelin repair.

CMTA CEO Patrick Livney said the “Affectis collaboration
represents an exciting new opportunity for the CMTA to both
de-risk and accelerate development of a novel drug class for the
treatment of CMT1A, the most prevalent of the genetic neu-
ropathies.”

Affectis CEO Michael Hamacher said of the collaboration:
“Our P2X7 lead compounds have excellent pharmacological
properties and repeatedly showed efficacy in various animal mod-
els. With initiation of the CMT1A studies we see the unique
chance to evaluate both the role of P2X7 as well as the potency of
the Affectis’ compounds in the Charcot-Marie-Tooth 1A disorder,
a demyelinating neuropathy with unmet medical need. We are
very much looking forward to the collaboration with the excellent
team of experts from the CMTA to jointly progress the P2X7
leads into an effective therapy for Charcot-Marie-Tooth 1A.”

CMTA ENTERS COLLABORATION 
WITH AFFECTIS TO ADVANCE 
THERAPIES FOR CMT1A
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Sitting in the waiting room at
Albany Medical Center, I
thought I would be strong. I

had papers to grade, books to
read and lots to keep my mind
busy. But the longer my hus-
band was in surgery to
reconstruct his foot, the harder
it was for me to hold it all
together. After two hours, I was
mentally exhausted and my
mind was playing tricks on me.
I kept imagining the doctor
coming to tell me that some-
thing had gone very wrong. I
spent the last hour crying, in a
waiting room full of people, feel-
ing very alone and scared.

Six months later, my hus-
band and I were in another
hospital waiting room waiting
for my 9-year-old son to come
out of his surgery on both feet.
This time I was more prepared,
and when my thoughts tried to
hijack me, I had tools to fight
back. I had spent time prepar-

ing. I read books, explored the
research and listened to the
experts about how to avoid get-
ting sucked down a black hole.
The tools worked, both in that
waiting room and during my
son’s recovery. I am not saying it
was easy and sometimes we were
on the edge of that black hole.
But when my son reflects back
on his four-month ordeal, what
he remembers is how much he
loved just sitting and reading
together as a family. He has pos-
itive memories of this time,
which is a blessing as he will
need more surgery.

My husband and son both
have CMT1B. Their surgeries
were all successful, but I was
better prepared for my son’s
surgery.  The coping tools I
used—and continue to use in
facing the challenges and the
joys of life with CMT—are
mindfulness and gratitude. Both
of these tools are based on the
research in positive psychology
and my own experimentation
with my family. Dr. Martin E.P.
Seligman, director of the Posi-
tive Psychology Center at the
University of Pennsylvania,
defines positive psychology as
“the scientific study of the
strengths that enable individuals
and communities to thrive.” The
field is founded on the belief that
people want to lead meaningful
and fulfilling lives, to cultivate
what is best within themselves,
and to enhance their experiences
of love, work and play
(www.positivepsychology.org).

MINDFULNESS means purpose-
fully paying attention in a
particular way (Jon Kabat-Zinn).
Take a moment and stop read-
ing. Be aware of what you are
thinking. Has your mind wan-
dered, are you texting while
reading or is someone trying to
talk to you? If so, take a deep
breath and re-focus or stop read-
ing and do what you need to do
and come back later. Mindful-
ness is our awareness of what is
going on in the here and now. It
is normal for our minds to wan-
der. The problem occurs when it
wanders to the past and we re-
think it over and over. This can
lead to depression. Conversely,
when our minds wander to the
future and we’re continually
thinking “What if?” or “What
will I do?” anxiety may follow.
Being mindful of the present—
living in the here and
now—buffers us from depression
and anxiety. Research shows that
we can cultivate mindfulness.
Just like reading, one can learn
to be mindful over time. Just as a
child doesn’t start reading with a
novel, an adult can’t immediately
be mindful 100 percent of the
time. Start small. For example,
the next time you are in the
shower or tub, be aware of what
you’re thinking about. Is it some-
thing in the past or future or
right here and now? Here and
now could be something like the
water temperature or the sham-
poo you use. Many years ago, I
would get out of the shower and
not even remember if I had

Continue Moving Today (CMT):
Using Mindfulness and Gratitude Against CMT
BY ELIZABETH K. MISENER, PHD, LMSW

IDEAS FOR CULTIVATING MINDFULNESS 
AND GRATITUDE
h Notice one new thing about the person you see next and share it with them.
h Pay attention to the water while in the shower.
h Next time you have a drink, focus on the sensation—its temperature, 

taste and color.
h Next time you talk to someone, just listen. Do not text or do another activity.
h Write down five things you are grateful for each day—for example water 

to drink, the sun, good coffee, Netflix (with no commercials).
h When you wake up, be grateful for your first look outside.
h What are the good things about having CMT? List as many as you can.
h Who are you grateful for and why? Share this with them.
h A smile four times a day will cultivate mindfulness and gratitude in you and

benefit those around you.
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washed my hair because I was
too worried about things I had
to do that day. Now I enjoy
almost every moment of a
shower or a cup of coffee. I have
cultivated mindfulness and it
buffers me against my anxious
thoughts, such as whether my
son’s CMT will get so bad that
he can’t walk. I find it exhausting
to worry about the future unless
I can do something about it.

During my son’s surgery I
worked very hard to be present

in each moment and not think
about what was to come next. I
did not want to lose control of
my thoughts. I decided that if
anything went wrong I would
deal with it when the time
came. Post-surgery, we all
focused on each moment and
not the long four months with-
out walking. Mindfulness
allowed us to be present. Today,
we are still cultivating mindful-
ness. When my sons get off the
bus, I put my phone aside and I

pay attention to them—pur-
posefully. I still have to put my
phone out of reach to avoid
temptation, but I am working
on it. As a family, we just did a
24-hour car ride and being in
the moment made it pleasurable
and a special time for us to bond
and talk and learn about each
other. I challenge you to culti-
vate your mindfulness. Over the
next few days, pause each time
you take a drink and bring your

Dear David,
I am a 29-year-old woman with
CMT. Fortunately, it is relatively
mild and I am able to work and
support myself. I wear orthotics for
stability and I have a small but
wonderful group of friends who
are incredibly supportive. I never
really thought I would meet a guy
who could love me and find me
attractive, but recently someone I
have known through church for a
while has been pursuing me. We
have gone out on three dates and I
can’t believe he really likes me.
This is making me so anxious that
I find myself coming up with rea-
sons to end it. He is a great guy
who seems very sensitive and says
that my awkward gait and funny
feet don’t bother him at all. Why
am I pushing him away?

David replies:
There are many reasons we push
away the possibility of intimacy.
Many of us have convinced our-
selves that because of our CMT
we can’t have a full life that
includes a loving relationship.
We find it hard to believe that
someone could actually love

what we often try to hide. We
reject the possibility of intimacy
to avoid the pain of rejection.
Just this past week, a young
woman I am working with who
is slightly overweight said, “I
really like this guy and we have
been out on five dates. When is
he going to see that I’m fat?”

Trust is a major stumbling
block, especially if one has not
been exposed to healthy models
of relationships as children. Being
hurt makes it very hard to allow
ourselves to be emotionally
exposed again. I am sure I have
said this before, but in loving and
accepting our true and unique
selves, we can slowly open up to
the possibility of real intimacy
with someone who can see who
we really are. We don’t have to be
perfect to love or be loved. A new
relationship can provoke anxiety,
but not taking the risk of allow-
ing someone to get close to you is
cheating yourself out of some-
thing you deserve. Give yourself
the time and opportunity for it
to feel safer. I saw a clip of a very
funny comedian who is an Ara-

bic woman with cerebral palsy.
She starts off her act by saying: “I
have 99 problems and my palsy
is just one of them.” I found that
funny and touching at the same
time because it reminds us how
we identify and focus on one
thing about out ourselves that we
dislike. We are so much more
than our CMT, and the right
person will have the sensitivity
and maturity to see that. Our
ability to rise above our chal-
lenges makes us incredibly
attractive in so many ways. Even
the pain we have endured on our
journey can help us develop a
sensitivity and compassion that
demonstrates just how much we
have to give. Receiving love is
often more difficult than giving
it, but removing the obstacles we
have created to avoid being emo-
tionally vulnerable is worth it.
Allow yourself opportunities to
be loved simply because you are
human and beautiful. As the poet
Rumi said: “Your task is not to
seek for love but merely to seek
and find the barriers within your-
self you have built against it.” h

WHAT’S ON YOUR MIND? ASK DAVID.

David Tannenbaum
has an LCSW degree
and has been a 
psychotherapist in
New York City for 
the past 30 years.
Write to David at
info@cmtausa.org.

(continued on page 11)
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I’m 30 years old, and I’ve just
finally confirmed that I suffer
from CMT. I was 5 the first

time I thought: “There is some-
thing wrong with me.” My
sisters were running around out-
side. I stood inside, throwing
pieces of our pink and green play
cutlery into a hula hoop on the
floor. I was trying hard to keep
my feet planted firmly on the
ground and my body straight, as
the doctor had instructed my
mom to instruct me. This doctor
told her my problem was that I
had tight tendons. This exercise
and the itchy casts they gave me
to put on at night were supposed
to loosen my tendons and fix my
problem.

I had no way of knowing
that this was the beginning of a
lifelong struggle. Even worse
than having a disability, though,
was my inability to understand
it or explain it to others. Because
of that, I buried it beneath a
guise of normalcy. And it
became my secret disease.

Some people have visible
disabilities. Some have invisible

disabilities like diabetes or
depression. People like me fall in
between and have a disguised
disability. We must decide
whether to disclose our disability
every time it becomes apparent,
or work to keep it hidden. The
choice becomes simple when the
disguised disability is also undi-
agnosed: How can you disclose a
disability when you yourself
don’t know what it is?

The elementary school tra-
dition called Field Day first
challenged my young perspec-
tive on the world and forced me
into making these decisions.
Field Day was supposed to be a
day of fun outdoor competition
where kids get to run around,
bond with teammates and win
awards for their athletic abilities.
The whole school came out to
watch the kickoff event, a relay
race. I was the third to run the
relay for my four-person group.
As the kid in front of me came
around the last bend, we were
the second out of five teams.
Everyone around me was cheer-
ing, but I was so scared I
thought my heart was going to
beat right out of my chest. I
held out my trembling hand
and waited for the baton, and as
I felt it hit my palm I started to
run. Within a matter of sec-
onds, all the other kids had
passed me. I ran as hard as I
possibly could, but it felt like
there were heavy weights on my
legs. I fell so far into last place
that the final relay runner for
the first place team actually
passed me before I could com-
plete my lap.

We came in last place. My
teammates didn’t understand
how I could be so slow and run
so weirdly. Neither did I. I had
no explanation to give them,
and I was simply left wondering,
“Why am I different?”

It was one of the worst days
of my young life, and I hoped
and prayed I would never have
to do anything like that again.
But I did. I had to participate in
Field Day every year of elemen-
tary school. I had nightmares
about it—long rows of hurdles
that I knew my legs weren’t
capable of jumping, being
forced to try and falling on my
face. Worse yet, my classmates
became quickly aware of my
inadequacy, and they never tried
to hide their disappointment if 
I was picked for their team.

When I graduated to mid-
dle school I thought “Thank
God I will never have to endure
Field Day again.” But something
even worse replaced it: Annual
Fitness Tests—sprints, long dis-
tance running, standing jump,
running jump, and my most
dreaded event, the shuttle run
agility test. The worst part about
these tests was that you had to
do them in front of your entire
grade. I couldn’t have picked out
a worse hell for myself.

Once I got to high school, I
tried telling my gym teachers I
couldn’t participate in the fitness
tests. But without a doctor’s
note, they wouldn’t excuse me. 
I didn’t have a doctor’s note
because I didn’t have a diagnosis.
I didn’t have a diagnosis because
I didn’t have a doctor. And I

My Secret Disease
BY K.A. VANDERHOEF

Stumbling Souls
By K.A. Vanderhoef

The secret is in the struggle:
Yours and mine and ours.
Spinning, it’s wild, out of control,
Sucking up the pieces of our twin souls.

But no matter how we stumble,
It’s ours and mine and yours. 
So regardless of what is down the road,
Just remember we’re never alone.



didn’t have a doctor because I
was trying so hard to ignore my
physical limitations and pretend
I was normal. 

But deep down I knew how
much my physical limitations
were affecting my everyday life.
I started avoiding situations
where my disability would
become obvious. I started skip-
ping gym class. I avoided
walking to class with my friends,
taking the long way around so I
could go up the ramp instead of
the stairs. I became anxious
when I went any place unfamil-
iar for fear there would be some
physical obstacle I would have
to conquer. Stairs became my
worst enemy.

What really frightened me
was the anticipation of going off
to college. I had learned how to
avoid the obstacles in my
teenage life. But now I’d be
going off to a place where I was
completely unfamiliar with the
landscape, the people and the
way of life. While other kids on
college visits considered majors
and party atmospheres, I was on
the lookout for any and all

obstacles I’d face and formulat-
ing ways to avoid them.

It was around this time I
began to notice that I was get-
ting worse. I wasn’t okay, and I
needed to figure out what was
wrong with me. My parents
took me to a university hospital
in New York City where I heard
the words “Charcot-Marie-
Tooth disease” for the first time.
I thought, “What’s wrong with
these people? It’s my legs not my
teeth !”

The doctor was intrigued
and invited in a slew of interns
while he did a physical examina-
tion on me. It was the first, but
certainly not the last, time that a
doctor said that my problem
was “scientifically intriguing.”
That’s because most of the doc-
tors I saw over the next 10 years
lacked a clear understanding of
Charcot-Marie-Tooth disease or
how it affected me. The most I
ever got out of them was, “Oh,
yeah. I remember. We spent a
day on that in med school.”

While that first doctor told
me he suspected I had CMT—
which he also told me had no
treatment or cure—he couldn’t
definitively diagnose me unless
my family and I all went
through genetic testing. But I
learned enough to know that
my leg, feet and hand muscles
were deteriorating, and that
nothing could change that. So
in hopelessness and avoidance, I
put my initial diagnosis aside
until after college. But, as it
often does, life got away from
me, and before I knew it more
than 10 years had gone by with-
out an official diagnosis.

Although I entered college
with an unofficial diagnosis, I

mind to the present, really taste
the drink. Eventually it will
become a way of being and 
help you buffer your negative
thoughts. For more great exer-
cises to cultivate mindfulness,
visit www.mbsrtraining.com.

GRATITUDE has been proven to
increase life satisfaction and
reduce anxiety and depression. 
It is also good for our bodies: It
lowers blood pressure, strengths
the immune system, and lessens
the impact of aches and pains
(Dr. Robert Emmons,
http://greatergood.berkeley.edu/
topic/gratitude/definition). This
is a tool I use a lot.  Dr. Elisha
Goldstein, author of “Uncover-
ing Happiness,” recently posted
words that sum it all up for me:
“Gratitude turns what we have
into enough” (http://elishagold-
stein.com/mindfulness). I love
this. CMT is not a choice: The
choice is how we think about it.
I was grateful in the waiting
room that my son had CMT
and not another condition. I
was grateful for a skilled surgeon
and supportive nursing staff. We
can cultivate gratitude too. I try
to end the day with my sons by
asking them what they were
grateful for that day. The simple
question shifts their thoughts
away from what they do not
have and makes what we have
enough—beds that they are safe
in, a house with heat, books to
read, and the list goes on. It may
seem strange, but I am grateful
for CMT because it has exposed
us to a community of people
who are exceptionally kind, sup-
portive and full of love! h
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(continued on page 12)

CULTIVATING
MINDFULNESS 
(continued from page 9)

Kim Vanderhoef



continued to hide my disease,
now with the added struggle of
knowing what it meant for my
future. As luck would have it, my
room was on the top floor of my
freshman dorm and I had to walk
up three long flights of stairs
numerous times a day. I contin-
ued to avoid walking up stairs
with people and making excuses
to linger behind after the others
left (making me chronically late
for classes), but it was impossible
to find an excuse every single
time. Toward the end of my
freshman year, my roommates
finally confronted me about why
I had such problems going up the
stairs and why I never partici-
pated in intramural sports. To my
surprise, I told them the truth.
And it felt amazing. I couldn’t
stop it from pouring out of me,
and my whole body trembled
with a mixture of fear, anticipa-
tion, and most of all, relief—the

kind of relief that only comes
from sharing a deeply held, ago-
nizing secret.

From that point on, I didn’t
try to hide my struggle when I
was with my friends. Whenever
we went upstairs or a hill, with-
out a word they would
instinctively reach out a hand to
support me. They didn’t make
fun of me, pity me, or
question me. They
gave me the title of
“soccer mom” when I
started coming to
watch all their games
from the sidelines to
cheer them on, rather
than pressuring me to
participate. And I realized, after
almost two decades of hiding,
that the truth had set me free.
Things got a little easier after
that, and slowly the circle of
people I trusted with my secret
began to expand.

In the eight years since col-
lege, I’ve continued to struggle
with social anxiety in new situa-
tions or with new people. I’m
still self-conscious about my dis-
ability and still find it awkward
to disclose to acquaintances or
strangers. But knowing the truth
about why I am the way I am,
and being open to share that
with others, has made it signifi-
cantly easier to actually face my
disease head on.

This year, through the
CMTA website, I finally found a
neurologist who is an expert in
CMT, who took the time to
understand my individual battle
with it, and gave me an official
diagnosis. She explained how all
the other physical problems I’d
been dealing with stemmed
from my CMT, and helped me
come up with a game plan for

addressing it all. And she told
me that, while 10 years ago
there weren’t any real treatments,
there is a significant amount of
genetic research being done
today that may lead to treatment
and maybe even a cure within
my lifetime. Best of all, she gave
me not only a diagnosis, but a
prognosis. And it wasn’t all bad.

While I will have to
undergo permanent
pain management
and therapy, she told
me that given the tra-
jectory of my disease,
she is convinced that
I will maintain func-
tional use of my legs

and hands for the rest of my life,
without the need for a wheel
chair. It was the first time I’d
ever cried tears of joy in a doc-
tor’s office the first time I’d ever
allowed myself hope for the
future. I only wish I had con-
fronted this and found her
sooner.

I know that many of you
experience the same struggles,
some more than I. But there is
always hope for the future.
While we can’t control the fact
that we have this disease, we can
control how we respond to it. I
don’t want anyone, particularly
the youth of today who are bat-
tling this disease in silence, to
waste decades like I did, hiding
from the disease, hiding from
themselves and from society. Let
the truth set you free. Take con-
trol of your disease. Own it,
don’t let it own you. And don’t
ever give up hope because you’re
not alone. Every time you face
your stairs, we are all out there
with you, reaching out our
hands to support you and cheer-
ing you on. h
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MY SECRET DISEASE
(continued from page 11)

BETHANY WALKS TO RUN
Mr. Michael J. Flynn Jr

GOT NERVE
Mrs. Alison Harries

I TRI FOR CMT
Mrs. Michelle Humes

KAREN’S BUCKET LIST
TRIATHLON GROUP
Ms. Heather - The 30 Clean

Hemmer
Ms. Megan Swett
Mrs. Anne Young

STANDING WITH STACIE
Mr. Bruce Peddle

STRIKE OUT CMT
Mr. & Mrs. George Adams
Mrs. Jeanette Aldrich
Mrs. Lisa Allen
Ms. Kelli A. Anderson
Mrs. Tammy Banasek
Mrs. Cathy Barton
Mrs. Paula Berrier
Mrs. Lisa Boghosian
Ms. Shelby Britton
Mrs. Amy Burokas
Mr. John Carr
Mrs. Nancy Carr
Mr. & Mrs. Jeff Cave
Ms. Nicole Channell
Mrs. Aaron Clark
Ms. Amy Daeschler
Mrs. Jenifer Feilen
Mr. Mike Forbes
Mrs. Michelle Goodale
Mrs. Sarah Groveau

Mr. & Mrs. Glen D. Grumstrup
Mrs. Mary Heatley
Ms. Alison Horstmann
Mr. Jonathan Hunter
Mrs. Nancy Jenkins
Mrs. Julie Johnson
Mr. Michael Karris
Mr. & Mrs. Michael Kelly
Mrs. Leslie Koenig
Mr. & Mrs. Igor Kutlic
Mr. & Mrs. Daniel Lopez
Mr. David Louden
Mrs. Carmel Ludwig
Mrs. Rochelle Lund
Mrs. Tiffany Lupo
Mr. Dennis Marcotte
Mrs. Samantha McCarron
Mr. Joseph Melone
Mrs. Anna Mendola
Mr. Charles Myers
Ms. Stacey Myers
Mrs. Michelle Otto
Mrs. Marie Owen
Mr. Scott Paisker
Mr. & Mrs. Jonathan Pate
Mr. Virgil Pate
Mr. & Mrs. Robert Pierce
Ms. Michelle Potvin
Ms. Amy Rivas
Mrs. Lianne Robinette
Mrs. Sara Rubinstein
Mr. Dave Scarpelli
Mrs. Maryrose Stevens
Mrs. Lisa Tingler
Mrs. Julie Vartanian
Mr. John Vesevick
Mr. Brian Volpe
Mrs. Una Vujica

Mrs. Heather Wainwright
Mrs. Angela Walsh
Ms. Linda Weathers
Mrs. Amy Weltin
Mrs. Marisa Williams
Mr. Mark R. Willis
Mrs. Cathy Yocum

SUPPORT EMILY
Ms. Jennifer Goodwin

TARA’S 24TH BIRTHDAY WISH
Mr. Brian Kriston
Mrs. Mary Lowes
Mrs. Patricia Meszaros
Ms. Brittany Sapolich

VITTORIO’S FUNDING 
A CURE TO CMT
Mr. & Mrs. Bernard Cormier
Mr. Jack Hulmes
Mount Vernon Chapter 

No 97 OES

WALK WITH ME FOR CMT
Ms. Laura Fava
Mr. Chris Helferty
Ms. Rebecca Hundert

DONAT IONS  WERE  MADE  TO  THESE  CMTA  “C IRCLES”

Let the 
truth 

set you 
free.
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Rebekah Lee is the perfect
physical therapist to lead the
CMTA’s seven-part exercise

video series. Not only is she
friendly, with a charming Welsh
accent, but most importantly,
she has CMT. She knows the
challenges that people with
CMT face—and even has the
occasional wobble on screen, just
like they do.

Becky got involved in the
CMTA’s exercise video series via
the CMTAthletes Facebook
group. Group administrators
reached out to Becky to ask if
she would like to help create a
video series suitable for people
with CMT. Working alongside
CMT research physiotherapist
Dr. Gita Ramdharry and the
CMTA, Becky not only demon-
strates the exercises, she is
producing the videos. Becky says
she is “thrilled to be able to con-
tribute in a positive way and to
be able to share the benefits of
physiotherapy for CMT on such
a big platform and to reach so
many people across the world.”

The exercises are designed
to be done by CMTers with a
wide range of symptoms in the
comfort of their own homes.
Launched in February, the series
focuses on functional improve-
ment for people living with
CMT. “Because there is little, if
anything, that can be done
about the nerves themselves, I
want to help people to manage
the musculoskeletal symptoms
associated with CMT to help
them keep active and enjoy a

better quality of life,” Becky
explains.

As experts in movement and
function, physical therapists, or
physiotherapists as they are
known in the United Kingdom,
help people stay active and
healthy by rehabilitating them
after an injury and by playing a
proactive role in injury preven-
tion and health promotion.

Becky was diagnosed with
CMT during her first year of
physiotherapy studies at univer-
sity in the U.K., where
becoming a physiotherapist
includes extensive training in
anatomy and physiology, biome-
chanics, pathologies, injuries,
exercise and manual therapy
treatments, and the clinical rea-
soning process.

According to Becky, as the
class started to work its way
through the practical teaching
sessions, including physical tests
and gait analysis, it became obvi-
ous that something wasn’t quite
right with her. She had numb
patches on her feet and a slap-
footed gait, particularly on her
left side, among other quirks.
After a practical session on
reflexes in which none of her
classmates could elicit a response
from her, a lecturer suggested
that she look into it. She
received her diagnosis of CMT
Type 1A a couple of weeks
before her first-year exams.

Becky, who works at Base-
line Physiotherapy in Caerphilly,
Wales, says the most challenging
part of the videos “is doing

something so open about a dis-
ease that still feels quite
personal.” Most of the time, she
says, she feels as though she has
come to terms with CMT and is
in a peaceful place
about it. But she
still has her
moments: “It is
challenging to face
this head on and
to put myself out
there—and to get
my feet out on
camera when I’ve
trying so hard to
hide them for
years! Knowing
that people are
finding the videos
helpful and are as
a result taking
steps to get
stronger and be
more active makes
it all worthwhile,” she says.

Outside of her work as a
physiotherapist, Becky loves to
go to the gym, spend time with
her family, and walk her dog at
the beach near her home. When
not at the beach or at work, she
is busy planning her wedding.
You can read more about Becky’s
CMT story at: https://baseline-
physio.wordpress.com/2015/01/
31/me-myself-and-cmt.

The CMT Exercise 
Video Series is located at
https://www.youtube.com/user/
CMTAssociation. Email
info@cmtausa.org with any 
feedback for Becky or ideas 
for future episodes. h

Meet Becky Lee: 
The Face of the CMT Exercise Video Series
BY DONNA DEWICK

Physiotherapist
Becky Lee



C M TA  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: _______________________________________

______________________________________________
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A fter six long weeks of hold-
ing off her competitors,
Carol Andrews was victori-

ous in the CMTA’s latest Words
with Friends tournament. Forty
contestants competed in the
CMTA Word Lovers WWF Tour-
nament, which kicked off on
Valentine’s Day. The tournament
raised $1,000 for the CMTA,
making it the most successful
CMTA WWF fundraiser to date. 

Carol has participated in all
three WWF tournaments, plac-
ing second in each of the
previous contests. The Silicon
Valley resident is an easy-going,
joyful and spry 70-year-old,
retired from teaching elementary
school. Carol is looking forward
to downsizing her empty nest
now that her two children have
grown and begun families of
their own. She says living in a
smaller home with less to main-
tain will allow her more time
and energy to devote to her two
grandchildren and her sewing
hobby.

Conserving energy for the
important things also allows
Carol to deal with the foot-drop
and other effects of HNPP
(Hereditary Neuropathy with
liability to Pressure Palsies) that
have become more prevalent in
her life. She doesn’t dwell on all
that impaired-extremities-and-
AFOs stuff, though, and talking
with her is like having a warm
conversation with an old friend.

Post-retirement, Carol
found her passion in wearable
art. A programmable embroi-
dery machine allows her to
create custom designs with a
computer and then embroider
them on clothing that she also
sews herself. In addition to
wearable art, Carol has used the
technique on quilts and wall-
hanging tapestries, but she most
enjoys creating custom clothes
for her granddaughter and
matching designs for her grand-
daughter’s baby dolls.

Carol says WWF keeps her
mind active and she always has a

game or two going. She has
become WWF buddies with her
ultimate challenger in the tour-
nament, second-place winner
Mary Ann Kirkland of Langley,
Washington. Both women love
people and miss seeing them
now that they are retired. WWF
gives them the opportunity to
keep up with family and friends
in a casual and entertaining way
and meet others with similar
verbal skills, like third-place win-
ner CMTA CEO Pat Livney.
Tournament prizes included
Amazon gift cards, a CMTA
STAR membership, CMTA
“Shark” T-shirts, and CMTA car
decals.

The CMTA sincerely
thanks all WWF participants,
not just for their registration
fees, but also for promoting
awareness of Charcot-Marie-
Tooth disease and our efforts to
eradicate it by encouraging
friends and family to join in on
the fun.

—Joyce Steinkamp

Carol Andrews Bests Opponents
In Words with Friends Tournament
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L ast night I had a dream. I
walked past a group of peo-
ple at a banquet. When I say

walked, I mean strode without
my AFOs, without my trusty
walking sticks, without
CMT2E. My friends and family
were in attendance at this ban-
quet. I like to believe that it was
a celebration of the end of
CMT. WOW!

A year ago I had another
dream. The dream was to spend
a month in Paris with six other
women. It was not a dream; it
was an invitation from friends
and family members who were
celebrating significant birthdays
in the City of Lights.

My first thoughts: How
could I possibly do that? How
could I possibly navigate the
cobblestone streets? How could I
possibly walk through the Lou-
vre, Versailles and all the many
sights of Paris? How could I pos-
sibly use the subway (Metro)?
But I have always believed that
you don’t know what you can do
until you try, and if you don’t
try you’re missing out. My phi-
losophy has always been to do as
much as I can as long as I can.
After wringing my hands for a
few days, I listened to my hus-
band’s common sense: “Why
would you not take this oppor-
tunity of a lifetime?”

So, with support from
friends and family and physical
therapy to strengthen my core
muscles and to learn how to
effectively use my super light-
weight walking sticks, I spent
the whole month of October
2014 in Paris! Yes, I did it all.

Even with CMT2E, I navigated
all of it.

We stayed in the Bastille
area, around the corner from 
a subway stop, and across the
street from a boulangerie (bak-
ery), charcuterie (deli), and
magasin de fromage (cheese store).
From there we explored every
corner of the city. We did some-
thing different every day for the
entire 31 days, and believe me,
31 days was not enough. The
only thing I couldn’t do was
climb the narrow steps to the
tower at Notre Dame, and the
only time I needed help was with
my baggage, two very small blips
in the overall scheme of things.
We also took several day trips
and one longer trip to Montpe-
lier, where my friends laughed as
I dipped my fingers in the
Mediterranean. For the entire
month, there was an adventure
around every corner.

Now, when asked about the
best part of Paris, my response
is, “Everything!” When asked
about my least favorite I often
say that the subway steps were
laborious. Maybe the most diffi-
cult part of all was the fear that I
would not be able to meet the
challenge. Silly me. Even with

CMT, with the help of my
friends and my family’s backing,
I did it all!

The moral of the story is
that CMT is challenging, but a
positive attitude along with per-
severance can allow us to do just
about anything! h

October in Paris
BY DENISE SNOW

SMALL DOSES, BIG IMPACT

A re you energized by the wealth of information you read about in
The CMTA Report? Are you considering making an investment

in the CMTA to allow us to continue the programming and
research that is so meaningful to you? Please consider making a
monthly gift to the CMTA. Your fellow community members 
give anywhere from $20 – $250 a month to the CMTA. Whatever
giving level is right for you, it all makes an impact. Please visit
www.cmtausa.org/donate to make your monthly gift today! 

Parisian for a month Denise Snow
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• San Francisco Bay Area, CA
The branch’s first meeting of the
year was a barbecue where mem-
bers caught up, shared stories,
and heard updates about STAR
from branch member Elizabeth
Ouellette, vice chair of the
CMTA Board of Directors. The
branch also discussed having
semi-monthly meetings spread
throughout the Bay Area, as well
as some casual meetups in
between regular meetings. The
branch is also working hard to
expand its resource directory of
doctors and medical specialists
who are well versed in CMT.
Members were urged to utilize
the CMT Center of Excellence
at Stanford when possible
because the CMT community
data is being collected there. Last
but not least, Tau O’Sullivan’s
daughter, Sesilia, ran a lemonade
stand with her friends on the day
of the barbecue and collected
more than $500 for the CMTA. 
• Washington, DC
Thirty people turned out at the
March meeting to hear Trish
Dranchak, a CMT researcher at
NIH. Trish is a molecular biolo-
gist with a focus in molecular
genetics, currently working in
the Assay Development and
Screening Technology group at
the Chemical Genomics Center
in the National Center for
Advancing Translational Sciences
(NCATS) at NIH. For more
information about Trish’s work
on CMT1A, visit the following
link on the CMTA website:
http://bit.ly/1xokhU6.
• Sarasota, FL
Physical therapist Margherita
Charania demonstrated exercises

that people with CMT can do
while lying down, sitting or
standing at the March 24 meet-
ing of the Sarasota, FL CMTA
Branch. Charania, a physical
therapist with Sarasota Memor-
ial Health System, emphasized
that exercise is very helpful to
keep people with CMT moving
and flexible. Members shared
anecdotes of how they adapt to
various situations, and many of
the stories brought laughter and
acknowledgement from the
members.
• Tampa Bay Area
Two new members joined 24
members at the latest meeting to
hear three guest speakers from
Assured RX give a presentation
on pain creams and supporting
compounds for neuropathic
pain. These compounded
creams, which are produced
entirely from components pro-
vided by state and federally
licensed wholesalers, are
designed to deal with a number
of aliments including acute and
chronic pain. The next meeting
is on Saturday, May 16 at 10:30
a.m. The meeting will be at St.
Anthony’s Hospital in St. Peters-
burg, Florida, and MDA clinic
neurologist and CMT friend 
Dr. Franklin will be speaking.
• Indianapolis, IN 
Midwest Regional Branch Man-
ager Michelle Hayes presented a
slide show on CMT, the CMTA
and STAR at the branch’s most
recent meeting.  She updated
the group on how to register
with the RDCRN, how to get
genetic testing, and the upcom-
ing Patient/Family Conferences
in Chicago (half day) and

Nashville (full day). Seven new
members attended the meeting
and joined in the discussion
about CMT, the branch’s
upcoming CMT All-Star
Walk4CMT in September and
future guest speakers. The next
meeting will be June 6.
• North Iowa 
At its inaugural meeting on Feb-
ruary 21, the group discussed
CMT, how to get members
involved, fundraising and future
guest speakers. The group also
nominated a secretary, signed
members up on the CMTA
website, talked about starting a
resource directory and how to
promote awareness. Misty John-
son from Disability Rights Iowa
spoke to the North Iowa group
on April 18. Disability Rights of
Iowa assists people between the
ages of 14 and 65 get disability
benefits while continuing to
work, help people with disabili-
ties get training for new careers,
and build up their skill sets for
their current jobs.
• Ashland Tri-State
Ten people attended the branch’s
inaugural meeting April 18 in
Ashland, Kentucky—four
CMTers and six family mem-
bers. Members shared stories,
ideas, and plans for the next
meeting, which will be held
from 11 a.m. to 2 p.m. on May
16 at the Ashland Public Library
in Ashland, Kentucky. The
group plans to have a number of
guest speakers, including a rep-
resentative from The Brace
Shoppe in Huntington, West
Virginia, a neurologist, a physi-
cal therapist and a counselor/

(continued on page 18)

CMTA BRANCH NEWS
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CMTA Branches 
AL—Birmingham Area
Central Alabama CMTA Branch
Bethany Tongate
205-533-8558

AL—North Florence 
North Alabama CMTA Branch
Tina Smith
256-757-9250
Todd Oyen
256-810-6582

AZ—Phoenix Area
Arizona CMTA Branch
Pamela Palmer
ppalmeraz@gmail.com
480-236-2445   
Jim  Blum
480-272-3846

CA—Los Angeles Area
Los Angeles, CA CMTA Branch
Steve Fox
805-647-8225 

CA—Los Angeles Area
Los Angeles, CA (South) 
CMTA Branch 
Alani Price
310-710-2376
Tara George
412-607-5193

CA—North Bay Area
North Bay Area, CA CMTA
Branch
Sharon Bello
650-465-3953

CA—Orange County
Orange County, CA CMTA
Branch
Myrna Andersen    
310 987-3289   
Casey Greenberg
951-317-9911

CA—Sacramento
Sacramento, CA CMTA Branch
Holly Stevens
408-203-8804

CA—San Diego Area
San Diego, CA CMTA Branch
Jordan Thomas
619-549-0872

CA—South Bay Area
San Francisco Bay Area 
CMTA Branch
Ori Bash 
408-829-4562  
Tau O’Sullivan 
408-796-7141  

CA—Visalia Area
Fresno/Bakersfield, CA CMTA
Branch 
Melanie Pennebaker
559-972-3020

CO—Denver Area
Denver, CO CMTA Branch  
Ron Plageman
303-929-9647
Dick Kutz
303-988-5581

CT—Hartford
Hartford, CT East CMTA Branch
Roy Behlke
239-682-6785

CT—North Haven
Southern Connecticut 
CMTA Branch
Lynne Krupa
203-288-6673

DC—Washington, DC 
Washington, DC CMTA Branch
Steven Weiss
Kimberly Hughes
301-962-8885

FL—Melbourne
Space Coast, FL CMTA Branch
Evelyn Quick 
321-525-1336

FL—Naples
Naples, FL CMTA Branch
Roy Behlke
239-455-5571

FL—Sarasota Area
Sarasota, FL CMTA Branch
Rachel Rivlin
941-870-3326

FL—Tampa Bay Area
Tampa Bay, FL CMTA Branch
Vicki Pollyea
813-251-5512
Edward Linde
813-712-4101

FL—West Palm Beach
South Florida CMTA Branch 
Phil Lewis
561-630-3931
Eileen Martinez
561-777-8471

GA—Atlanta Area
Atlanta, GA CMTA Branch
Susan Ruediger
678-595-2817
Katerina Marks
404-372-3158

IA—Iowa Area
Iowa City, IA CMTA Branch
Jeffrey Megown
319-981-0171

IA—North Iowa
North Iowa CMTA Branch
Michael Groesbeck
641-512-1718

IL—Chicago Area
Chicago, IL (South) CMTA
Branch 
Dale Lopez
708-499-6274

IL—Norridge Area
Chicagoland (North) CMTA
Branch
Charles Barrett
224-628-5642

IL—Springfield Area
Central Illinois CMTA Branch 
Eileen Parn
217-787-8658 

IN—Fort Wayne Area
Fort Wayne, IN CMTA Branch
Aimee Trammell
574-304-0968
Priscilla Creaven
260-925-1488

IN—Indianapolis Area
Indianapolis, IN CMTA Branch
Nancy Allen
317-459-8773
Patricia Wood
317-345-2254

KS—Wichita Area
Kansas Area CMTA Branch
Karen Smith
316-200-0543

KY—Ashland, KY
Ashland Tri-State CMTA Branch
Debra Foster
606-922-9260

LA—Louisiana 
Louisiana CMTA Branch
Paul DiMaio
985-234-9013

MA—Boston
Boston, MA CMTA Branch
Mimi Works
617-913-4600
Jill Ricci
978-887-1014

MD—Baltimore
Baltimore, MD CMTA Branch
Clark Semmes
410-350-4812

MD—Easton
Easton, MD CMTA Branch
Missy Warfield
Seth Warfield
410-820-0576

ME—Portland Area
Portland, ME CMTA Branch
Mary Louie
207-450-5679

MI—Chesaning Area
Chesaning, MI CMTA Branch
Carolyn Koski
989-789-3656

MI—Kalamazoo Area
Southwest Michigan CMTA
Branch
Jori Reijonen
269-341-4415

MN—Minneapolis Area
Greater Minneapolis CMTA
Branch
Marilyn Menser
320-522-0871

NC—Ashville Area
Asheville NC - Greenville, SC
CMTA Branch
Ruth Ann Carroll
(Asheville)
203-981-3738

NC—Durham Area
Research Triangle Area, NC
CMTA Branch
Margaret Lee
919-359-6003

NC—Wilmington Area
Wilmington, NC CMTA Branch
Laurel Richardson 
814-404-8046 

NE—Lincoln Area
Lincoln, NE CMTA Branch 
Karri Hood
402-641-0443  

NJ—Central New Jersey 
Central New Jersey CMTA
Branch
Mark Willis
732-252-8299
Jacqueline Donahue
732-780-0857

NJ—Morris County
Morris County, NJ CMTA
Branch
Alanna Huber
973-933-2635

NM—Albuquerque Area
New Mexico CMTA Branch 
Gary Shepherd
505-296-1238

NV—Las Vegas Area
Las Vegas, NV CMTA Branch
Virgina Mamone
702-343-3572
Jerry Cross
775-751-9634

NY—Buffalo Area
Buffalo, NY CMTA Branch
Chris Warden
716-870-4425

NY—Manhattan Area
New York, NY CMTA Branch
Amanda Imbriano
516-680-2981

NY—Upstate New York 
The Upstate NY CMTA Branch
Elizabeth Misener
David Misener
518-527-0895

NY—Westchester Area
Westchester, NY CMTA Branch
Beverly Wurzel
Frank Wurzel
201-224-5795

OH—Cleveland Area
Cleveland, OH CMTA Branch
Heather Hawk Frank
440-479-5094
Mandy Kimpton
440-724-1731

OH—Dayton Area
Dayton, OH CMTA Branch
Laura Wootan 
937-859-6390

OR—Portland Area
Portland, OR CMTA Branch
Warren Beals
Joyce Beals
971-832-8272

PA—Bucks County Area
Bucks County, PA CMTA Branch
Linda Davis
Mitch Davis
215-943-0760

PA—Chester County
Chester County, PA CMTA
Branch
Ashley Caspersen
484-364-9334

PA—Ephrata, PA
Ephrata, PA CMTA Branch
Rachel Weaver
717-344-6063 

PA—Johnstown Area
Johnstown, PA CMTA Branch
J.D. Griffith
814-539-2341
Jeana Sweeney
814-269-1319

PA—Northwestern Area
Erie, PA CMTA Branch
Joyce Steinkamp
814-833-8495

RI—East Providence 
Rhode Island CMTA Branch
Meredeth Souza
Raymond Souza
401-433-5500

SC—Greenville Area
Asheville-Greenville CMTA
Branch
Rebecca Lauriault
(Greenville)
864-918-2437
Kitty Hodinka (Greenville)
610-761-6874

SD—Hartford Area
Hartford, SD CMTA Branch
Serena Clarkson
605-215-8853
Tom Clarkson
605-370-7595

TN—Hendersonville Area
Central Tennessee/Southern
Kentucky CMTA Branch
Brittney Grabiel
423-213-2336

TN—Nashville Area
Nashville, TN CMTA Branch
Bridget Sarver
615-390-0699
Gwen Redick
256-655-0391

TN—Savannah Area
Savannah, TN CMTA Branch
Reagan McGee
731-925-6204
Melinda White
731-925-5408

TX—Dallas Area
Dallas, TX CMTA Branch
Michelle Hayes
972-539-0905

TX—El Paso Area
El Paso, TX CMTA Branch
Veronica Gallegos
915-203-4391

TX—Vidor Area  
Vidor, TX CMTA Branch 
Angie Beaumont   
281-229-2099  

UT—Orem Area
Wasatch Front, UT CMTA
Branch 
Melissa Arakaki
801-494-3658

VA—Chesapeake Area
Chesapeake, VA CMTA Branch
Donna Koch
757-574-0098

VA—Fredericksburg
Fredericksburg, VA CMTA
Branch
Leigh Van Doren
540-370-1968

VA—Harrisonburg Area
Anne Long
540-568-8328

VA—Shenandoah Area
Northern Shenandoah Valley
CMTA Branch
Teresa Frederick
540-336-4496

WA—Seattle Area
Seattle, WA CMTA Branch
Ruth Oskolkoff
ruth.oskolkoff@gmail.com

WI—Milwaukee Area
Southeastern Wisconsin CMTA
Branch
Susan Moore
414-604-8736

WV—Vienna Area
Parkersburg/Vienna, WV CMTA
Branch
Rebecca Knapp
Jeromy Knapp
304-834-1735

BRANCHES IN CANADA 
AND MEXICO

CAN—British Columbia 
Victoria, BC CMTA Branch
Melanie Bolster
250-888-7713
Neville Tate
250-656-2547

CAN—Ontario
Eastern Ontario CMTA Branch
Robin Schock
613-389-1181

Northern Ontario CMTA Branch
Brenda Spencer
705-788-0408

Southern Ontario CMTA Branch
Kelly Hall
519-843-6119

Mexico
(This branch will be in
Spanish.) 
México CMTA Rama  
Gina Salazar
Gina_oviedo@
hotmail.com

Most CMTA Branches can be accessed via the CMTA Online Community at www.cmtausa.org.
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The CMTA Report is published
by the Charcot-Marie-Tooth
Association, a registered non-
profit 501(C)(3) health
organization. © 2015, The
CMTA. All rights reserved
under International and Pan
American Copyright
conventions. No part of this
newsletter may be reproduced
in any form or by any
electronic or mechanical
means, including information
storage and retrieval systems,
without permission in writing
from the publisher. The
opinions expressed in the
newsletter are not necessarily
those of the Charcot-Marie-
Tooth Association. The material
is presented for educational
purposes only and is not
meant to diagnose or
prescribe. While there is no
substitute for professional
medical care for CMT
disorders, these briefs offer
current medical opinion that
the reader may use to aid and
supplement a doctor’s
treatment.

psychologist. The group is con-
tacting the local television
station and newspaper to see if
they will do stories on CMT.
• Easton, MD 
Licensed acupuncturist Kather-
ine Binder explained the basics
of this form of Chinese medicine
to 16 members of the Easton,
MD CMTA Branch at their
March meeting. Binder, owner
of Eastern Shore Acupuncture,
shared details of her training in
New York and Beijing and some
of the implements she uses in
her practice. She passed around
delicate needles, a small glass
bowl used for “cupping,” various
sized tuning forks used to treat
children or needle-phobic adults,
and jade (a stone that tends to be

cool) scrapers and rollers. Binder,
who treats many patients with
neuropathy, explained how
acupuncture can help reduce its
effects and help with balance and
proprioception.
• Southwest Michigan 
Meeting on March 19, six branch
members welcomed guest speaker
Major Sam LaBara, a master
trainer in resilience who provides
training for the Army National
Guard. Members discussed some
of the myths about resilience,
ways to develop and strengthen
resilience, and how to apply these
techniques to coping with CMT.
A representative of GeneDX, the
genetics testing company, will be
presenting at the group’s next
meeting May 14.
• Central NJ 
The Central NJ CMTA Branch
met March 14 at CentraState

Medical Center, in Freehold,
New Jersey. Thirteen people
braved a dreary rain to hear
CMTA Social Media Director
Bethany Meloche talk about liv-
ing with CMT in a presentation
called “Tumbling Forward.” Fol-
lowing Bethany’s presentation,
Laurie Lasky from Allard led a
discussion on bracing alterna-
tives, including Allard’s stronger,
custom-made BlueRocker, which
has a much stronger post for
those who tend to break their
braces. Group members went on
to discuss other helpful products,
including Socks for Life and Dr.
Comfort Shoes, which were
described as light, comfortable
with braces and orthotics, and
“not old man orthopedic shoes.”
• Portland, OR 
Meeting in Beaverton, Oregon
on April 14, 13 group members

CMTA BRANCH NEWS
(continued from page 16)

THE CMTA GRATEFULLY ACKNOWLEDGES GIFTS:
IN MEMORY OF:
FRANCES BERGER
Mr. & Mrs. Kenneth Handel

MARY-ELLEN BESHARA
Mrs. Gisele Asmar
Mr. & Mrs. Paul Barbagallo
Mr. & Mrs. Armand Bartlett
Mr. & Mrs. Francis

Beauchesne
Mr. & Mrs. Stanley Bleczinski
Ms. Kendall Bowie
Mr. Thomas Bresnahan
Ms. Joanne Britt
Mr. & Mrs. Roger Brown
Mr. & Mrs. Edward Brown Jr
Ms. June Carelli
Mr. & Mrs. Peter Chapman
Ms. Beverly Coppeta
Mr. & Mrs. Gregory Debrocke
Mr. Gene DeLucia
Ms. Gail DeLucia
Mr. & Mrs. William Driscoll
Ms. Patricia A. Flynn
Mr. & Mrs. Ronald Gagne
Ms. Susan Gesing
Mrs. Suzanne Gilleece
Mr. & Mrs. Robert L. Gossett
Mr. & Mrs. Robert Heffernan

& Family
Mr. & Mrs. Cory Kavanagh
Mr. & Mrs. Jack Kelly
Mrs. Lynne Kumm
Janet & Carol Lacourse
Mr. & Mrs. Michael Logan
Bruce & Susan MacDougall
Marsh PTO
Ms. Kathleen Martin
Mr. & Mrs. Arthur McGreevy
Mr. & Mrs. Mel Menasian
Mr. & Mrs. J.C. Murphy
Ms. Maggi O’Brien
Ms. Mary Louise O’Sullivan

Mr. & Mrs. William Pekarski
Mr. & Mrs. John Pollano
Mr. & Mrs. David Provencal
Mr. Eric Provencal
Mr. & Mrs. Paul Russell
Mr. & Mrs. Vincent Russell
Ms. Elizabeth Rybczyk
Mr. & Mrs. John Sapienza
Mr. & Mrs. Heinz Scheralis
Mrs. Lisa Simonian
Ms. Eva Taper
Mrs. Thomas Torrisi
Mrs. Marie Tucarella
Ms. Lynn Turchi
Ms. Susan Wanzer
Mr. & Mrs. Ronald Webster
Ms. Elizabeth Wells
Mr. & Mrs. Dennis Widlansky
Mr. & Mrs. James Witzgall
Mr. & Mrs. Geraldine Zappala

SY BRENNER
Mr. & Mrs. Franklyn Weiss

GLORIA COLTON
Ms. Margery Brownell

PATRICIA DREIBELBIS
Mr. & Mrs. Ronald Mills
Mr. & Mrs. Joseph

Piersimoni
Mrs. Audrey Wetzel

MARY ELLEN FEENEY
Ms. Marian Bakken

BERNIECE FOUNTAIN
Mr. Joseph W. Fountain

WILLIAM FOUNTAIN
Mr. Joseph W. Fountain

STEPHEN GORKA
Mr. & Mrs. Al Couturier
Mr. & Mrs. Donald Craft
Ms. Iris Cremean

Mr. Dean Estep
Mr. & Mrs. Jeff Fish
Ms. Catherine Garcia
Mr. & Mrs. Barry Harris
Ms. Mary Holling
Ms. Terri Kruse
Ms. Connie Moore
Mr. & Mrs. Jack O’Shea
Ms. Mary Smith
The Staff & Faculty of 

St. Peter Lutheran Church
and School

T.O. Haas, LLC
Mrs. Sharron Waclawski
The Willcox Family
Mr. & Mrs. Paul Wurth
Ms. Dolly Zapparato

FRANCES G. HARRINGTON
Mr. Jack Hulmes, Jr.

PEG HULMES
Mr. Jack Hulmes

JEAN HULMES
Mount Vernon Chapter 97

OES

BETH LABONTE
Mr. Chevelle E. Bazo

WILLIAM MATARESE
Mr. & Mrs. Carlos Casanova
Mr. Kenneth J. Finnegan
Mr. & Mrs. Kent Gladding

SUZANNE NAGLE
Mr. & Mrs. Timothy Ahearn
Mr. & Mrs. Bruce Arnold
Brookfield Elementary School
Mrs. Susan Caron
Mr. & Mrs. Doug Dendulk
Ms. Heather Goguen
Ms. Kelly McElroy
Mr. & Mrs. Thomas Meehan
Mrs. Donna Mongeon

Mrs. Linda Novak
Ms. Caitlin O’Connor
Mr. & Mrs. Joseph Pascale
Mr. & Mrs. Andrew Pascale
Mrs. Angela Sanborn
Ms. Holly Smith
Mr. & Mrs. Bob Smith
Mrs. Marion Waugh

AARON NUSSBAUM
Mr. & Mrs. Bob Becker
Mr. & Mrs. Ernie Cremonni
Ms. Lorraine Eisenbach
Ms. Harriet Fuhrman
Mr. & Mrs. Phyliss

Hertzendorf
Ms. Edith Koenig
Mr. & Mrs. Al Landsberg
Ms. Cynthia Lewin

WYNEMA RATTO
Mrs. Maxine DiResta

SHIRLEY SELLS COULTER
Mr. Bobby Head

JACQUELINE SPIEGEL
Mr. & Mrs. Jerry Weiss

CHARLOTTE STILWELL
Mr. Kenneth Stilwell

ROBERT & MARGARET
SWITZER
Ms. Marjorie Cowan
Mr. William Switzer

ANN THOMAS
Ms. Lisa Lustig

MARY ELLEN WERNER
Mr. Elmer Werner

SHIRLEY
Mr. & Mrs. Eivin Andresen

MICHAEL
Mrs. Kathleen Duffy

EDWARD
Tom, Crystal, Charlette, 

& Josie Grys

MOSES & JACQUELINE
Mr. Chuck Feldman
Ms. Paula Weiss
Michelle, Ben, Stephanie,

Jonathan, 
and Ramona

IN HONOR OF:
BROOKE ALYSON
Ms. Geri Brooks

YOHAN BOUCHARD—
Happy Birthday!
Mr. Richard Rekoon

ROB & ROBBIE CAMPBELL
Mr. & Mrs. Edward J. Odowd
Mr. & Mrs. Joel Shuster

JOY COLBY
Mr. Robert Colby

JACKY DONAHUE
Ms. Casey Donahue

MADDIE LEARD
Rev. David & Kristin Leard

TYLER LOPEZ
Mr. Alan Kaspar

BENJAMIN MACHODE
Ms. Stephanie Powers

MARCIA NEUWIRTH—
Happy Birthday!
Mr. & Mrs. Lawrence Berman
Ms. Jean Cutler
Mr. & Mrs. Ronald Goldblatt
Ms. Marilyn Katz
Ms. Jean Rappaport

YOLETTE NUSSBAUM—
Happy 80th Birthday!
Mr. & Mrs. Bob Becker
Ms. Lorraine Eisenbach
Ms. Harriet Fuhrma
Ms. Cynthia Lewin

SESILIA O’SULLIVAN
Mr. & Mrs.

ChristopherGibson
Mr. Allen Levitas
Mr. & Mrs. Elliott McIsaac
Mr. Robert Mitchell
Ms. Isabelle Oligher
Mrs. Alison Schneider

MAUREEN RAISCH
Ms. Joan Voss

BAILEY ROESTENBURG
Ms. Katie Huser
Ms. Kristen Oaxaca

JEN ROSKOPF
Mrs. Holly Smirl

AMY RYAN
Mrs. Johanna Bustamento

TRINITY SMITH
Ms. Holleigh Crow
Ms. Patricia Favaron
Ms. Tiffany McBride

DELANEY VAN RIPER
Ms. Patricia Van Riper

RYAN WHITMAN
Mr. & Mrs. Jim Ris

AMY WONDERLAND
Ms. Amy Ryan

LORI WOOTAN
Ms. Anne Burnside

STEPHEN
Mr. & Mrs. Edwin Wolf



CMTA MEMBERSHIP, PUBLICATIONS & ACCESSORIES ORDER FORM

The Patients’ Guide to Charcot-Marie-Tooth Disorders [CD Format] $10 $8

CMT Facts IV $10 $8

CMT Facts V $15 $12

CMT Facts VI $15 $12

My Child Has CMT $5 $5

Teaching Kids about CMT…A Classroom Presentation (DVD/1 hour) $10 $8

CMTA Titleist Hats
Quantity and Color:   Blue___   Lt. Blue___   Black___   White___    $25 $20

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

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 dis-
counted 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 newsletter 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 :

learned for the first time that they
are now the Portland, OR CMTA
Branch instead of a Support and
Action Group. The new name
more clearly identifies the group’s
function, but does NOT reduce 
the goal to support one another.
Branch leader Warren Beals pre-
sented a summary of CEO Patrick
Livney’s report on the encouraging
advancements in STAR research
and shared Elizabeth Ouellette’s
Quarterly Review of reports from
various department heads in
CMTA and their activities. West
Coast Regional Branch Manager
Tara George, based in southern
California, was the guest speaker.
She shared the resources available
to the branches, and put the
CMTA’s research activities in a
global perspective. The next meet-
ing is July 9.
• Nashville, TN
Sixteen people turned out for the
first branch meeting of the year
March 7 at the Pi Beta Phi Rehabil-
itation Institute. Branch Leader
Bridget Sarver talked about the
walk the branch is holding at Long
Hunter State Park for the CMTA
All-Star Event in September and
about getting corporate sponsors for
the event. Guest speaker Penny
Powers, PT, MS, ATP, from the
Seating & Mobility Clinic at Van-
derbilt, told the group how she
deals with her foot pain and how
the physical therapy that she does
helps. The next meeting in June will
be a picnic, with the exact location,
date and time to be determined.
• Savannah, TN 
Four members attended the
branch’s March 28 meeting, includ-
ing the North Alabama co-leader
Todd Oyen. Members caught up
with each other, discussed fundrais-
ing, and updated everyone on the
CMTA. h

*Quantity discounts for these items available online

Subscription Membership Benefits: 
• Online access to valuable information about 

living with CMT
• Access to the CMTA’s Online Community, including 

access to CMTA Branches and Discussion, 
Circle of Friends and CMTAthletes groups

• An information kit and a 10% discount at the CMTA store
• Bimonthly delivery of The CMTA Report, 

(electronic and/or hard copy)
• The CMT Facts series (electronic 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)
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)
Fluoroquinolones (Cipro)
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
West Chester, PA 
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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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