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of Michigan:

A New Clinical and Research Center of Excellence

he Charcot-

Marie-Tooth

(CMT) Cen-
ters of Excellence,
funded by both the
Charcot-Marie-
Tooth Association
and the Muscular
Dystrophy Associa-

tion, have been
established to pro-
vide CMT patients

with high-quality medical care,

ensure the uniformity of data

collection, and give patients the
opportunity to have their DNA
sample banked for analysis and
gene identification. These Cen-

ters of Excellence are chosen

because of the quality and expe-

rience of the doctors who serve

as the Primary Investigators.
The CMT Clinic at the

University of Michigan at Ann

Arbor, a pediatric and adult

multidisciplinary clinic, has been

recognized as a new Center of
Excellence. The University of
Michigan CMT Clinic meets

weekly on Fridays. Children and

adults are clinically assessed by
physicians from Neurology
(Clinic Director, Dr. Sindhu
Ramchandren) and Physical
Medicine and Rehabilitation
(Co-Director, Dr. Joseph
Hornyak), and will also have
access to physical and occupa-

tional therapists, and in clinical research

orthotists, as well as is voluntary and

to genetic testing refusal will not

and counseling. affect the clinical
Electrodiagnostic care patients receive.
studies to clarify the The National Insti-
diagnosis or stratify tutes of Health

(NIH)-funded
Inherited Neuropathy Consor-
tium (U54NS065712) is

leading efforts to develop new

the disease severity,

as well as research studies, are
performed later in the afternoon
on the same visit. Insurance will
be billed for the clinical services therapies and gathering longitu-
dinal data in children and adults

with CMT to develop outcome

provided.
The University of Michigan
CMT Clinic is actively involved

in clinical research. Participation

measures that reflect disease
(continued on page 2)
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THANK YOU TO
OUR CORPORATE
SPONSORS:

S
aetrex.
allardi

am so proud of our Charcot
Marie Tooth Association. I
have served as a Board Mem-
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ber for approximately 20 years.
I remember the first meet-
ing I attended in Florida. We
had a very well-intentioned
Board who

leadership of Patrick Livney
has brought us to a new level.
Patrick Livney and his team,
with a much more full-bodied
budget, with funds raised by,
and from, people like you,
have truly made great strides.
With an

wanted to
make a dif-
ference. We
were trying
to fund some
research and
do some out-
reach. We
were just like
a “Mom and
Pop” store existing with few
funds and a limited direction.
Our Medical Advisory Board
was small, and the research
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projects presented to us may
have been academically inter-
esting, but they were not
directed to finding a cure as
soon as possible.

We went through many
transitions within the ensuing
years. Our breakthrough into a
dynamic organization, in
charge of our own destiny,
came with our initiation of the
STAR Project. Our Strategy to
Accelerate Research under the
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NEW CMT CENTER
OF EXCELLENCE

(continued from page 1)

progression for use in future

international
research team,

we are screening
thousands of com-
pounds to discover
what will positively
improve CMT
patients. We have
developed labora-
tory models to do
testing on. We have Schwann
cell lines to use in testing. We
are working with stem cells.
We are working with major
drug companies who want to
partner with us in the quest for
a cure.

Dr. Mike Shy and his
team helped develop a stan-
dard protocol to measure the
results on a patient of any drug
we want to test. We have
expanded our outreach pro-
gram and now have 73 active
support groups, with the num-
ber always growing. Working
with the Muscular Dystrophy

focus is on improving patient-
centered outcomes, especially

pain and overall quality of life.

Dr. Ramchandren is also

the Principal Investigator of a

CMT trials. The University of pediatric CMT Quality of
Michigan is a participating site Life instrument development
in the Consortium, and Dr. study, funded by the NIH
Ramchandren is the site Princi- (K23NS072279), and is cur-

pal Investigator. Her research

rently investigating the impact of

A Journey Through the Years of the CMTA Board of Directors

Association, we have identified
Centers of Excellence to ensure
CMT patients are provided
with high-quality care.
Presently there are 13 national
centers. We hold patient and
physician conferences on a reg-
ular basis in different parts of
the country. Take a look at our
website and see the discussion
groups and webinars that we
are promoting. See the CMT
physicians and specialists listed
under the Resources tab on our
homepage and their geographic
locations. Use the vast array of
services we now provide.

We are not a “Mom and
Pop” shop anymore! We are a
dynamic group with direction
and a mission statement with
goals that are in reach: “To sup-
port the development of new
drugs to treat CMT, to
improve the quality of life for
people with CMT, and uldi-
mately to find a cure.” Our
vision is “A world without
CMT.” We look forward to
starting clinical trials as soon as
possible.

I am proud to continue
my service on the CMTA
Board of Directors.

—Phyllis Sanders

pain in CMT and other genetic
neuromuscular disorders.

To schedule an appoint-
ment with Dr. Ramchandren or
learn more about the clinic,
visit: www.med.umich.edu/
neurology/clinical/cmt.htm, or
contact Kim Creamer (clinic
coordinator) at 734-647-3863

or creamerk@med.umich.edu.
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Ms. Wheelchair IL Advocates CMT Awareness

y name is Pearl

Gannon and I'm

Ms. Wheelchair I1li-
nois 2014. I am currently
27-years-old. At the age of
eight, I started having
symptoms of a neuromus-
cular disorder, but the
doctors could not put a
definitive name on it. It

wasn't until I was 26 that I
received the diagnosis of
Charcot-Marie-Tooth. 'm
not sure what type of
CMT I have, but it causes
not only the “normal”
symptoms but also hearing
loss. I wear bilateral hear-
ing aids, and I have
trouble with swallowing
and digesting, so I have a
feeding tube to help with
nutrition.

I am very active in wheel-
chair sports such as wheelchair
basketball, adaptive wake board-
ing, and adaptive skiing. I've
tried many other sports, but
these are the three I stick with.
Even while playing these sports
I am pursuing a double major in
college. I take American Sign
Language classes at two separate
colleges while also studying
social work for early childhood
intervention.

For the next year I will be
using my title to raise awareness
about various disabilities. I will
also be educating society when it
comes to various disability-
related issues. I will be focusing
on the disabled to advocate for
positive mental health, person-
ally interacting with as many
people as possible to make a dif-
ference. Within the next year, |

Pearl Gannon is Miss Wheelchair lllinois for 2014
and will compete for the national title in August.

will be visiting schools to bring
hope and direction to our youth

and also help teach what being
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disabled is all about, from
both an athletic and a per-
sonal perspective. I will be
attending different expos
to bring awareness to the
Ms. Wheelchair Illinois
pageants and also attend-
ing many different sports
events, both adapted and
able-bodied.

In early August, I

will be traveling to Long
Beach, California, to com-
pete for Ms. Wheelchair
America 2015. I will meet
28-30 other crown-holders
from various states, all
competing for the same
title. I'm very excited to
even have the opportunity
to meet these other amaz-
ing and inspiring women
who are all making a difference
in their states, advocating for
their passions.

YOUR GIFT TODAY IS TRIPLY SIGNIFICANT!

hrough STARPOWER, two generous families have each agreed to match contributions
to the CMTA’s Strategy To Accelerate Research (STAR) up to $500,000, for a total of
$1.5 million for CMT research.

That means every research dollar we raise will be matched not once, but twice. Act now
and make your contribution so we can TRIPLE its impact in pursuit of our ultimate goal—
a world without CMT.

In a few short years, STAR has reached major milestones on the way to finding treatments
and cures for several types of CMT. We have made significant progress in research for five types
of CMT. We have one agreement in place with a very large pharmaceutical company and are in
discussions with four others. These collaborations will accelerate the drug development process!

So far, through the efforts of our supporters, we have raised over $110,000. Thank you to
all who have already pledged their support.

We have 60 days left to meet our matching challenge. The time is now to give to the
CMTA to accelerate research by turning $500,000 into $1,500,000!

To give today, go to www.cmtausa.org/starpower, call 800-606-2682, ext. 105, or send a
check to PO Box 105 Glenolden, PA 19036.

Visit www.cmtausa.org/research to learn more about the progress we've made and to
watch a video about our STAR initiative. Thank you for all of your support!
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Q Dear David,
]
1 am a 35-year-old male with

CM. No one else in my family
has CMT, and although I look
okay and function pretty well, I
am really depressed when I see oth-
ers who appear to be more severely
affected. My doctor says it pro-
gresses very slowly, but my fears of
being disabled are affecting my
entire life. What can I do to con-
trol my anxiety about the future?
1 have a girlfriend who says she
loves me, but I find that my con-
cerns about myself are causing me
to push her away.

David Tannenbaum answers:

It is quite common with many of
us with CMT to allow our fears
and anxiety to define our life. We
forget that our CMT, although
imposing some limitations, does
not have to dictate whether our

SPREAD AWARENESS WITH
STAR T-SHIRTS

New blue and white tee shirts have been designed to highlight
the CMTA’s STAR campaign to find treatments for CMT.
Tshirts are $12 for CMTA members and come in adult sizes
from small to 3X. To order yours, use the form on page 15,
or visit the CMTA store on our website.

life is fulfilling or not. When we
take ourselves away from the pre-
sent and project stories into the
future, that can create enormous
stress and make us miserable, and
it can also negatively affect our
muscle strength.

Your greatest challenge, if
you want to take it up, is to try
to grow emotionally and spiritu-
ally by making a commitment
that you are going to be happy
despite life’s events. Okay, so
how do you do that? The answer
is not about living in denial and
pretending that everything is
fine when inside it feels differ-
ently. That is simply being
inauthentic. I am talking about
keeping your heart open to
whatever is going on and allow-
ing the different feelings you
experience to simply “show up”
and then pass through. Keeping
your heart open allows you to
experience the feelings and
release them in a few moments.
The trick is to notice the feeling
at its onset before it takes hold
and becomes a block to the lov-
ing energy that is underneath.
That loving energy is there all
the time, even when you are not
feeling it. It is similar to the
analogy of the sun always being
behind the clouds. We know it
is there whether we see it or not.

Suffering is caused by resis-
tance to life’s events. It is caused

B 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. 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.
Write to David at info@cmtausa.org.

by allowing life’s upsets to block
that loving energy that is always
present underneath those nega-
tive and fearful stories everyone
makes up in their minds. Yes,
there might be people who have
a more severe form of CMT, but
that doesn’t mean that they lead
less meaningful or less fulfilling
lives. I know people who will be
miserable all day long if they
miss their train in the morning.
Be the one who is aware of your
feelings. Be the witness to your
feelings. Be the part of you that
watches your feelings come and
go because the part of you that
is the watcher is quite peaceful.
From this place of observing and
of neutrality you can experience
your life much more calmly.

The greatest form of happi-
ness is peace. The expression
“it is what it is” is more pro-
found than it initially appears
to be. It is a statement that
reminds us not to judge or be
critical or compare our experi-
ence to anything else. Just
accepting what is can be very
freeing. It takes practice.
Remind yourself that opening
up to your girlfriend’s love can
be unbelievably healing on so
many levels. Your girlfriend is
showing you the love that you
carry inside your heart at every
moment. Stay open to it. It will
be a gift you give yourself.



Managing Neuropathic Pain

BY STEVEN SCHERER, MD, PHD, CMTA BOARD OF DIRECTORS

Why does peripheral
neuropathy cause pain?
Peripheral nerves are a collection
of nerve fibers that originate
from many different kinds of
neurons. Motor fibers originate
from motor neurons that are
located in the spinal cord. Sen-
sory axons originate from
neurons that are located outside
the spinal cord in large clusters
called ganglia. The ganglia that
contain the sensory neurons for
the leg are located in the low
back region (called the lumbar
and sacral levels); those for the
arm are located in the neck
(called the cervical region). Each
of these ganglia contains

many thousands of sen-

sory neurons.

Every sensory neuron
has two ends. One end is
connected to a tissue in
the body (a piece of skin, mus-
cle, bone, etc.), and the other
end is connected to the spinal
cord. Under normal circum-
stances, sensations are generated
only upon stimulation of the
end of the nerve fiber that is in
the body. Then, sensory nerve
fibers relay this information to
the spinal cord, and cells in the
spinal cord, in turn, relay this
information to the brain.

There are many kinds of
sensory neurons. This is why we
can perceive so many different
sensations. All of us can appreci-
ate many of these sensations,
such as heat, cold, light touch,
pin prick, vibration, and move-
ments of the hairs on our skin.
Other sensations are less obvi-

ous, such as the ability to deter-
mine movements of our arms
and legs. Each kind of sensation,
including pain, is conveyed to
the spinal cord by certain kinds
of sensory neurons.

So what does this have to
do with pain? It is likely that
some kinds of neuropathy dam-
age the sensory fibers that
convey pain, causing them to be
hyperactive even in the absence
of stimulation. In other words,
damaged “hyperactive pain
fibers” trick the brain into per-
ceiving a painful stimulus even
though none is present. The
hyperactive fibers may not even

be properly connected to their
tissue, thereby accounting for
why people can experience pain
in their “numb” feet or legs.

It should be clear that not
all pain is caused by neuropathy,
even in people who have
peripheral neuropathy. The pain
of arthritis or headache, for
example, are conveyed, but are
not caused, by sensory fibers.
Even the pain caused by one of
the foot deformities caused by
neuropathies is not caused by
damaged sensory fibers; the sen-
sory fibers are merely conveying
the information to the spinal
cord. Conversely, not all people
who have peripheral neuropathy
have painful symptoms. Pain is
a common symptom in some
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kinds of neuropathy, such as
diabetic neuropathy, in which
small sensory fibers may be
disproportionately affected.
Among people who have inher-
ited neuropathy, pain is much
less frequent in the demyelinat-
ing forms than in the axonal
forms affecting small sensory

fibers.

What are the principles of
treating painful peripheral
neuropathies?
If neuropathy causes pain that is
diminishing the quality of life,
then this symptom should be
treated. In my view, to manage
pain effectively, there has
to be a partnership
between the patient and
the physician. The
patient needs to under-
stand their pain—when it
occurs, how well the drugs
work, the side effects of the
medications (particularly how
troubling they are)—and they
need to communicate these
things to the physician. The
physician needs to know the

(continued on page 6)

SHOP AMAZON, SUPPORT THE CMTA

f you are already an Amazon.com user, you will use the

same account on Amazon.com and AmazonSmile. On
your first visit to AmazonSmile, select the Charcot-Marie-
Tooth Association before you begin shopping, which will
allow the CMTA to receive donations from your pur-
chases. Amazon will remember your selection, so every
eligible purchase you make on AmazonSmile will result in
a donation to the CMTA. Go to: https://smile.amazon.com/

Thanks for continuing to support the CMTA!

Your help makes us SMILE!
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MANAGING
NEUROPATHIC PAIN

(continued from page 5)

medications and the relevant
information about them—their
duration, common side effects,
potential interactions with other
drugs, and whether a patient has
other complicating medical
problems—and communicate
these things to the patient.

The goal is maximize the
patient’s quality of life. In practi-
cal terms, the patient should
take the amount of medication
that effectively manages the
pain, but that does not cause
unacceptable side effects. In the
ideal case, the patient would be
pain-free without any side
effects. In the worst case, the
patient has intolerable side
effects at a dose that produces
no pain relief whatsoever. In the
typical case, however, there is a
dose of a medication that pro-
vides some pain relief but that
also causes some side effects. It
should be clear that only the can
patient know whether a medica-
tion works and whether it has
acceptable side effects.

A key point is to know if
the pain varies reliably according
to the time of day. Many
patients have their worst pain
after getting home from work,
or at night. For these patients,
one can try to match the dose of
shorter acting medications to the
time of day that the pain is
worse. Another related point is
that each medication has a cer-
tain duration of action that
usually corresponds to the num-
ber of times per day that one
takes it. Thus, medications that

are typically taken every 4, 6, 8,
12, or 24 hours typically are
effective for 4, 6, 8, 12, or

24 hours, respectively.

What medications are used
for treating painful periph-
eral neuropathies?

Many medications have been
reported to work for painful
peripheral neuropathies
(Mendell & Sahenk, 2003;
Wolfe & Trivedi, 2004). Most
have been studied in clinical tri-
als, such as gabapentin (Lesser,
Sharma, LaMoreaux, & Poole,
2004), desipramine (Max et al.,
1992), oxycontin (Gimbel,
Richards, & Portenoy, 2003),
and Lyrica (pregabablin) or
Cymbalta (duloxetine HCI) for
painful diabetic neuropathy, but
FDA approval (a long and
expensive process) for this “indi-
cation” (namely, painful diabetic
neuropathy) has been granted
only for Lyrica and Cymbalta.
That does not mean that the
other medications don’t work; it
means that physicians are forced
to prescribe medications that
have not been FDA approved

for treating painful neuropathies.

To make matters worse, many
insurance companies will not
pay for Lyrica or Cymbalta (even
Oxycontin) unless the patients
have exactly what the FDA
approved—a painful neuropathy
caused by diabetes.

Which medication to try
first is an important question. In
one recent consensus statement
of pain experts (Dworkin et al.,
2007); but also see the editorial
(Cherny, 2007), “certain antide-
pressants (i.e., tricyclic
antidepressants and dual reup-

take inhibitors of both serotonin
and norepinephrine), calcium
channel a2-d ligands (i.e.,
gabapentin and pregabalin), and
topical lidocaine” were consid-
ered first-line treatments, with
opioids as “generally second-line
treatments.” “Third-line treat-
ments that could also be used as
second-line treatments in some
circumstances include certain
antiepileptic and antidepressant
medications, mexiletine,
N-methyl-D-aspartate receptor
antagonists, and topical cap-
saicin.” What this expert panel is
saying is to try first-line medica-
tions first, second-line
medications second, and so on,
but also that, “Medication selec-
tion should be individualized,
considering side effects, potential
beneficial or deleterious effects
on comorbidities, and whether
prompt onset of pain relief is
necessary.”
Regardless of the medica-
tion, the logic I use is the same:
* Introduce one medication at
a time. Changing the doses of
two medications simultane-
ously makes it difficult to
determine which medication
is responsible for any given
effect (especially a side effect).

* Use a gradually escalating
dose of one medication until
either good pain relief is
obtained or intolerable side
effects occur. This is the key
concept; too often I have seen
patients who have been tak-
ing potentially effective
medications but at doses that
neither alleviate the pain nor
cause significant side effects.

¢ If one medication fails, try
another one.

To read the full article by Dr. Scherer and see the list of medications that may be used to alleviate neuropathic pain,
please visit this webpage: www.cmiausa.org/scherermanagingpain



Children Spread Easter Cheer to Nursing Home
Residents with Daffodil Giveaway

he 17th Annual CMT Daf-
fodils for Seniors was held
Saturday, April 19, 2014, at
Arbutus Park Manor, Johnstown,
PA. Each spring children pick,
arrange and hand out thousands
of daffodils, much to the delight
of the nursing home residents.
The daffodil giveaway is con-
ducted by the Johnstown, PA

CMT Support and Action Group
and is done in honor of Facilita-
tor ].D. Griffith’s daughter,
Marah, who died at sixteen from
respiratory arrest on Christmas
Day, 2001. Marah was instru-
mental in the concept of children
giving daffodils to seniors. Marah
loved organizing the event and
working with the children, and

she particularly enjoyed the plea-
sure the event gave to the nursing
home residents.

Jeana Sweeney organized the
children for this years event.

WTAJ, the local CBS affili-
ate, covered the event on the
6:00 and 11:00 pm news, and
the giveaway was mentioned in
the local Johnstown paper.

v Some of the participants in the nursing home visit:
Left fo right, back row: Jeana Sweeney, Nina Griffith, Brenda Griffith, Hayley Sweeney,
Cody Shaw, Ausha Shaw. Left to right, front row: Rylee Sweeney and Ireland Bradley.
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CMTA REMEMBRANCES

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, P.O.

Box 105, Glenolden, PA 19036.

[J Check Enclosed

(1 VISA [J MasterCard [J American Express

Honorary Gift: Memorial Gift: Amount Enclosed:
In honor of (person you wish to honor) In memory of (name of deceased)

Card #
Send acknowledgment to: Send acknowledgment to: Exp. Date
Name: Name: Signature
Address: Address: Gift Given By:
Occasion (if desired): Name:
CBithday [ Holiday [ Wedding Address:
[0 Thank You  J Anniversary [J Other

g
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HOBBY TURNS INTO A FUNDRAISING OPPORTUNITY

wanted to learn to knit because

I thought it would be good
therapy for my son’s hands. How-
ever, he wasn’t too interested in
knitting. I enjoyed it though, so I
continued doing it.

I made everyone I knew dish-
cloths and then graduated to
infinity scarves. After a couple of
scarves, the idea of making them
for people and requesting a dona-

tion to the CMTA occurred to
me. This also brings people an
awareness of CMT when they go
to the website to donate.

I can knit while watching TV
or in what downtime I do have
and still contribute something.

If I won the lottery tomorrow, I

would make a huge contribution
to the CMTA, but until then, I

will just knit....

DONATIONS WERE MADE TO THESE CMTA CIRCLES OF FRIENDS:

FABULOUS AND 40!

Mr. & Mrs. Ramona
Harrington

Mr. & Mrs. Harry & Bradie
Mayfield

Mr. & Mrs. Greg Prusynski

Mrs. Nooshin Rahimi

CAROL’S CREW

Mr. John Anderson

Mr. Cliff Chamberlain
Mrs. Barbara Cooke

Mr. Jim Crabtree

Mr. & Mrs. Mickey Dyer
Mr. & Mrs. Lonny Eisen
Mr. & Mrs. David Lemire
Mr. & Mrs. Barry Savage

CARTER’S CHALLENGE
Mr. Mitchell Hobbs

Mrs. April Kissinger

Mrs. Paula Kratohvil

Ms. Michelle La Grandeur
Mr. Allen Marshall

Mrs. Suzanne Perzell

COF CENTRAL NJ SG
Mrs. Tara Cave
Mr. Mark R. Willis

CLARK’S CIRCLE OF
FRIENDS

Ms. Rebecca A. Hoffberger
Ms. Jeannine Mjoseth

—Alison Childyess

DEB’S 5K CHALLENGE
FOR 2014

Mr. James Ackerson

Mr. & Mrs. Stewart Cobbs
Dr. Kimberly Hindman

Mr. Michael McCammon
Mr. Julian Morales

Mr. Charles W. Schnatter
Ms. Margaret Zurkuhlen

THE DIRTY DOZEN
FOR CMT
Mr. John Norris

KATERINA'S CIRCLE
OF FRIENDS

Ms. Heather Chandler
Mr. & Mrs. Gopal Metro
Ms. Keara Murphy

Ms. Jeuelle Thompson

MARY LOUIE’S
PEAK ISLAND WALK
Ms. Jessica Joseph
Mr. Henry Stabler

MOTORHOME LAND
SPEED RECORD

Mr. Britton Palmer
Mr. Vince Yannett

RON’S FRIENDS
FIGHTING CMT
Mr. & Mrs. Ronald L. Scott

SARVER FAMILY CIRCLE
OF FRIENDS
Mr. & Mrs. Edwin Kiefner

SECRET SUPPORTERS

Mr. Sidney Pike

Ms. Tracy A. Adler

Mrs. Nina Altman

Mr. & Mrs. Robert Bachman

Ms. Edith L. Baker

Mr. Reginald Barker

Ms. Randi Benator

Ms. Nancy Berlin

Mr. Jay Bernath

Ms. Roberta T. Bolton

Mr. & Mrs. Frank Bomberg

Mr. & Mrs. Greg Bontrager

Mrs. Lisa Croak

Ms. A. J. Crowe

Ms. Glenda R. Crump

Dr. David Dudovitz

Mr. & Mrs. William
Durham, Jr.

Mr. & Mrs. Mike Edwards

Mr. & Mrs. Jay Eichler

Mr. John L. England

Mr. & Mrs. Howard Fagin

Mr. & Mrs. Thomas Ferrin

Mr. & Mrs.William Fisher

Dr. Lois Foreman-Wernet

Ms. Lori Gold

Ms. Barbara Greenblatt

Mrs. Lisa G. Halpern

Mrs. Barbara Halpern

Ms. Nancy Higgins

Mr. & Mrs. John Hinds

Ms. Janet B. Hobbins

Mr. & Mrs. J. Michael
Hostinsky

Mr. & Mrs. Winslow
Jackson

Ms. Karley Johns

Mrs. Vivienne Kurland

Ms. Katherine A. Lawrence

Mrs. Jay Levy

Mrs. Anne Lint

Mrs. Cynthia Lockhart-
Sanders

Mrs. Alice Sechrist Markley

Mr. Harley Matsil

Mrs. Sally McMillan

Mrs. Amy Brownstein &
Mr. Bruce Mencher

Ms. Maureen
Middlebrooks

Mr. Gordon Mullis

Mrs. Patricia Ostrander

Mr. Daniel E. Patrick

Mr. & Mrs. Mark Pevey

Mr. Martin Powell

Ms. Lynn Roberts
Sparkmon Miller

CMSGT & Mrs. James R.
Robinson

Mr. Harold Rosenbaum

Mr. Douglas M. Ross

Mrs. Sue Rothstein

Mrs. Keri Saef

Dr. Sandra Schein

Mr. Barry L. Schoenberg
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The Shelley & Jeff Alperin
Family Fund

Ms. Dale Shields

Ms. Stacy Simon

Mrs. Lynn Singleton

Ms. Sandra Smith

Mr. Pat Soltis

Mrs. Sharon G. Spiegelman

Mr. William Stankiewicz

Ms. Vicki Steine

Ms. Maureen R. Throop

Mr. & Mrs. Keith Tolbert

Ms. Elane Trever

Ms. Carolyn Unger

Mr. Charles Vasquez

Mrs. Tyler Waidner Smith

Mr. & Mrs. Skip Weiland

Mr. Zack H. Williams

Ms. Melody Withrow

Mrs. Rina Wolfe

Ms. Bobbie Woody

Ms. Lisa Zier

STANDING WITH STACIE
Mrs. Ann Hart

VITTORIO’S FUNDING

THE FIGHT

Mr. & Mrs. Frank Capella
Mr. & Mrs. Bernard Cormier
Mr. John Dwinell

Mr. Thomas Hulmes

Dr. Nancy W. Works



SAG FACILITATORS SPOTLIGHT:

Central NJ Facilitators Work to “Spread the Word”

he Central NJ CMT Support

and Action Group is a group

of about 95 members from
towns as close as Freehold and as
far away as Litte Egg Harbor to
the south and Jersey City to the
north. The group first met in
May, 2009, under the leadership
of Herb and Rachael Beron.
When facilitating the group was
becoming too much for the
Berons because of Herb’s increas-
ing responsibilities on the Board
of the CMTA and their very suc-
cessful Team]Julia Swim for the
Cure annual event, Mark Willis
stepped in to take over the group
and started holding the meetings
at CentraState Medical Center in
Frechold. After attending the
first-ever Facilitator's Conference,
the group became the Central
New Jersey CMT Support and
Action Group. The group held
events a little further north, like
the, now annual, Somerset Patri-
ots Baseball event. Eventually,
that spurred the creation of the
Morris County CMT Support
and Action Group.

Mark has CMT Type 1A.
Mark and his family have traced
CMT back to his maternal great
grandfather. Aunts, cousins,
even his sister, have it. Mark has
two sons. The oldest has CMT,
and they know one of his nieces
has it, and recently, her four-
year-old son was diagnosed. So,
Mark is determined to spread
the word and find a cure. “T’ll
never forget my first meeting,”
said Mark. “I was scared beyond
words—what did I know about
doing this? However, we were

freshly back from our first visit
to see Dr. Michael Shy when he
was at Wayne State, and I came
away from that experience
knowing I had to do more and
be a part of the change.”
Originally the group met
quarterly, but with the increased
attendance and so much infor-
mation to be communicated and
discussed, they began meeting
every other month. Speakers
have included Ken Cornell from
Cornell Prosthetics and
Orthotics, David
Singer from
Singer Stress
Management, and
a host of others
whose expertise
meant something
to each of the
members in their
CMT journey. A
few times a year
the group changes
the meeting for-
mat and holds
BBQs, restaurant
luncheons or

A

catered holiday
parties.

The co-facilitator of the
group is Jacky Donahue. She has
CMT1A and is concerned about
passing it on to her daughters,
ages 23 and 25. A few years ago,
Jacky Donahue joined the group
from the Philadelphia area SAG.
“I was driving an hour to
Philadelphia area SAG meetings
when I heard that there was a
central NJ group 10 minutes
from my home in Farmingdale.
I joined and when I saw the

Jacky Donahue and Mark
Willis complement each other
as SAG facilitators.

time and effort that went into
organizing these meetings, |
offered to help out. I am detail-
oriented and have some writing
and organizational skills to bring
to the table. Mark has experi-
ence, an established network of
CMTA contacts, and the ability
to keep one eye (sorry for the
pun, Mark, who has just had eye
surgery) on the big picture. We
complement each other, so it
works out well. But I have to
admit that nothing matches
Mark’s enthusi-
asm and
determination.
When meeting
details take a
detour or a
fundraiser
flops, he finds
that silver lin-
ing. Recently, a
speaker can-
celled at the last
minute, but
Mark plowed
ahead. The

room was full

to capacity,
including seven
new members, and there wasn't
a dry eye in the room after a
very open and moving round
table discussion.”

According to Mark, “These
meetings are so much more than
coffee and donuts. There is so
much that happens that can’t be
documented. Friends are found,
strength is shared, and hearts are
healed. And in the end, no one
really cares if we followed the
agenda or not.”
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Archy Visits Facebook Headquarters

fter the winter we've had

here at Greenwoods, it was

a wonderful treat to be
invited to travel to California to
go the headquarters of Facebook
in Menlo Park. I stayed with
Elizabeth Ouellette, and we
went to Facebook with Bethany
Meloche, whose fiancé works
there.

I was so in awe of this
place! The grounds were very
accessible and there was an air
of fun and happiness even
though it’s a place of work.
There was an arcade and a tiny
yellow brick road like in the
Wizard of Oz with a miniature
house and the legs of the
Wicked Witch sticking out and
lots of people playing street
hockey. (You did have to watch
out for flying objects.)

The Facebook campus was
enormous, but we only toured

one of the buildings. A pro-

grammer showed us around and
talked about things that were

way beyond my understanding.
His personal desk had two huge

monitors on it and the screens
were filled with computer code
... rows and rows of computer
code.

What impressed me was the
fact that in the back of all the
buildings was a long
walkway where peo-
ple of all ages
raced around on
foot, on bikes
and on skate-
boards. People
just whizzed by
me, who as you can
guess, was moving
much more slowly than the
average employee. Apparently,
there have been instances of
people walking and into the
walls while looking at their
iPhones and iPads, so there were
signs everywhere that said,
“Look up!”

There were lots of individ-
ual offices in the buildings and
most of the doors were closed,
so we could see the signs on the
doors. The phrase on each door
was a palindrome. (Remember

Bethany Meloche,
Elizabeth Ouellette
and Archy posed in
front of the “Like”
sign outside of
Facebook head-
quarters.

*‘

1 Hacker Way

Our mascot “Archy” writes
about his experiences as
a turtle with CMT.

that term from English class?)
Two examples we saw were
“Rats live on no evil star” and
“No melon, no lemon.”
They dont have any hidden
meaning; they just show the cre-
ative side of the employees
at Facebook.
We ate lunch in
a Mexican restau-
rant for free! And,
as if that werent
great enough, they
provide all the free
candy anyone could
ever want for their
employees. They also have a
wall of Legos where anyone can
make designs on the wall, so
I've decided that I want to study
computer programming and
work at Facebook one day,
although I'll have to assume that
when I'm older, I won’t overeat
the candy like I did on our visit.
I felt a lictle sick afterwards.

I only had one little com-
plaint. There were no ponds or
flowing water on the whole
campus. I will have to take that
up with the “powers that be” if
I really do apply for a job with
them one day. I wasn't sure how
I felt about the foxes, either.
There was a sign that read, “No
photos with the foxes.” There is
apparently a family of foxes who
have moved in at Facebook, and
they even have a Facebook page
dedicated to them.

Before we left, we finished
our busy day with a photo at
the famous “Like” sign. No
self-respecting boy turtle could
pass up the chance to be pho-
tographed with two fabulous
women.



L4 GIFTS WERE MADE TO THE CMTA

IN MEMORY OF:

ROY V. BEHLKE
Mr. & Mrs. Roy F. Behlke

HARRY BLUM

Mr. Jim Blum

Maria-Victoria Boucugnani

Dr. Lynda Boucugnani-
Whitehead

DUDLEY BOWLBY
Ms. Dawn Orr

MARY BRUGGEMANN
Mr. Louis Maresca

BETTY CHOW
Mr. & Mrs. Gene Lew

WILLIAM CLEMENT
Mr. & Mrs. Ray Gahill

RENIA COLE

Mrs. Donna Boe

Mr. & Mrs. Dale Hassinger
The Krumm Family
Midwest Disability PA

DONNA COLLINS
Dr. Catherine Hoyt Drazen

DONALD DRISCOLL
Mrs. Bobbye Driscoll

REGINALD DURDEN
Ms. Sara Gray

EUNICE FAIMAN
Mr. Robert Faiman

ALBERT FULTZ
Mrs. Judith Ruehl

CHRISTINE HOOK
Dr. & Mrs. Richard Bossert

MARGARET HULMES

Mr. & Mrs. Jack Fitts

Mr. & Mrs. Paul Anziano

Belchertown Little League

Mr. Ron Besancon

Mr. & Mrs. Dominic
Colaccino

Mrs. Janine M. Connor
(Besancon)

Mr. & Mrs. Michael
Forgue, Sr.

Mr. & Mrs. David Fredenburgh

Mr. & Mrs. Edward Fuller

Mr. Brian L. Gendron

Mr. & Mrs. Barry Goldberg

The Harlinski Family

Ms. Leita Hulmes

Mr. & Mrs. Steven Hulmes

Hulmes Transportation
Services, LTD

Mr. & Mrs. Robert Knight

Mr. & Mrs. Thomas Kubacki

Mr. & Mrs. Henry Lamoureux

M. Connie Laplante Real
Estate

Mr. & Mrs. Arthur Lemire

Mr. & Mrs. William
Malmstedt

Mr. Michael McCarthy

Mr. John Nekitopoulos &
Family

R.J.H. Investments

Sherman & Frydryk, LLC

MARY ING
Mr. Bryan Robertus

BETH LABONTE
Ms. Chevelle E. Bazo

ALVIN LIDSKY

Mr. Scott Butler

Kaplan/Stewart Attorneys
at Law

Ms. Cindy Price Gavin

SAM MALAMBRI

Mr. & Mrs. Robert Buczynski

Mr. & Mrs. Bob Esbensen

Mr. & Mrs. Mark Fister

Ms. Mary Flynn

Mr. & Mrs. Paul Gosiewski

Mr. & Mrs. William Helmer

Ms. Gayle E. Huffman

Mr. & Mrs. Steve MacCabe

Ms. Mally K. Miceli

Mr. & Mrs. Keith Parr

Mr. & Mrs. Seymour Rabens

Mr. & Mrs. Roger Seely

Mrs. Pamela Spriester Bell

Ms. Sandra Spriester
Markowitz

Mrs. January Van Dyke

DIANE MARTIN

Ms. Rochelle Foote

Mrs. Paige Griffith

Mr. & Mrs. Shawn
Hesselgrave

Mr. & Mrs. James Sorrells

STEVEN MILLER
Mr. & Mrs. Arnold Levine
Ms. Norma Sims

ANNE MONDEL

Mr. & Mrs. Fred
Hirschenfang

Ms. Barbara Toms

PAUL NAPPER
Mr. & Mrs. Scott Jonson

ARTHUR NORDIN
Mr. & Mrs. Robert Nordin

JAMES A. PULLIAM

Ms. Evelyn McMillan

The Marcus Shoemake
Family

WILLIAM QUINN
Ms. Maria Cargill

BILLIE ROBLES
Mr. Felix Robles

RICHARD ROTHMAN
Ms. Sheri Baker Levy

LEONA SHAPIRO
Dr. & Mrs. Dennis Gottfried

JACK SHERIDAN

The Bristol Lioness Club

Ms. Barbara Colbert

Ms. Terry Forstrom

Mr. & Mrs. Eric Forstrom

Mr. & Mrs. Arthur Geller

Interval Management Corp

Mr. & Mrs. Carl
Marcinkowski

Ms. Linda Lu McMullen

Ms. Kim Moebus

Mr. & Mrs. Al Rogalla

Mr. & Mrs. Jack Tranter

BRETT SHOPE

Mr. & Mrs. Carl Dupes, Jr.

Mr. & Mrs. Ralph Fisher

Mr. & Mrs. Thomas Fisher
& Family

Mr. & Mrs. Paul Gallo

Ms. Wendy Juodikis

Mr. & Mrs. Dennis Schmidt

Mr. & Mrs. Wayne Smeal

Mr. & Mrs. James Tyson

Mrs. Jennifer White

Mr. & Mrs. David Willey

SURVEY OF DISEASE BURDEN IN
GENETIC NEUROMUSCULAR DISORDERS

esearchers at the University of Michigan are interested in collecting patient impressions of how

WERNER SIEBERT
Ms. Marion Schmidt

SAMMY J. SMITH

Ms. Betty Aultman

Clinton, MS CMT Support
Group

JAMES SNOW

Mr. & Mrs. John Gallichio

Ms. Nina Rose Jawnyj

Mr. & Mrs. Jeffrey Jelm

Mr. & Mrs. Steve Kante

Mr. & Mrs. Randall
Kowalewski

Mr. Joe Lightcap

Mr. Jeff Musur

Ms. Lynn Nelson

Mr. Mark Richardson

Mr. & Mrs. Richard
Schwarzbach

Mr. & Mrs. Thomas Selzer

Mrs. Susan Snow

BEE & STANLEY SOLES
Ms. Cynthia Heier
Ms. Eleonora Jedrysek

HARRISON WELLS
Mr. & Mrs. William
Bollenberg

FENELON WHITAKER
Mr. & Mrs. Gerald Federici

IN HONOR OF:

DONALD ABRUTYN
Mr. Robert Schechner

MARILYN &

MARTY BERGER

Mr. & Mrs. Kenneth Handel
Mr. & Mrs. Richard Hayman
Mr. & Mrs. Jacob Sakwa

RACHEL BERRY-HALL
Ms. Jennifer McDaniel

THE BIDWELL FAMILY
Mrs. Ruth Todd

JOY COLBY
Mr. Robert Colby

FRANK DINGWERTH
Mrs. Sherry Brown

JACQUELINE DONAHUE
Mr. John Reilly

PATRICIA DREIBELBIS
Ms. Susan Salzberg

RENEE DUDOVITZ
Mr. & Mrs. Jay Eichler
Ms. Lori Gold

FREDERICK KREPPS
Ms. Kathleen Krepps

BENJAMIN MACHADO
Ms. Stephanie Powers

MAUREEN MIDDLEBROOKS
Ms. Emily Bayard

ALLISSA OBLER
Mr. Jason Obler

RAGINA PORTER
Mr. Dale Orwig

JILL PRICE
Mrs. Kim Gresko

GARY SHEPHERD
Ms. Ruth Loyd

SHARON SPIEGELMAN

Mr. Richard Berlin

Mrs. Lisa Hecht

Ms. Lori Lewis

Mr. & Mrs. Ronnie
Spiegelman

JEANA & RYLEE
SWEENEY
Mr. Donald Riffle

XAVIER VIROLA

Ms. Lisa Comstock

Mr. Frank Hill, Jr.

Mr. David Mussay

Ms. Carolyn Trinka
Village Tavern & Grill, Inc.

STEVEN WEISS
Mr. & Mrs. Richard Weiss

CONNIE, ELMER,
RITA, JR & KAY
Mrs. Judith Kubesh

genetic neuromuscular disease affects their lives, particularly issues such as pain, depression, fatigue,

sleep and cognitive problems. If you are an adult who has been diagnosed with a genetic neuromus-

cular disorder, such as muscular dystrophy, inherited neuropathy or Charcot-Marie-Tooth disease

(CMT), etc., you are invited to participate.

Your responses are anonymous, and there are no costs to taking part in this survey,

which should take you about 20 minutes to complete. To get started, please visit this webpage:

https://www.surveymonkey.com/s/UMNeuromuscularSurveyCMTA
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P& SUPPORT AND ACTION GROUP NEWS

e AZ - Phoenix Area

The group had a good turnout
for their February meeting.
Carly Siskind, a genetic coun-
selor from Stanford University,
served as guest speaker. This was
one of the most informative lec-
tures the group has had.

* DC - Washington DC

More than 30 people heard Jeana
Sweeney talk about CMT, the
work of the CMTA, ways to get
involved, fundraising, and more.
Very special thanks to Jeana and
her daughter Rylee for making
the trip from Pennsylvania. Con-
gratulations to Lynn Thomas for
knowing the answer to Jeanas
quiz question: “What does STAR
stand for?” The winning answer
was the Strategy to Accelerate
Research, which is making

DR. MICHAEL SHY SPEAKS

IN ONTARIO

he Southern

Ontario CMT
Support and Action
Group hosted their
first-ever CMT
Conference with
Dr. Michael Shy on
Saturday, March 1,
2014, at Victoria
Park Seniors Centre
in Fergus, Ontario,

Canada. It was a huge success! Dr. Shy led two sessions
on hot topics in the field of CMT. The first session was
for medical professionals and the second one was for

patients, families and caregivers. There were 14 medical

professionals who attended and over 70 patients, family

members and caregivers. All those in attendance were

grateful for the opportunity to meet Dr. Shy and have an

opportunity to ask questions and get concrete answers.

The conference raised $1,000 for the CMTA.

progress on several CMT types
and will soon result in human tri-
als for a potential drug treatment
for CMT1A.

* FL - Sarasota

On May 3rd, members of the
group met to hear Chris Toelle,
orthotist and manager of
Hanger Clinic, give an excellent
presentation about CMT and
AFOs. He showed the group
many of the latest types of
AFOQOs, spoke about emerging
advances in AFO design, and
answered questions from the
group while Jack Devine of
Hanger Clinic, Sarasota, FL,
assisted with the presentation
and distributed “goody bags” to
our members. The group was
made aware of the CMTA webi-
nars and many other resources
on the CMTA website. The
group was also updated on
fundraising, how each person
can be a part of the STAR initia-
tive, and the potential benefits
to us and successive generations.
One couple developed several
ideas for possible educational/
media events that might be held
in the fall, and one couple vol-
unteered to hold a social event
for our members at their home
later this year. The group is
really energized! Our next meet-
ings will be August 2 and
November 15.

* FL — West Palm Beach

Thank you to Jonathan Shochat
and “Arch O & P” for visiting
with the group for their March
16th meeting. Jonathan brought
to the group a depth of knowl-
edge regarding orthotics, AFOs,
and braces. He showed examples

of AFOs and braces while

answering questions regarding
individual equipment with
regard to Medicare billing. This
was a breath of fresh air for those
group members who have had
poor to reasonable experiences
with securing these walking aids.
Also, a special thanks to group
member Kurt Weiss for having
the vision to know the positive
impact that this professional
would have on the group.

* MA - Boston

The group met at Jill and Vitto-
rio Ricei’s home on March 12¢h.
Stories of CMT and HNPP, the
diagnosis and the treatments
were shared. They also discussed
STAR research, the Massachu-
setts Challenge fundraising
effort, and the Massachusetts
General Hospital Center of
Excellence.

* MD - Easton

The group met on March 8th,
with 16 in attendance. They
shared their handy gadgets, the
best canes, the best shoes, how
they get up off the floor after
falling, what exercises they do and
what braces work for them. It was
an energetic program with show-
and-tell. The most fun was when
everyone pulled up their slacks to
show their various braces. The
program was intended to allow
attendees to share their successes
and they really did! They hope
that their discussion inspires oth-
ers with CMT and other groups
to do the same. They were a reas-
sured group when they left the
meeting,

¢ NJ - Central New Jersey

There were 18 people, including
8 new members, present for the

(continued on page 15)



AL—North Florence

North Florence, AL CMT
Support and Action Group

Tina Smith
256-757-9250
Todd Oyen
256-810-6582

AZ—Phoenix Area

Arizona CMT Support and
Action Group

Pamela Palmer
ppalmeraz@gmail.com
Jim Blum
480-272-3846

CA—Los Angeles Area

Los Angeles, CA CMT Support
and Action Group

Steve Fox
805-647-8225

CA—Los Angeles

Los Angeles (South), CA CMT
Support and Action Group

Alani Price
310-710-2376

CA—Stockton

Stockton, CA CMT Support and
Action Group

Nina Anselmo
209-460-1716

CA—South Bay Area

San Francisco Peninsula/
South Bay CMT Support and
Action Group

Elizabeth Ouellette
1-800-606-2682 x107
Rick Alber
650-924-1616

CA—San Diego Area

San Diego, CA CMT Support
and Action Group

Jordan Thomas
619-549-0872

CA—Santa Rosa Area

Santa Rosa, CA CMT Support
and Action Group

Carol O’Bryan
707-823-0165

CA—Visalia Area

Visalia, CA CMT Support and
Action Group

Melanie Pennebaker
559-972-3020

CO—Denver Area

Denver Area CMT Support and
Action Group

Ron Plageman
303-929-9647
Dick Kutz

303-988-5581

CT—Hartford

Hartford, CT East CMT Support
and Action Group

Roy Behlke
239-682-6785

CT—North Haven

North Haven, CT CMT Support
and Action Group

Lynne Krupa
203-288-6673

DC—Washington, DC

Washington, DC CMT Support
and Action Group

Steven Weiss
Kimberly Hughes
301-962-8885

FL—Naples

Naples, FL CMT Support and
Action Group

Roy Behlke
239-455-5571

FL—Sarasota Area

Sarasota, FL. CMT Support and
Action Group

Rachel Rivlin
941-870-3326

FL—Tampa Bay Area

Tampa Bay, FL CMT Support
and Action Group

Vicki Pollyea
813-251-5512

FL—West Palm Bach

South FL CMT Support and
Action Group

Phil Lewis
561-630-3931
Eileen Martinez
561-777-8471

GA—Atlanta Area

Atlanta, GA CMT Support and
Action Group

Susan Ruediger
678-595-2817

IA—lowa Area

lowa City, IA CMT Support and
Action Group

Jeffrey Megown
319-981-0171

IL—Chicago Area

Chicago Area CMT Support and
Action Group

Dale Lopez
708-499-6274

IL—Norridge Area

Chicagoland (North) Support
and Action Group

Charles Barrett
224-628-5642
IL—Springfield Area

Central IL CMT Support and
Action Group

Eileen Parn
217-787-8658

IN—Fort Wayne Area

Fort Wayne, IN CMT Support
and Action Group

Aimee Trammell
574-304-0968
Priscilla Creaven
260-925-1488
IN—Lafayette

Lafayette, IN CMT Support
and Action Group

Connie Chance
574-595-0674
Lawane Lord

765-474-4000

KS—Wichita Area

Kansas Area CMT Support
and Action Group

Karen Smith
316-841-8852

LA—Baton Rouge Area

Louisiana CMT Support and
Action Group

Kathleen Douglas
985-215-3926

MA—Boston

Boston, MA CMT Support and
Action Group

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

MD—Baltimore

Baltimore, MD CMT Support
and Action Group

Clark Semmes
410-350-4812

MD—Easton

Easton, MD CMT Support and
Action Group

Missy Warfield
Seth Warfield
410-820-0576

ME—~Portland Area

Portland, ME CMT Support and
Action Group

Mary Louie
207-450-5679

MI—Chesaning Area

Chesaning, MI CMT Support
and Action Group

Carolyn Koski
989-845-5731

Mi—Kalamazoo Area

Southwest Michigan CMT
Support and Action Group

Jori Reijonen
269-341-4415
MS—Mississippi/
Louisiana

Clinton, MS CMT Support and
Action Group

Flora Jones
601-825-2258
Cindy Chesteen
601-668-5439

NC—Ashville Area

Asheville, NC CMT Support and
Action Group

Ruth Ann Carroll
203-855-9811

NC—Durham Area

Research Triangle Area, NC
CMT Support and Action Group

Margaret Lee
919-359-6003

NC—Wilmington Area
Wilmington, NC CMT Support
and Action Group

Laurel Richardson
814-404-8046

NE—Lincoln Area

Lincoln, NE CMT Support
and Action Group

Karri Hood
402-641-0443

NJ—Central New Jersey

Central New Jersey CMT
Support and Action Group

Mark Willis
732-252-8299
Jacqueline Donahue
732-780-0857

NJ—Morris County

Morris County, NJ CMT Support
and Action Group

Alanna Huber
973-933-2635

NM—Albuquerque Area

CMT New Mexico Support and
Action Group

Gary Shepherd
505-296-1238

NV—Las Vegas Area

Las Vegas, NV CMT Support
and Action Group

Virgina Mamone
702-343-3572
Melissa Adams
702-339-0962
Jerry Cross
775-751-9634

NY—Horseheads Area

Horseheads, NY CMT Support
and Action Group

Angela Piersimoni
607-562-8823

NY—Long Island Area

Long Island, NY CMT
Support and Action Group

Shari Loewenthal
631-254-8960

NY—Manhattan Area

New York, NY CMT Support and
Action Group

Amanda Imbriano
516-680-2981
Barbara Abruzzo
212-473-4157

NY—Upstate New York

The Upstate NY CMT Support
and Action Group

Richard Piche
518-331-2020

NY—Westchester Area

Westchester, NY CMT Support
and Action Group

Beverly Wurzel
Frank Wurzel
201-224-5795

OH—Cleveland Area

Cleveland, OH CMT Support
and Action Group

Heather Hawk Frank
440-479-5094

OH—Dayton Area

Dayton, OH CMT Support
and Action Group

Laura Wootan
937-859-6390

PA—Bucks County Area

Bucks County, PA CMT Support
and Action Group

Linda Davis
Mitch Davis
215-943-0760

PA—Ephrata, PA

Ephrata, PA CMT Support and
Action Group

Rachel Weaver
717-344-6063

PA—Johnstown Area

Johnstown, PA CMT Support
and Action Group

J.D. Griffith
814-539-2341
Jeana Sweeney
814-269-1319

PA—Northwestern Area

Erie, PA CMT Support and
Action Group

Joyce Steinkamp
814-833-8495

RI—East Providence
Area

Rhode Island CMT Support and
Action Group

Meredeth Souza
Raymond Souza
401-433-5500

SD—Hartford Area

Hartford, SD CMT Support and
Action Group

Serena Clarkson
605-215-8853
Tom Clarkson
605-370-7595

TN—Nashville Area

Nashville, TN CMT Support and
Action Group

Bridget Sarver
615-390-0699
Gwen Redick

256-655-0391

TN—Savannah Area

Savannah, TN CMT Support and
Action Group

Reagan McGee
731-925-6204
Melinda White
731-925-5408

TX—Dallas Area

Dallas, TX CMT Support and
Action Group

Michelle Hayes
972-539-0905

TX—EI Paso

El Paso, TX CMT Support and
Action Group

Veronica Gallegos
915-852-2273

UT—Orem Area

Orem, UT CMT Support and
Action Group

Melissa Arakaki
801-494-3658

VA—Harrisonburg Area
Anne Long
540-568-8328

VA—Shenandoah Area

Northern Shenandoah Valley
CMT Support and Action Group

Teresa Frederick
540-336-4496

VA—Williamshburg Area

Williamsburg, VA CMT Support
and Action Group

Nancy Mollner
757-220-3578

WA—Seattle Area

Seattle, WA CMT Support and
Action Group

Ruth Oskolkoff
ruth.oskolkoff@gmail.com

WI—Milwaukee Area

Southeastern WI CMT Support
and Action Group

Susan Moore
414-510-8736

WV—Vienna Area

Parkersburg/Vienna, WV CMT
Support and Action Group

Rebecca Knapp
304-834-1735

GROUPS IN CANADA
AND MEXICO
CAN—British Columbia

Victoria, BC CMT Support
and Action Group

Melanie Bolster
250-888-7713
Neville Tate
250-656-2547
CAN—Ontario

Eastern Ontario CMT Support
and Action Group

Robin Schock
613-389-1181
Southern Ontario CMT
Action and Support Group
Kelly Hall
519-843-6119

Mexico

(This group will be in Spanish.)
Meéxico CMTA Grupo de
Apoyo y Accion

Gina Salazar
Gina_oviedo@
hotmail.com

Most Support and
Action Groups can
be accessed at
www.cmtausa.org.
They can be found
in the CMTA Online
Community under
Support and Action
Groups.
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The CMTA Report is published
by the Charcot-Marie-Tooth
Association, a registered non-
profit 501(C)(3) health
organization. © 2014, 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.

P\ ASK THE DOCTOR

Dear Doctor,

Have there been any reports of
worsening of the neuropathic pain
of CMT with the use of Rivastig-
mine (Exelon Patch) for treatment
of early-stage Alzheimers Disease?
An 81-year-old female patient
diagnosed about 10 years ago with
CMT (symptoms primarily neu-
ropathy in lower legs and hands)
had considerable increase in pain
and impaired walking after
increasing her dose of Rivastigmine
(having started on lowest dose three
months ago). I did not see this drug
listed on the CMT list of toxic
drugs. Her condition is improving

upon stopping of the higher dose.

Doctor Louis Weimer replies:

I don’t have too much experi-
ence with this patch. It could
cause some tingling and muscle
twitching but should not injure
nerves or worsen CMT.

Dear Doctor,

1 have been on bisphosphonates for
quite a while until I developed an
ulcer. Now I am in need of
returning to some medication to
help with my bone density issues.
wonder if Reclast or Prolea would
be helpful. I am worried that the
injection of Reclast would be too
strong for my body to handle. Also,
1 wonder about Boneva or Foso-
max. Are any of these drugs better
choices for someone with CMT
and severe bone density issues?

Dr. Weimer replies:

I know of no neurological prob-
lems from any of these
treatments. I'm certainly not
knowledgeable enough about the
differences between treatments to
recommend one over the other
for medical reasons. Obviously
bone health in general is impor-
tant for all CMT patients.

c

MICHAEL GRIFE WINS FIRST CMTA
WORDS WITH FRIENDS TOURNAMENT!

Dear Doctor,

1 have a nine-year-old daughter
with CMTIA who is also autistic.
She is showing early signs of
puberty, and I'm trying to get infor-
mation about how birth control
can affect her CMT. I am consider-
ing the birth control for the autism
due to statistics that show that
monthly cycles come with seizures.
The birth control would be one
that would stop the cycle, therefore
eliminating the seizures.

Dr. Weimer replies:

The issue is not clear, but there
is no established link. Some
progesterone inhibitors are
experimental targets for CMT
treatment, but I know of no
reports of birth control pills

worsening neuropathy or CMT
weakness.

-
M
T

he game’s lead slipped back and forth many times on the night of

March 26th. Sometimes Mike was in the lead, other times Matt was
behind. But the tide finally turned when Mike laid down the word
“inked,” boosting the value of his tiles with a triple word score. In the
end, sometime after midnight, the game concluded with the score Mike
421 and Matt 386. Mike Grife claimed the title of First CMTA Words
with Friends Tournament Champion.

While Mike may have won the trophy, everyone in the CMTA was a

winner. The players agreed that they had a wonderful time, and the tour-

nament raised $800 for CMT research. The tournament was such a

success that the CMTA launched a bigger, better WWF tournament on April 15th. You can sign up

for CMTA eNews and receive updates on future Words with Friends Tournaments at

www.cmtausa.org/url/enews.

When not playing Words with Friends, Mike Grife lives peacefully in Boca Raton, Florida, with
his wife, Alyssa. This year he founded the Grife Law Firm, focusing on serious personal injury. Mike

has been named a Rising Star by Florida Super Lawyers and is rated 9.1 (excellent) by Avvo, a legal rat-

ing organization. In addition to being an avid supporter of the CMTA and the STAR initiative, Mike

is an animal lover and supports the Tri County Humane Society and ASPCA.



SUPPORT GROUP NEWS

(continued from page 12)

March 23rd meeting. Topics dis-
cussed included braces, AFOs,
orthotics, podiatrists, the Aetrex
shoe offer, STAR, the STAR-
POWER Challenge, and the “Easy
Thousand” fundraising ideas.

* NC - Durham Area

There were 15 people present at
the April 12th meeting. The first
guest speaker was marathon runner
Beth Deloria. She is sponsored by
Allard USA, and she has drop foot,
which left her in need of braces in
order to walk and run in
marathons. Their next speaker was
Jayme Brendle, the Allard Mid-
Adlantic District Manager. She
brought many different sizes and
styles of Allard braces. She
answered many questions and wel-
comed people to try on the brace
she thought would fit them best.

* NY - Westchester

Ken Cornell, CO, FAAOP, gave a
presentation on the orthotic man-
agement of CMT at the April
meeting. Ken demonstrated bracing
options and several members were
evaluated individually. Laurie Lasky,
Northeast District Manager of
Allard USA, was also in attendance.
e PA - Ephrata, PA

Although the meeting was brief,
the group shared stories of their
successes and failures and learned
a lot from each other.

* WI - Milwaukee Area

Thirteen members gathered at
AccessibleWear, a new retail store
for those that need adaptive
clothing, accessories, and shoes.
The group welcomed two new
members. The owners of the com-
pany demonstrated some of the
products they had to offer. This
was one of the best meetings yet.
Everyone left smiling.
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Definite high risk
(including asymptomatic CMT):
Vinca alkaloids (Vincristine)

Moderate to

significant risk:

Amiodarone (Cordarone)

Bortezomib (Velcade)

Cisplatin and Oxaliplatin

Colchicine (extended use)

Dapsone

Didanosine (ddl, 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 B6)

Stavudine (d4T, Zerit)

Suramin

Taxols (paclitaxel, docetaxel)

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

WHAT IS CMT?

CMT is the most commonly inherited
peripheral neuropathy, 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
deferioration 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 treafed.

CMT causes foordrop walking gait,
foot bone abnormalities, high arches
and hammer foes, 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

it 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 fest include 1A, 1B, 1C,
1D (EGR2), 1E, TF 1X, 2A, 2B, 2E,
2F 21, 2), 2K, 4A, AC, 4E, 4F, 4],
HNPP, CHN, and DSN.

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



