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REPORTS FROM ATTENDEES AT THE CMT CONSORTIUM IN BELGIUM

CMT in Malaysia

1éy Shelisa, Faculty of Medicine,
University of Malaya

n the 27th of July, I trav-

elled 9,000 miles from

Kuala Lumpur to Antwerp
to attend a meeting that would
leave a deep impact on me. I
had been selected to present my
findings in front of experts in
the field, some of whom also
had traveled across the globe to
be there! As I stepped onto the
stage, I pushed myself to breathe
and I began to tell the story of
my work on CMT in Malaysia.
Let me share some of that story
here with you.

I work in a team together
with Azlina Ahmad-Annuar,
Sarimah Samulong, Nortina
Shahrizaila and Goh Khean Jin,
and we have been working on a
Malaysian family with CMT.
The parents are of Indian eth-
nicity and are first cousins. Two
sons are affected with CMT,
while a daughter and another
son are normal. When their
eldest son first came to the hos-
pital, he was only 13 years old.
Clinical examination revealed
that he had CMT, but he also
presented with some extra phe-
notypes which are not typically
seen in CMT patients. He has
been a regular visitor to the neu-
rology and physiotherapy clinic
since then. Seven years later, his
youngest brother was also diag-

CELEBRATING AWARENESS, Southern Ontario Support and Action
Group members Ron Detta, Kelly Detta-Hall and Julie Detta pose with
Michael Chong (Member of Parliament of Wellington-Halton Hills) to
show off the proclamation recognizing September as CMT Awareness
month in Canada.

nosed with CMT at 13 years old
and, in addition, he also has
mild intellectual disability. We
performed genetic screening of
the commonly associated CMT
genes on both brothers, and the
tests were negative. Upon discus-
sions with our collaborator
Marina Kennerson in Sydney,
we sent DNA from the brothers
for exome sequencing to identify
the causal gene.

Sixty-thousand DNA vari-
ants later, I am down to a few
promising candidates, but there
are still many others that need to
be screened, and we are still refin-
ing the method to analyze the
data. This is partly because the
brothers are from a consan-
guineous marriage, so we are
taking various approaches. The
inheritance pattern in the family
is suggestive of an autosomal

recessive disorder, but since only
the brothers are affected, it could
also be X-linked. The progress of
analyzing the data is long. I need
to validate each potential variant
from the exome data and check
to see if it is only present in the
two affected brothers and not in
their normal siblings and other
normal individuals. I have tested
almost 50 and theres still some
way to go. We are excited about

(continued on page 4)
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How to Organize a Fundraiser

BY HERB BERON, CHAIRMAN OF THE CMTA BOARD OF DIRECTORS

ack in May of 2007, my

wife Rachael and I were talk-

ing about our family’s
charitable giving. Our son Josh
was 10 years old and our daugh-
ter Julia was 6. When Josh was a
newborn, he was diagnosed with
a heart defect known as Tetralogy
of Fallot. (He subsequently
underwent open heart surgery
when he was seven months old.)
Our charitable donations at that
point went primarily to the chil-
dren’s hospital where his surgery
was performed. It was at that
point—we had learned of Julia’s
CMT within the prior year—
that we decided that we needed
to start giving to CMT-related
causes. During Internet searches,
my wife found that there was
someone swimming in the
Chesapeake Bay in Maryland to
raise money for the Charcot-
Marie-Tooth Association. Since
she was from Baltimore, my wife
felt an immediate connection
and somehow got in touch with
Board Member Steve O’Don-
nell. The rest is history. I am one
of those people who know what
he’s good at (and more impor-
tantly, know what he’s noz!) For
those who know me, swimming
is clearly not my forte, but I
knew that I was organized and
could put together a plan to
start a fundraiser.

Having been solicited by so
many charities over the years, I
felt that I had a decent idea of
what is successful and what is
not. The first step was to create a
compelling reason for people to
donate. I composed a well-

worded (but not too long) email,
which I sent to my entire per-
sonal and business email
directories. After speaking with
the CMTA, we realized that wed
need our own specific fundrais-
ing website (to make it easy for
donors to contribute).

Once that was done,

our initial email was

sent. I followed up

with personal thank-

you emails, swimming

status updates, and a

final picture. That

first year, we really

didn’t know what we

were doing My wife and her sis-
ter were the only swimmers for
Julia, yet we were able to raise a
significant amount of money just
through our personal and busi-
ness contacts. The following year,
many of our friends wanted to
swim as well, and seven cars car-
avanned from New Jersey to
Maryland. I asked all of the
other swimmers to forward that
email (or make their own) to all
of their email directories as well.
When a donation came in from
someone whose name I didn’t
recognize, I would forward an
email to all of the swimmers and
ask them to identify the donor.
They could then send the appro-
priate thank-you.

The year after that, we
decided to bring the swim to
our home state of New Jersey.
We belong to a local lake club
and approached the manager
about hosting the swim. He
gladly provided lifeguards as well

as boats to accompany the

swimmers (in case somebody
started swimming like ze!).
Looking back, that was an
important year for our swim. As
this had been entirely about rais-
ing money, it now also became
equally about raising awareness
in our community.
We actively recruited
swimmers of all ages
to join us (and only
required them to
spread the word). We
started a silent auc-
tion—originally we
asked local businesses
(i.e. restaurants, retail
stores, gas stations, etc.) to pro-
vide gift baskets or gift
certificates. We would package
several restaurant certificates
together in one basket and call it
“Taste of Montville” or “Cald-
well Eats.” We also asked the
swimmers to solicit businesses or
obtain any items that we could
place in our silent auction. We
now regularly get donations of
sports and entertainment tickets,
memorabilia, and even several
“experiences” (set visits to “Mod-
ern Family,” “NFL on CBS,”
“Wipe-Out,” and the “Rachael
Ray Show,” just to name a few).
It turns out that everybody knows
someone who can offer some-
thing unique that can be
auctioned. That year, we also
started having custom tee-shirts
donated (that we sell at the
event). Three years ago, we
started our own TeamJulia Face-
book page (which we use to
spread the word to an even
larger audience). Our swim has



become a Labor Day tradition
in our town—and now as
Chairman of the Board, it
makes it even sweeter for me
that it happens at the beginning
of Awareness Month. At the
time of this writing, TeamJulia
has raised $538,226.73 (and
counting!) since its inception!
The bottom line—fundrais-

ing is hard ... but my primary
suggestions are:

* Make your fundraising “ask”
personal. Almost everyone you
know gives to some form of
charity, and especially to causes
of friends (or friends of friends).
Don't be scared to open yourself
up. I¢s difficult, but it works

(and the correspondence that
you'll receive from so many peo-
ple is often very therapeutic as
well).

® Get creative. We never
thought about having a silent
auction before. Now it has
turned into a lot of fun and is
very profitable. We have 100-
150 people attend our event
each year, and everyone looks
forward to seeing which auction
items we get each year.

* Keep up the correspondence
with your donors. Send personal
thank-you emails (or make calls)
to let them know how much
their gifts mean to you.

SPREADING AWARENESS...
Many of the CMTA's Support and Action Groups and

their members requested proclamations from their
Governors or Members of Parliament recognizing T
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Send updates on your event—
we send our first email three
months before the actual event,
then follow up with status
emails each month until the day
of the event, and then a final
email with pictures, etc. On
your subsequent emails, keep
them short and funny. (I'll often
joke about the swimmers work-
ing on their stamina, etc.)

Best of luck always—if you
ever have any questions about the
process, feel free to reach out to
me at hberon@optonline.net.

of Proe

w

- o T

MERLAS, s
e Toh e

L4Od3Y VIWD FHL

€10T ¥390100/¥39W3Ld3S

lamalion by the Govermor

o STy 538 1 s M s appesly .k o e b

vy LR s e s i e 0 e v i ey g e, i o
e

XL, O e o e g e e
- o ! e s g .
" e e S e e et
TR e = i e s ey s e I ST
e sty et i i
onas oo e b = T i et ——
o e ot "5 e o i i, e e e Sk i) s e
 dismars coveeed s, CMT s 8 dinonder B

ORLNIAR, e b, e g, b ko -
Smcriation e e ot 3o e and s et R T 1 4 AT Kty

D ——.

e

Liie i
e R e

Gt sl of St
o b
st e et dy o 47

i
i
Uard s

WHEREAS, ¢
oo,

Tetions

) (=

e of the e of AW pyland

WHEREAS, -y,
“’a FUEREAS €307 4 e,
ﬂrb ot e Y 4 P
o 2% 800 g g
n b o s, et oy

WHERRAS
the
A Sty P i

ewide. o

O, TICKEPORE, 1, MEMN BANIMYAS, CoNERNGR
b et wjgrmber i - T STATE O v,

oot Mk bt Aarenass 5o b

. . STAvE gy TENNESBEe
OCLAM ATION
ar vHg Saveawggp
oo MaeieTouts (O iy g
Pitcimasely | “'}gn,\.,:"”:“.‘m:ml.':‘ Cpmenhin

' Aoy
PPl 356 e

913 the By

500 of he g
04 o o iy © e

22 Rearch gy o deveiy

5 i pppp ¥ €St i gy
BE ”_ e i "Nll]m%ﬂmmnm":‘“‘!;‘:.k ’}M
. o
NOW, Thippyy, ot
e it o e O, L Bl Hr E
Septeziber 3013 4y  evemor of tn S of
(F/f/ o Tt o by prt,
At by

Bz pee. L'%;'M G

n Tennes
10 e ol ctene

y o Oy
O ehs [ Y

e 8 e ey ey

'ﬂar%ﬂ(i“m



€10Z ¥390100/439W3Ld3S

L4043y VIWD FHL

REPORTS FROM ATTENDEES AT THE CMT CONSORTIUM IN BELGIUM

MALAYSIA

(continued from page 1)

our promising candidate genes,
because, to our knowledge, these
genes have not been linked to
CMT before. To be sure about
which gene is the culprit, I will
need to examine the effect of the
mutation on the gene and ana-
lyze how this could lead to CMT.
This family is one of several
that we have recruited from the
University of Malaya Medical
Centre (UMMC). Our team
pioneered research into CMT in
Malaysia, and, in fact, literature
on CMT in the rest of Southeast
Asia is lacking. Recently, we
published a paper in Muscle
Nerve on 25 Malaysian CMT
cases. Around 60 percent of the
cases had mutations in the com-
monly associated genes, PMP22
and GJB1. Based on this cohort,

PEDIATRIC CLINIC OPENS FOR
CMT CHILDREN IN FLORIDA

r. Richard Finkel has started a new multidisciplinary
neuromuscular clinic in Orlando at the Nemours Chil-

dren’s Hospital. This new facility opened in October, 2012,
and is already seeing many infants, children and adoles-

cents with both common and rare disorders of nerve and

muscle, with a special focus on CMT. Dr. Finkel has par-

ticipated in the Inherited Neuropathy Consortium and
helped develop the “CMTPeds Scale,” which is now the
standard means of evaluating children with CMT. Team

members include Dr. Finkel (Neurology), Dr. Stephanie
Reid (Pediatric Physical Medicine and Rehabilitation),

Dr. Steven Frick (Orthopedics), Carrie Crain, MS (Genetic
counselor), Sissy O’Reardon, ARNP (Neurology Nurse
Practitioner), Matt Civitello, MPT, and Jenna Turner,
MPT (Physical Therapy), Betsy Burgos, OTR (Occupa-
tional Therapy and Assistive Technology), Aimee

Molineaux (Medical Nutrition) and social work support.

Dr. Finkel also performs EMG and nerve-conduction test-

ing on children. To inquire about this CMT clinic call
407-650-7250 or email Heather.Franceschini@nemours.org,

we found that X-linked CMT
was the predominant type in
Malaysia, which differs from
other studies reported In Korea,
Japan and China, where
CMT1A (PMP22 duplication)
is the most common subtype.

The meeting in Antwerp
really energized me and my
research into CMT, and the
advice that I received from the
other researchers has been
invaluable. I was impressed with
how freely knowledge and expe-
rience were shared, and the
imaginative approaches of the
researchers inspired me to be
more creative in my scientific
approach. I would like to express
my gratitude to the CMTA for
the travel grant support and also
to the families participating in
this study. Nine thousand miles
was a long way to go, but it was
worth it!

Characterization of
Two Mitofusin 2
Knock-in Mouse

Models

Alleene Strickland, Neuroscience
PhD Candidate, University of
Miami Miller School of Medicine
These mice contain the com-
mon, dominant R94W and
R94Q mutations in Mfn2, a
gene associated with many
severe cases of CMT. In mice,
inheritance of two copies of
either gene is lethal to new-
borns, but we were able to study
cells harvested from these mice,
which showed deficits in energy
production and mitochondrial
function and structure.
Inheritance of a single copy
of either gene was not lethal, so

these mice were studied well into
their adult life. Nerve conduc-
tion and structure appeared
normal, even in older mice. In
addition, most behavior and
physical ability was unimpaired
by either mutation. However, the
R94W mutation caused an age-
dependent, progressive decline in
unprovoked movement, so that
by two years of age, R94W mice
covered only 75 percent of the
distance that their wild type lit-
termates voluntarily explored.
While these mice do not display
the severe phenotype seen in
humans, they can provide us
with cells that can be used to
screen potential drug therapies.

AminoacylHRNA
Molecules

Na Wei, Post-Doctoral Researcher,
Scripps Research Institute, CA
I’'m a postdoctoral researcher at
The Scripps Research Institute
in California. Studies in our lab
are mainly focused on aminoa-
cyl-tRNA synthetases. Over the
last decade, tRNA synthetases
have emerged as a new class of
regulatory molecules with wide-
spread functions beyond their
classic role in protein synthesis.
At the same time, they have
become one of the largest pro-
tein families associated with
CMT diseases.

In my research work, I
found that tyrosine tRNA syn-
thetase (YARS or TyrRS), whose
mutations are causally linked to
a dominant intermediate type of
CMT (DI-CMTC), enters into
the nucleus and activates a tran-

scription factor E2F1 when cells
(continued on page 18)



The Seven Stages of Drug Development

As you probably know, the CMTA is aggressively fighting to find a pharmaceutical treat-
ment, and, ultimately, a cure for all types of CMT. We have gathered a robust Scientific
Advisory Board, found experts in the industry, and forged partnerships to accomplish
our goals. Through these collaborations, we have the right knowledge base, technology,

and expertise to deliver success. In fact, we have developed protocols and partnerships
for 90 percent of all types of CMT—1A, 1B, 2A, and X.

In our journey toward suc-
cess, there are seven stages for
drug development we must
accomplish:

Create laboratory disease

models that replicate each
type of CMT. Once we have a
robust population with off-
spring that exhibit symptoms,
we can use those models to test
candidate pharmaceuticals.

Build cellular assays. Create
and reproduce cells with
each type of CMT that we can
use for large testing of many

different pharmaceuticals.

Screen the cellular assays

with different pharmaceu-
ticals. This has been done for
type 1A at the National Insti-
tutes of Health, with over
350,000 pharmaceuticals
tested. Success has been
achieved with one class of
drug compounds, leading us
to stage 4.

Test the candidate drug

compounds in the labora-
tory models. Give the
symptomatic models doses of
candidate compounds to mea-
sure their improvement.
Testing is currently underway

for type 1A.

Test the compounds for

dosage, toxicity and viabil-
ity. This is done in private and
academic laboratories to find

GREEN ARROWS REPRESENT RESEARCH SUCCESS TO DATE

CMT2E
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the exact dosing which will
ameliorate the root cause of

CMT.

Conduct pre-clinical

Phase 1 human trials. A
small group of strong, healthy
people without CMT will take
the dose of the compounds to
test for human side effects and
toxicity.

Conduct pre-clinical Phase

2 trials. Through the CMT
Centers of Excellence, small
groups of people with CMT
(type specific) will engage in
pharmaceutical trials to under-
stand the positive impact the
drug will have on CMT. Once
these trials are concluded and
the FDA has approved the use
of the drug, it can be delivered
to the market, accessible to

everyone with the type-specific
CMT.

The graphic above outlines
the seven stages with the green
arrows demonstrating our cur-
rent successes. The yellow
arrow represents the protocols
which have been developed.
Since this graphic was created,
protocols have been developed
and financial support has been
given for types 1B and X.

The CMTA is proud of
our research achievements.

We expect significant success
in each of the stages in the
coming months.

If you have any questions
about our research, or if you
want to support our research
programs, please contact us at
info@cmtausa.org.
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As part of Awareness
Month activities,
people submit lefters
recommending their
friends, family and
others fo be recipients
of the “I'm a Shooting
Star” (for children) or
“V'm a Star” (for
adults) awards. The
awards celebrate the
energy and enthusi-
asm with which
people with CMT live
life. This year the
Awards committee
chose Allison Stanley
as the Shooting Star
and Michele Kekac
as the Star. Here are
their winning letter
entries.

Two ‘Stars’ Receive Awards

A Shooting Star:
Allison Stanley

Nominated by her parents
Mark and Christine Stanley

e would like to introduce
you to our ten-year-old
daughter, Allison. She was
diagnosed with Charcot-Marie-
Tooth just over two years ago.
She has CMT Type 4. We were
very surprised because there is no
history of CMT in the family.
The doctors say that she is a rare
case. She had surgery on both
legs to lengthen her Achilles ten-
dons shortly after her diagnosis.
She spent eight weeks in a
wheelchair while she healed. She
now wears braces on her legs
most of the time. She does phys-
ical therapy and horseback riding
therapy to keep her strong.
She just started fifth grade.
She is on the safely patrol. She is
going to run for student council.
She is also a nearly straight-A
student. Her school is very sup-
portive. They have even done a
couple of fundraisers for her.
We have been involved with
the Muscular Dystrophy Associ-
ation since her diagnosis. She is
currently the Michigan Ambas-
sador for the MDA. We have
attended many Lock-Up
fundraising events to support
the MDA. Our biggest accom-
plishment this year was raising
over $5,200 for the Muscle
Walk. All of the money went to
the MDA summer camp, which
she attended for the second time
this summer.
She is a very determined
young lady. Recently, she had to
make one of the hardest deci-

sions in her life. She
had to give up her
dancing. Her legs just
were not strong
enough anymore.
Instead of getting mad
or sad, she found
something else that she
loves. She took up
horseback riding. She
is amazing at it. She
recently did a horse
show and won a first,
third and fourth place.
One of the biggest
things that everyone
notices about her is her
smile. She has a smile
that warms everyone’s
heart. She is also one of
the most caring and
loving young ladies

She has never let this
disease define her.
There is something she said that
I will always remember. Shortly
after giving up dance, she said to
me, “Mom, I know my legs
don’t work right anymore, but I
know that God gave me this dis-
ease for a reason. It was so I
could help other people know
about it.”

We recently had to get a kit
to turn her bike into a three-
wheeled bike because she doesn’t
have the muscle tone to support
a two-wheeled bike. Allison was
just so excited because she
finally had a bike to ride. We
now incorporate this into her
physical therapy program. She
rides three miles at least three
times a week.

We are so blessed to be a
part of her journey with CMT as

Ten year-old Allison Stanley, diagnosed with
Type 4 CMT, shows off her newly created three-
that you will ever meet. wheeled bike which she uses in her physical
therapy regimen.

she gets older. We know that
with the love and encouragement
of her family and friends, Allison
will do amazing things and never
let her CMT keep her from try-

ing new things and loving life.

A CMT Star:
Michele Kekac

Nominated by her sister
Kalila Dias Brandao

ichele was very young

when the pain started. We

lived in a small town in
Brazil at the time, and all the
doctors told us it was growing
pains. She was very clumsy and
fell all the time; her legs seemed
too weak for her body. We never
thought anything of it. In 2005,

after years of suffering and seeing



countless doctors, Michele was
diagnosed with CMT Type 1A.
By that time, the disease had
advanced considerably; her feet
were full of calluses, and the pain
had intensified.

We went through all the
stages: first came denial, then
acceptance, research, awareness,
surgeries, disability, and, finally
faith and an unbending will to
make a difference. I cannot say
how I'd react to this situation if T
were in her shoes. I am certain
that I would not be as brave, or
as strong. As CMT played havoc
with Michele’s body by changing
her life and limiting her abilities,
it also changed her spirit and
gave her purpose.

Michele is a CMT Star
because of her
kindness, strength
and persistence. In
January 2010, she
started a blog,
“This is my jour-
ney: My life with
CMT.” At first it
was a way to com-
municate and
update family and
friends. Soon, it
became an escape
valve where she
poured out her
heart, anguish,
hopes and fears.
Then, other
patients with CMT were drawn
by her words and found hope in
her strength. Most, like her, had
never talked with or met another
CMT patient. The blog became
a way to connect to people who
shared the same reality.

Fueled by her new experi-
ence, Michele decided to be
more active in the CMT com-

munity. Through some of the

Michele Kekac is, indeed,
a star because she is kind,
strong and persistent and

is currently working on a
fundraiser for the CMTA in CT.

friendships she created online,
Michele helped to create a group
blog, “Clicks for CMT: Bloggers
Raising Awareness.” This group
of motivated women helped raise
much awareness during last year’s
CMT Awareness Month by
chronicling their stories and
experiences.

One of the hardest decisions
my sister has had to make was to
retire at the ripe old age of 31
from a job she loved due to
chronic pain and chronic fatigue.
Her firm was just as sad to see
her go and honored Michele by
selecting the CMTA as the orga-
nization spotlighted at one of
their largest events. The Women’s
Tea in 2012 was a huge success
and exposed many professionals
to CMT who had
never heard of it.
This event helped
raise $1,800 for
the CMTA.

After Michele
experienced the
positive reaction
from this event,
she decided to
make an even big-
ger impact. She is
now planning her
first fundraising
and awareness
event in her town
of Shelton, CT.
She is hoping to
sell over 100 tickets, and the
donations have started coming
in. With a month to go, she has
already helped to raise over 30
percent of the $5,000 goal. She is
also spreading the word in the
Connecticut media by giving
interviews to local papers and is
even taping her first on-air seg-
ment—all to raise awareness of
this wonderful cause.

A Special Thanks to
All Federal Employees

hank you very much for your past

support of the CMTA through the
Combined Federal Campaign. In total,
2012’s contributions were over $20,000,
allowing us to continue to meet our mis-
sion every day. As you know, the CMTA
has three focus areas: improving the quality
of life for those with CMT by providing
resources and information, increasing
awareness about CMT and funding
research for the development of treatments

for all types of CMT. Our progress includes:

* Creating 55 Support and Action
Groups throughout North America,
providing local resources for those

with CMT.

* Building our social media presence and
interacting with over 10,000 people
through Facebook, Twitter, LinkedIn
and Pinterest.

* Spreading the word about CMT to
physicians and clinicians through trade
magazines and partnerships.

* Gathering a robust Scientific Advisory
Board, identifying experts in the indus-
try, and forging partnerships to develop
protocols and pathways for 90 percent of
all types of CMT—IA, 1B, 2A, and X.

Your generosity has helped us achieve
these major milestones. Thank you!

In the coming
weeks, the CFC will
open again for the 2014
giving year. As promised,
the CMTA has been

named as one of the

Best in America as certi-

fied by Independent

Charities of America. The CMTA is also

approved as a national charity for the 2014

giving year. Our CFC number is 10597.
Thank you for all of your support!

We are very grateful to you!
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Parents: Do You Want to Do
Donate to Research.

any of us with children

with CMT face difficult

obstacles in dealing with
the disorder, both practical and
emotional. On the practical side,
we try to address the problems as
they develop. These include
issues like when and how to use
orthotics/AFOs, when and how
much bracing should you insist
upon, how often is physical ther-
apy needed, and at what point
do you turn to surgical options.

Along with each decision
comes an emotional response. In
addition, as parents, we face
other practical issues as children
move through their youth.
These include involvement with
sports as well as non-athletic
activities such as theater and
music. All of these activities can
be more difficult for a child with
CMT, particularly if he or she
has siblings that do not suffer
from CMT.

Perhaps harder are the emo-
tional issues of wanting to do
whatever you can to make life
easier for your child. In addition
to trying to provide emotional
support for your child as he/she
makes his/her way through life,
there is always the feeling of “I
could do more!” Many times
this feeling is suppressed because
you do not know what else you
could do to help.

There is something you can
do, and it is easy—donate to
research to find a treatment for
CMT.

There has never been a bet-
ter time to use any resources
available to move the research

ball just a little bit closer to the
goal of finding a treatment and
cure for CMT.

With its world-class Medical
Advisory Board and strong lead-
ership, the CMTA has made
tremendous strides in leveraging
any donations to research to
have the maximum possible
impact. Anyone who has read
these newsletters or looked at
the brochures or other materials
involving the “STAR Program,”
the “Time is
Now” cam-
paign, or any
other research-
based initiatives
knows that
there are plenty
of opportunities
to assist in finding the treatment
sooner rather than later.

Moreover, there are so many
ways to contribute. In addition
to standard cash donations,
bequests, or planned giving pro-
grams, there are opportunities to
fund specific projects or
researchers, where you can see
your dollars at work. Along
these lines, I would share a story
of how I was able to assist
(through my donation and the
generosity of a close friend) in
funding a three-year post-doc-
toral fellow at the National
Institutes of Health (NIH) who
was dedicated specifically to a
project involving CMT1A
research. Not only did this add
one more specialist to the CMT
medical world, but it focused
projects and work at the NIH
on CMT-specific research.

More?@

As the STAR Program
advances, many similar specific
funding opportunities will pre-
sent themselves. These include
funding certain milestones that
will exist in collaborations with
pharmaceutical and biotech
companies, as well as targeted
research projects.

Do you want to know what
needs funding? Just ask Pat
Livney, the CEO of the CMTA.

The main goal of the

CMTA s a
world without
CMT. The goal
inherently
involves research
efforts that go
beyond support-
ing the status
quo. It is only through research
discoveries that we can find drug
treatments and therapies that
will help everyone with CMT.

When I first discovered my
son had CMT 1A, I did not
know what I could, or should,
do to help. I got involved in the
organization and contributed to
its efforts. These actions were
well worthwhile and gave me a
sense of involvement in doing
something to help my son.

So if you ever feel “I Could
Do More,” you can, by simply
contributing to the CMTA
research efforts. I urge you to
make a contribution, no matter
what size, for CMT research
and, particularly, the STAR pro-
gram. We will only get
treatments through your help.

—Gary Gasper,
Board of Directors



Physical Activity
A Physical Therapist's Perspective

BY KATY EICHINGER

common barrier to engag-
ing in regular physical
activity or an exercise pro-
gram is lack of knowledge of
where to begin or what to do.
A visit with a physical therapist
may be able to help get you
started. Physical therapists are
health care professionals who
hold a college degree in physical
therapy and are licensed by the
state in which they practice.
CMT affects individuals
differently, and, therefore, rec-
ommendations regarding
exercise and physical activity
often need to be individualized.
The Physical Activity Guidelines
were established by the U.S.
Department of Health and
Human Services in 2008
(http://www.health.gov/paguide-
lines/). In brief, it is
recommended that adults partic-
ipate in 150 minutes of
moderate intensity exercise per
week and in resistance training
involving all major muscle
groups two times per week. For
individuals with disabilities, the

recommendations are to engage
in regular physical activity and
avoid inactivity.

Physical therapists are well
equipped to be able to guide
individuals who are interested in
increasing their physical activity.
An evaluation by a physical ther-
apist involves taking a history to
better understand your individ-
ual experience with CMT
symptoms as well as learning
about how other conditions you
may have affect your health. The
physical therapist will also per-
form a thorough assessment of
your strength and range of
motion, sensory involvement,
your functional abilities, and
will often inquire about pain
and fatigue. Additionally, the
physical therapist will inquire
about your current physical
activity including your recre-
ational interests as well as your
familial and occupational
demands.

The information acquired
can then be used to develop a
physical activity plan and set

goals. This plan can include the
types of exercises and activities
that meet your individual needs.
In addition, recommendations
regarding the intensity and fre-
quency of these activities can be
addressed. It is essential, however,
that you learn to recognize your
own body’s response to exercise
and activity as well as how to bal-
ance physical activity with other
physical demands related to your
occupation or family.

In making recommenda-
tions regarding exercise, a
physical therapist will often
work with you on a consultative
basis. Physical therapists work in
a variety of settings and have dif-
fering levels of knowledge
regarding CMT. Many physical
therapists will be interested in
learning about your condition
and how it has affected you.
Providing them with this infor-
mation will facilitate a
partnership between you and
your care provider that will
enable you to reach your fullest
potential.

“SMALL STEPS WALK” HELD IN ONTARIO, CANADA

n July 14, the First Annual Small Steps Walk for CMT
was held in London, Ontario. It was a huge success!
With over 100 participants, the five-kilometer walk raised

over $5500 for STAR and a whole lot of awareness for
CMT! The walk was in support of all people with CMT
and their families; however, it was inspired by Evan
Hedges. Evan is three years old and was diagnosed with
CMT last year. With frequent rests in his wagon, Evan
completed the walk ... AFO’s and all! As he came down
the home stretch, the crowd erupted with cheers!
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Celebrating My First Year with CMT

celebrated 365 days under the

diagnosis of Charcot-Marie-

Tooth at a fundraiser in
Gloucester, MA. My friends and
I helped unload and set up
everything for the event. As my
family arrived, everyone happily
pitched in—cooking food; set-
ting out fresh salads, pasta and
desserts; clearing plates and
tables; and selling t-shirts and
raffle tickets. It was amazing how
hard everyone worked. My par-
ents were busy greeting guests as
everything moved forward.

Our surprise guests were
Senate Leader Bruce Tarr and
State Representative Ann Marie
Ferrante. Ms. Ferrante gave a
short speech congratulating us

on what we all had
accomplished. Later
in the night, my
mom and I also
spoke about the past
year. At the end of a
long, but great, day
we realized we had
150 people show up
and raised $15,000
for the CMTA.

In August of
last year, my mom
asked me how I felt

about talking about my diagno-
sis and CMT. She wanted to do
something but would only move
forward if I was okay with the
idea. I didn't have to think long;

I wanted to get involved, too.

CMTAthletes and, along
with biking, he is getting
ready for cross country
this school year.

TAKE ON A NEW CHALLENGE!
Help the STAR Pathways Campaign

So, on August 25,
2012, my family
and I joined the
CMTA and started
“Vittorio's Circle of
Friends”. It feels
good to be a part of
the CMTA; we
receive support and
answers that we
don’t get elsewhere.
I was the
patient profile in the
November/Decem-

ber 2012 CMTA newsletter. I
remember how happy and emo-
tional my family was when it
came out. My mom had extra
copies printed. I did my first
CMT presentation to my old

You have been hearing about the Warfield Family Challenge for the past six months! We asked for
your support to raise much-needed funds for the CMTA STAR Pathways Campaign and you

responded generously. The campaign went well beyond our challenge and raised a total of $338, 516!
Now we have another “challenge.” Since this is only the beginning of the $25 million STAR Path-
ways Campaign, we have a long way to go. Our family is hoping that, following our lead, another

family living with CMT will jump on the bandwagon and make its own challenge while the momen-
tum is so good. The CMTA needs your help!
We all have friends who know what we deal with daily. Those friends would probably love to help
fund the research with gifts small and large. They simply need to be asked. That's how we launched the
Warfield Family Challenge. You can, too!
The challenge to be matched could be any amount with which the challenging family is comfort-

able. Then, you would need to go through your address book and send a packet of information to

everyone on your list. It can be done by “snail mail” with actual CMTA brochures and a note from

you, as we did. O, it could be done by e-mail with a note and links to those very same brochures.

We had help from the CMTA, and our friends were very impressed by the science that backs up

the information provided by the CMTA. We were proud to have such professional background mater-

ial to share. Anyone can take on this project! Wed be happy to talk to you about our experience.

Finding a family willing to take up the next phase of fundraising is our new Warfield Family
Challenge. We all know the need. We've heard how close the researchers are to finding the first treat-
ment for CMT1A. Please step up to help us move closer to a “world without CMT.”

—Seth & Missy Warfield

Take our new “challenge!”



Elementary School. The third-
through- sixth graders were
fascinated with my leg braces. It
was my first speech and lasted
five minutes, and the school
raised $700. A few months later
I spoke to my freshman class
and added more detail. My
classmates wanted to know more
about the CMTA than my diag-
nosis. My freshman class raised
$900. Then, over the summer,
Brooks Summer Camp held
their annual Swim-A-Thon. I
spoke to camp counselors with-
out a prepared speech at hand,
and campers raised $3,750.

I joined CMTAthletes and
Donna DeWick’s “Got Nerve”
for CMT Awareness month on
Facebook. I enjoy sharing chal-
lenges, advice, and motivation
with other athletes like myself. I
have gone through five pair of
Allard leg braces in one year and
was recently fitted for custom
“Noodle” AFO’s through
Kinetic. I will have them just in
time for cross-country. I can’t
wait to get them. I have met a
few people with CMT through
the Boston Support and Action
Group, but the majority of my
contact with others who have
CMT is through the internet.

The best, and most impor-
tant, thing I learned this year
about having CMT is that doing
anything is helpful. Each oppor-
tunity has led to another, and
I’'m thankful to have had so
many doors open.

With the help of my family,
friends and the CMTA, my Cir-
cle of Friends raised $37,000 this
year. There is more to be done,
and I look forward to my second
year of new opportunities.

—Vittorio Ricci

PATIENT AND FAMILY CONFERENCE
: TO BE HELD IN NOVEMBER

he CMTA is thrilled to announce
a CMT Patient and Family
. Conference to be held on Satur-
day, November 9, 2013, in Lake
Buena Vista, Florida! The location

¢ for the Patient Family Conference
: will be the beautiful Holiday Inn, a
Downtown Disney Resort Area Hotel
. (*please note change in location), and there
will be a CMT Youth Outing at the
¢ Magic Kingdom. (For more details about
the youth outing visit www.cmtausa.org/url/youthouting.)
¢ The Central Florida Area has never hosted an event like this one!
: You can’ afford to miss it!
: Patrick Livney, CEO of the CMTA, will kick off the pro-
gram with some research news, which will be followed by
presentations from some of the prominent minds in the fields of
: CMT research and treatments. We are excited to present
Michael Shy, MD, Richard Finkel, MD, Stephan Ziichner, MD,
. PhD, and Sean McKale, CO, LO among our featured speakers.
This event provides a tremendous opportunity to not only
¢ hear, but to interact personally, with these experts. Registration is
¢ just $50 per person (non-refundable) and includes “Lunch with
the Experts,” during which you will have time to talk with the
: presenters and other leading CMT authorities, including Sup-
port and Action Group Facilitators and CMTA Board Members,
: while enjoying delicious food. Don’t delay. Register now for this
informative and interactive conference. You can do it online at
: www.cmtausa.org/url/orlando-pfc, or you can mail a check made :
payable to the CMTA and designate Orlando PFC on the :
: memo line. The deadline for registration is November 1st.

The Patient Family Conference will also feature exhibitors
offering valuable information and a variety of suggestions and
: products to assist with mobility, alternative pain management,
and exercise for people affected by CMT.
: Need added incentive? In addition to the PFC’s exciting :
: agenda with outstanding speakers, we are pleased to offer special :
. rates made available to us at the Walt Disney World Theme
Parks for those attending the conference. Please visit
: www.mydisneymeetings.com/cmtal3t to view special pricing
: and even order tickets directly.
: Register your family and friends now. Its a conference you
: don’t want to miss! At the time of this printing, there were still
spots available. Don't delay, and register zow if you plan to
. attend.

We look forward to seeing you there!
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SPECIAL THANKS
to old and new
friends whose
thoughtfulness and
generosity helped
the Warfield Chal-
lenge to exceed
expectations and
resulted in a total
of $328,516 for
the STAR Pathways
Campaign.

L4 GIFTS WERE MADE TO THE CMTA

IN MEMORY OF:

TED BIZZELL
Mr. & Mrs. Bob Seliskar

DONA L. BAUDOT
Ms. Lynne Brayton
Ms. Lilann Brewton
Ms. June Sarama
Ms. Sue Thompson

DANIEL J. BRENNAN
Mr. Daniel Brennan

FRANK J. FEYDER
Mr. Joe Feyder

Ms. Susan F. Russell
Ms. Betsy F. Sipple

SUE GANSS
Mr. Edward Ganss

VIRGINIA HOOK
Ms. Margaret Rutherford

JEAN KAUNG
Ms. Helen Charette

BETSY KIMREY
Ms. Susan Salzberg

IRVIN KOLB
Ms. Sandra Thompson

GEORGE LIVNEY

Ms. Alexandra Hirsch &
Mr. Timothy Stutheit

Mr. Jeremy Hirsch

Mrs. Jacqueline K. Livney

KENNETH M. PULLIAM

Ms. Beverly Abernathy

Ms. Ellie Ballengee

Mr. & Mrs. Martin Blough
Mr. & Mrs. Billie Bush

Mr. & Mrs. James Bynum
Mr. & Mrs. Curtis Daugherty
Mr. & Mrs. Alan George

Mr. & Mrs. Sam Greco

Mr. & Mrs. Harold Holbrook
Mrs. Flora Jones

Mr. & Mrs. Larry Martin

Mr. & Mrs. Louie Ray Martin
Ms. Mamie Myers

Mr. & Mrs. Joe Pilgrim

Mr. Billy Ray Polk

Mr. & Mrs. Bob Powe

Mr. & Mrs. James Pulliam
Ms. Faye Shivers

Mr. & Mrs. Stan Simon

Mr. & Mrs. George Sinclair
Ms. JoAnn Smith

Mr. John Thompson

Mr. & Mrs. Ray Williamson
Mr. & Mrs. James Williamson

PETER & MARY RAIMONDO
Mr. Mitchell Moody

BRUCIE ROWE
Mr. Alan Latman

GRACE ST. ONGE
Mr. Nate Wisdom

ALESSANDRA TREZZA
Mr. & Mrs. Victor Glazer

MAE WILSON
Mr. & Mrs. Vicki Blancett

ALTON WRIGHT
Your Loving Family

IN HONOR OF:

IRIS ANDERSON
Mrs. Barbara Bell

DONA BAUDOT
Mr. & Mrs. Max Summerville

MARTIN BERGER—
“HAPPY 70TH BIRTHDAY”
Mr. & Mrs. Stuart Bindeman
Mr. & Mrs. Stuart Greenfeig
Mr. & Mrs. Kenneth Handel
Mr. & Mrs. Jeff Manchester
Mr. & Mrs. Richard Sheer
Mr. & Mrs. Marc Stanley
Ms. Marcia Weinberg
Mr. & Mrs. Franklyn Weiss

IMELDA DALY
Mr. & Mrs. David Weiss

BETTY DARRENKAMP
Mr. Matt Hepler

JACOB FERRIS
Mr. & Mrs. Stanley Ferris

CARTER HUBER
Mr. James Perrone
Mr. Russell Rizzo

JULIE LEONARD—
“HAPPY 90TH BIRTHDAY”
Mr. Jacob Jaffe

DAN MARTENS
Mr. William Martens

ALAN NEUWIRTH—
“HAPPY 80TH BIRTHDAY”
Mr. & Mrs. Irwin Burstein

SHERRI O’DONNELL—
“HAPPY BIRTHDAY”
Mr. & Mrs. Ron Cashion

SOPHIA ROME
Mr. & Mrs. Jeffrey Rome

JOE ROME
Mr. & Mrs. Jeffrey Rome

EUGENE ROSENGARDEN
Mr. & Mrs. Franklyn Weiss

SUSAN RUEDIGER—
“FOR HER UNENDING
TIME AND EFFORT
FOR CMT”

Mr. Robert DeRosa

Mr. & Mrs. David W. Dudovitz

MICKEY SAYWARD
Ms. Jo Anne Morgan

STACEY & ADALIE TUMAN
Mr. Daniel Tuman

DAVID WALKER—
“HAPPY BIRTHDAY”
Ms. Joyce Klinkenberg

MISSY WARFIELD—
“HAPPY BIRTHDAY”

Mr. & Mrs. Keith Decker

Mr. Burtis M. Dougherty

Mr. & Mrs. Bob Holtzclaw

Ms. Linda Diamond

Mr. & Mrs. Stan Katz

Ms. Carol Tannenwald &
Family

TO THESE CMT
CIRCLES OF FRIENDS:

BETHANY WALKS TO RUN!
Ms. Iris W. Anderson

Mr. Ori Bash

Mrs. Christine K. Bateman
Ms. Geraldine Bechtle

Mr. Jonah Berger

Mrs. Elise Bidwell

Ms. H. Lorna Brand

Ms. Melissa Caulk

Ms. Evelyn Chu

Ms. Melody M. Cleary

Mrs. Barbara E. Collins

Mrs. Jody Cunningham

Mr. John Day

Ms. Sandrine Demler

Ms. Donna DeWick

Mr. Matthew Doncheski

Mr. Richard Dubin

Mrs. Donna Dyer

Mrs. Connie S. England

Mr. John Ferris

Dr. Julie FitzGerald

Ms. Zaiga Freivalds

Dr. Gary Hanes

Mr. Joshua Harris

Mr. & Mrs. Jim Henderson

Mrs. Nancy L. Henning

Mr. Irvin H. Housley

Mr. Steven Huecker

Mr. Bruce Justusson

Mr. & Mrs. Eric Justusson

Mr. & Mrs. Jeffrey Kingsley

Mrs. Evelyne C. Klein

Mrs. Laura Kleinsteuber

Ms. Jean Kline

Dr. Michael Klipper

Mr. Andrew Krieger

Mr. & Mrs. Jill Landucci

Mr. Matt Lasater

Ms. Elaine Matthews

Mrs. Nathania McNally

Mrs. Dorothy Meloche

Dr. Harold Meloche

Ms. Leah Meloche

Dr. Linda Meloche

Ms. Rachel Meloche

Mr. Thomas Meloche

Mrs. Susan Moore

Ms. Ann Moring

Mrs. Heidi Musser

Mr. & Mrs. Keith Nordman

Ms. Rachel Nordman

Mr. Michael Novati

Ms. Kathy Olsen

Mr. & Mrs. Christopher
Ouellette

Ms. Elizabeth Ouellette

Mr. Carl Parris

Mrs. Katherine Pendo

Ms. Vicki Pollyea

Ms. Susan D. Reilly

Mr. Shawn Ricketts

Ms. Anna Roberts

Ms. Beverly Rooney

Mrs. Mary Santine

Ms. Sabrina Seiden

Ms. Serena Shaffer

Mrs. Susan Sirgany

Ms. Carly Siskind

Mr. Bradly Smart

Ms. Kelly Taft

Ms. Rika Takahashi

Mrs. Sheryl Tingley

Ms. Lynn C. Upton

Mr. & Mrs. June Van Dyke

Ms. Chris Vandette

Mr. Josh Watzman

Ms. Sarah Watzman

Ms. Trace Weatherford

Susan & Lisa Weiner

Mr. & Mrs. Franklyn C. Weiss

Mr. Steven C. Weiss

Ms. Gail Whitehouse

Ms. Geri Winters

Ms. Deborah Woods-Murphy

Mr. Zizhuang Yang

Mrs. Nancy A. Young

MOTORHOME LAND
SPEED RECORD

Mr. Mike Bennett

Mr. Britt Palmer

Mr. Randy Pierce

Mr. & Mrs. Sean Radcliff
Mr. & Mrs. Bernie Szachara
Mr. Mark Thomassy

Mr. Thomas Wilkes

Mr. Andrew Wolfe

Mr. & Mrs. Larry Wolk

HAMISH SELBY

Mrs. Yolanda Dyck

Mr. Arun Malhotra

Ms. Lisa McAllister

Mr. Craig Mongeon

Mr. & Mrs. Justin Selby

SLICE OF HOPE

Ms. Sandy Amador, DPM

Mr. Roy F. Behlke

Ms. Mary Ann Bellezza

Mr. & Mrs. Marc Blumenthal

Mr. & Mrs. Jaoa Brandao

Ms. Chrisabel Chan

Ms. Laura Chrysostomo

Mr. & Mrs. Patrick D.
Dooling

Jeralyn R. Fantarella, DMD,
PC

Mr. & Mrs. Robert F. Festa

Ms. Susan Galarraga

Grand Dental, PC

Mrs. Michele D. Kekac

Mr. Chiedu Okpala

Ms. Natalie Paniccia

Ms. Elizabeth Raver

Mr. Michael Robles

Ms. Cathy L. Royster

Mrs. Cheryl Schechter

Ms. Analu Silva

Mr. Douglas M. Sutherland

Mr. Daniel W. Troph

Mr. & Mrs. Richard Walsh

SMALL STEPS

Mr. Van Alexopoulos

Mrs. Lindsay Blackwell

Mrs. Nicole Breda

Ms. Ruth Brooks

Mr. & Mrs. David Champion

Ms. Margaret Cooper

Mr. & Mrs. Jennifer Suzanne
Etemadi

Fletcher’s Cleaners, Ltd.

Ms. Kelly Gain

Mr. & Mrs. Eric Hall

Mrs. Kelly E. Hedges

Mr. Martyn Hedges

Ms. Michelle Hedges

Mr. Peter Hedges

Mrs. Susan J. Hedges

Mr. Ed B. Hofstede

Mr. Nicholas Kahnert

Mr. & Mrs. Tom Kahnert

Mr. Jim Kambossos

Mr. & Mrs. Melvyn S. Kerfoot

Ms. Natasha Kovacic

Ms. Kathleen Koza

Ms. Margeaux Lane

Mr. David Lee

Mrs. Debra Mcintyre

Mr. & Mrs. Robert Meining

Mr. J. Terence Misener

Ms. Kim Misener

Mr. Patrick Misener

Mr. Kay Oladele

Mrs. Jennfier Richards

Ms. Karly Richardson

Ms. Donna Smith

Mr. Kyle Stiers

Sunparlour Locksmiths

Mr. Bruce Turner

SOUL OF A CHEF
Lagerhaus Brewery & Grill

VITTORIO’S FUNDING
A CURE TO CMT

Mr. & Mrs. Alvin Andrade

Mr. & Mrs. Paul Anziano

Mr. & Mrs. Edwin Barrett

Mr. Anthony Bergantino, Jr.

Mr. & Mrs. Kevin Bishop

Mr. Paul Blais

Mrs. Joyce Ann Bonacci

Mr. & Mrs. Anthony Boynton

Mr. & Mrs. James D.
Brockelman

Mr. & Mrs. John Capitumini

Dr. & Mrs. Kevin Clancy

Ms. Susan D. Clark

Mr. & Mrs. Dominic Colaccino

Mr. & Mrs. Bernie Cormier

Mr. & Mrs. Robert Cosgrove

Mr. Anthony J. Costanzo

Mr. & Mrs. Gerard Cote

Mr. & Mrs. Joseph Growell

Mr. & Mrs. Alfeo DeMatteis

Ms. Julie DeMatteis

Mr. & Mrs. David Desrosiers

Mr. & Mrs. Robert Desrosiers

Mr. & Mrs. Robert DiBurro

Mr. John Dwyer, Jr.

Ms. Maria Fernandes

Mr. Tony Galando

Mr. & Mrs. Tony Gentile

Mr. & Mrs. Thomas Godett

Dr. Beverly Goldberg

Ms. Shawna Greenwood

Mr. & Mrs. Wayne Gullotti

Mr. & Mrs. Joe Helfrich

High-Tech Electrical
Contractors, Inc.

Mr. Mark W. Houston

Mr. & Mrs. Douglas Howe, Jr.

Ms. Leita Hulmes

Mr. Steven Hulmes

Jack Doherty Contracting, LLC

Mr. & Mrs. Randolph F.
Johnson

Kirk Wetherbee Contracting,
Inc.

Mrs. Lori Lavoie

Mr. & Mrs. Peter Lawrence

Mr. & Mrs. Jeffrey Martin

Masconomet Regional
School District

Mr. & Mrs. Stephen McGrath

Mr. & Mrs. Preston D.
McSwain

Mr. & Mrs. Donald L. Michelini

Mr. & Mrs. Edward Newton

North Shore Builders

Pavements, Inc.

Dr. David Perkins

Physicians Software
Solutions, Inc.

Mr. & Mrs. Ralph Puopolo

Mr. & Mrs. Martin Quatt

R.J.H. Investments

Mr. & Mrs. Vittorio Ricci

Ricci Construction Co., Inc.

Ms. Angela Ricci

Mr. & Mrs. Stephen Richards

Ms. Rosanne Russell

Mrs. Melissa Rutstein

Mr. & Mrs. George Salame

Mr. & Mrs. Peter Seminara

Mr. & Mrs. John D.
Shannahan

Mr. William Shields

Mr. & Mrs. Nancy & Jay
Sullivan-Jahour

Mr. Vincent D. Tibbetts, Jr.

Mrs. Cassandra Ventrone

Mr. Scott Wetherbee

Mrs. Diane Winship



Wheelchair to Walking:
Maybe | Really Am My Mother’s Daughter

BY BETHANY MELOCHE, DIRECTOR OF SOCIAL MEDIA

come from a line of athletes.

My mother is a long-distance

runner. Her father was a born
sprinter.

But that is my maternal
line—the line without the gene
for CMT.

I grew up admiring Mom’s
marathon-finisher medals. I'd run
my tiny fingers over their bronze
finishes, reading the inscriptions,
knowing that I would never get
one. | had CMT.

Children are told that they
can be whatever they
want to be, if they
just set their minds
to it. But no one ever
entertained the possi-
bility of me being an
athlete: I had CMT.

By the time I
turned 18, I required
a wheelchair to get around. The
muscular imbalances in my feet
and calves had led to severe
bone deformities. My feet were
contorted and curled, and the
shortest walks left me with
painful blisters and sores from
the rigid plastic of my leg braces.

It was then that, for the first
time, I considered my last resort:
surgery. The doctors recom-
mended 20 procedures over two
different surgical events. They
described it as “destroying and
rebuilding [my] feet.” In the
words of one consulting sur-
geon: “For a little while you will
hate the bastard who does this
to you.” He also told me it
would be worth it.

It was.

The surgeries were an
astounding success. After six
months of operations and recov-
ery, I could walk without pain.
Against the advice of my family,
I sold my wheelchair and scooter
and insisted on walking. I could
walk, and that was what I was
going to do!

Each day I walked farther.
With every step I grew stronger,
and I began to see my body for
what it could accomplish, and

not just how it could
hurt me.

I learned
through a “for-fun”
genetic testing service
that I have fast-
twitch nerve fibers.
It classified me as a
“likely sprinter.” At

first I laughed. But then I felt
good. I had some of those ath-
lete genes, too, and why should
CMT negate all of them? I
thought I would put them to
the test.

I decided to do my own
Walk-a-Thon. My goal: Seven
miles. I had never walked that
far in my life.

The walk was to be a cele-
bration. The girl who was in a
wheelchair would now walk
seven miles. With the support of
my local CMTA Support &
Action Group, I planned to use
the walk to raise money for the
CMTA, to help research find
treatments and a cure. [ set
another outrageous goal: 1

wanted to raise $1000 for every
mile I walked.

On August 25th, with fam-
ily and members of the CMT
community, I walked 7.06 miles
in 3 hours 23 minutes 47 sec-
onds. A new Bethany world
record!

At the end, my Mom placed
a custom-engraved medal
around my neck.

I have CMT.

And I win medals.

Postscript: We raised over $9300
for the CMTA, $1328.57 for every
mile. Reporters covered the event,
spreading awareness of CMT. Best
of all, we had a lot of fun on a
beautiful Mountain View summer
day doing something nobody with
CMT ever takes for granted: walk-
ing. Bethany plans to walk 13.1
miles next year. Want to join her?
Email her at bethany@cmtausa.org.
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Renee Meloche
placed a custom-
engraved medal
around Bethany's
neck to celebrate
her “win.”
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In this column,
David discusses
bullying. This is
such an important
topic that Archy
also wrote about
it in this issue
(see page 18).

B WHAT'S ON YOUR MIND? ASK DAVID.

Dear David,

I'm wondering if there is anything
that a parent can do preemptively
to keep a child with CMT from
being picked on or bullied ar
school. With the school year getting
started and my daughter in a new
school, I'm quite worried.

David Tannenbaum answers:
Having worked for years with
parents of children with special
needs, I know how much you
want to protect your children
from bullying. It hurts to feel
your child’s pain with this issue.
I can’t say enough about how
important it is to get involved
with the school when your child
is diagnosed with CMT. At the
same time, talk a lot to your
child about CMT as well, and
build up his or her self-esteem.
Being different is just being
different, no matter what others
say. This will need to be
repeated many times. I would
think it is time to begin these
discussions when your child
begins to notice the differences
between herself and others, or
when you think she is ready. In
the meantime play up your
child’s strengths and love her
with everything you've got to
give her a good foundation of
security to meet future chal-
lenges. She will have the
emotional equipment to deal
with these challenges and stand
up and advocate for herself
when the need arises. Keep in
mind that love is a verb!
Encourage your child to be
active in the areas that she can
participate in, even in a modified

way. | remember as a child I was
really awful at sports, but I was
able to be in the school play and
on the debating team. It was a lit-
tle dorky, but it really built up
my self-esteem. I would have
loved a teacher who understood
my challenges. I didnt need pity
or coddling, just some under-
standing.

Maybe, if possible, your
child could participate in educat-
ing other kids about CMT with
the guidance of an understanding
teacher or other professional.
This is such a great opportunity
to teach kids about inclusiveness.
Teachers need to be educated
about CMT. Your child needs to
be seen as unique, not handi-
capped or inferior. This is simply
another opportunity for diversity
training. When other children
don't understand something, they
tend to react negatively. The
more they know, the more they
often like the opportunity to help
and be kind. By the way, kids are
fascinated with technology, like
braces! I know that many kids
want a certain amount of
anonymity, but the sooner we
can accept our uniqueness, the
stronger we will become. It is
important for your child to truly
understand that, despite her dif-
ferences, she is just as beautiful
and lovable as anyone else. Kids
can be so cruel. It has been

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.

shown in studies that kids as
young as three months reject oth-
ers who are different. It is in our
DNA to choose others who are
most like us. This isn't their fault.
They just have to be taught dif-
ferently. It is the teachers’ and
parent’s responsibility to be aware
of this and know how to inter-
vene when a child is bullied or is
the object of teasing. It might
build character for the child to
advocate for herself, but at 8 or 9
or 10 or 11, we need some help.
Parents need to be aware of
their own feelings of self-accep-
tance if they, too, have CMT,
before they teach their children
about loving their uniqueness.
Parents often struggle with their
own feelings of imperfection. In
truly loving yourself you are
modeling something precious for
your child to learn. I don’t think
this is just about CMT because I
know that many parents put
pressure on themselves and their
kids to be perfect with or with-
out CMT. I remember working
at a summer camp for emotion-
ally and physically challenged
children many years ago, and I
remember that the counselors
created such a loving and accept-
ing atmosphere that these kids
thought that anything was possi-
ble. There was a joyous spirit
throughout that affected them

for the rest of their lives.



SAG FACILITATORS SPOTLIGHT:

Steve Fox, Ventura, California

teve Fox decided to start the

Ventura/Santa Barbara SAG

after noticing there wasn't an
active group in his area. Now
the one-year-old group is relo-
cating closer to Los Angeles to
make it easier for more people
to attend.

“We've had a good response
already, but Ventura is about 70
miles north of Los Angeles, and
a more central location will be
more convenient for CMTA
members,” says Fox, who at age
68 has dealt with his CMT for
more than 50 years.

“I've been fortunate,” he
says. “My sister, who s six years
younger than I, has had a
tougher time since her CMT
symptoms are more severe. | had
triple arthrodesis surgeries on
each ankle, one when I was 16
and the other at 17, and I think
that made a real difference in my
case.”

Fox has had an active career
as a journalist, working for 7he
New York Daily News, Los Ange-

les Times, Associated Press and
Investor’s Business Daily, and also
teaching journalism at the Uni-
versity of Southern California.
He now runs his own corporate
communications business.

“I decided early on that I
wasnt going to let CMT hold
me back from the things I
wanted to do, and although I'm
always slower and clumsier than
others, I get there eventually,” he
says. “Attitude really matters
with a progressive disease, and
while I wouldn’t have chosen to
have it, my CMT has made me
more patient, more tolerant and
more resourceful than I think I
would have been otherwise.”

Born in New York City, Fox
moved to Southern California in
1968 so he could enjoy his pri-
mary recreational passion—
sailing—year-round. He and his
wife, Carol, have owned a num-
ber of boats and now cruise
California’s beautiful Channel
Islands, a marine preserve, in a
29-foot sailboat.

Steve Fox enjoys his primary
recreational passion, sailing, along
California’s Channel Islands.

“I've really enjoyed being a
SAG facilitator, and I look for-
ward to meeting more folks in
the future,” he says. “I think we
will see enormous medical
advances for CMT patients in
the years ahead, and, with the
great work the CMTA is doing
with the STAR Initiative, I
believe it’s entirely possible that
there will be a medication to pre-
vent CMT and, perhaps, even a
cure within my lifetime.”
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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.0. Box 105, Glenolden, PA 19036.

Honorary Gift: Memorial Gift: Amount Enclosed: (] Check Enclosed

In honor of (person you wish to honor) In memory of (name of deceased) CJVISA [ MasterCard [ American Express
Card #

Send acknowledgment to: :

wiedg Send acknowledgment to: Exp. Date

Name: Name: .
Signature

Address: :

Address: Gift Given By:

Name:

Occasion (if desired):

CBithday [l Holiday 1 Wedding Address:

(] Thank You [ Anniversary [] Other
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SUPPORT AND ACTION GROUP NEWS

e CA—South Bay Area

The meeting was held on June
29th with 30 people in atten-
dance, including new members
to the group. Many thanks to
Ashlee for presenting Aetrex’s
line of shoes and insoles. She
indicated which shoes would
work best for those with CMT.
She also introduced iStep tech-
nology and how the process
works to fit clients with the
right orthotics. Thanks also to
Ashlee for the pizza! Thanks to
Harriet and Frank for providing
dessert. Thanks to the members
for all the valuable feedback and

suggestions.

¢ CT—North Haven

Nine members attended the July
10th meeting. Thanks to Bob
Festa, group member, and his
Farmington Rotary Club for
donating $500 to the CMTA.
Thanks to Bob for hosting Jeana
Sweeney and Lynne at his March
meeting. Also, thank you to
Doug Sutherland for all his
efforts working on a proclama-
tion from the Governor
declaring September CMT
Awareness Month in Connecti-
cut! Michele Kekac discussed all
she and her husband, John, have
done to get the September
Awareness Month and fundraiser
event, “A Slice of Hope for
CMT,” up and running,

¢ IN—Lafayette

The group held their meeting
June 12¢th. Doug Mullin, CPO
of MidWest Brace and Limb,
Inc., was the key speaker. He
focused on different types of

bracing available, the process of

making a brace, and how the
brace is fitted to the needs of a
patient. Thanks to Lawane Lord
for donating a wonderful array
of bakery cookies, utensils,
plates, tablecloth, and other
snacks. Also, a huge thank you
to K. Dees Coftee and Roasting
Company for the donation of
Columbian Coffee. A reporter
from the Journal and Courier
newspaper also attended and
took notes.

* MA—Boston

The Boston Support Group met
on June 26th. They discussed
beginning a group list of email
addresses, CMT research,
genetic testing options, and
CMT'’s effect on the family.
Members wanted more informa-
tion on clinical trials, genetic
testing options and costs, groups
available for different age
groups, and resources in the
Boston area. To participate and
learn more about CMT
research, Jeana suggested joining
the contact registry.

* M—Kalamazoo Area

The group met on July 18th and
had six in attendance, including
one new member. A lawyer who
specializes in Social Security
Disability claims presented an
overview on SS Disability and
answered questions.

¢ NM—Albuquerque Area

The CMTNM group met on
August 10th. Two of the eight in
attendance were new to the
group. This meeting focused on
videos from the November
CMTA facilitator meeting in

Chicago. We viewed the three-
part “Science of CMT.”
Everyone found the information
to be of value, and the group
had a lot of lively discussion.
Everyone was encouraged to reg-
ister with the CMT patient
registry database.

* NY—Upstate New York

Sandra Varno MS, RD, CDN,
and Resource Educator at the
Cornell Cooperative Extension,
Albany County, served as guest
speaker for the July meeting.
Sandra discussed “Eating and a
Healthier You.” She shared sev-
eral tips on exercise and weight
management. Deacon Hook
shared information on the
upcoming Christine A. Hook
Memorial Concert in October.
Proceeds of the concert are to

benefit the CMTA.

* OH—Cleveland Area

There were 11 people in atten-
dance at the July 10th meeting,.
Topics discussed included the
tee-shirt fundraiser, which raised
over $1,400 for the CMTA, the
upcoming Awareness Month
picnic, and guest speakers at
future meetings.

* WV—Vienna Area

The group met August 10th for
a picnic. There were 24 in atten-
dance and all went well. Thanks
to everyone for preparing the
great food. Entertainment for the
day included members baring it
all—feet! One member even
shared a zipper secret that every-
one found very useful. Overall, it
was a good time of food, fellow-

ship and lots of fun.



AL—Birmingham
No group currently
meeting. Will accept calls.

Dice Lineberry
205-870-4755

*AL—North Florence

North Florence CMT
Support and Action Group

Tina Smith
256-757-9250

AZ—Phoenix Area

Arizona CMT Support and
Action Group

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

CA—Santa Barbara

Ventura-Santa Barbara, CA
CMT Support and Action
Group

Steve Fox
805-647-8225

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
San Diego, CA CMT
Support and Action Group

Jordan Thomas
619-549-0872

CA—Santa Rosa

Santa Rosa, CA CMT
Support and Action Group

Carol O’Bryan
707-823-0165

CA—YVisalia Area

Visalia, CA CMT Support
and Action Group

Melanie Pennebaker
559-972-3020

CO0—Denver Area

Denver Area CMT Support
and Action Group

Ron Plageman
303-929-9647
Dick Kutz

303-988-5581

CT—Hartford 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—Orlando Area

Central Florida CMT
Support and Action Group

Julie & Mark Collins
407-786-1516

FL—Tampa Bay
Tampa Bay, FL CMT
Support and Action Group

Vicki Pollyea
813-251-5512

FL—West Palm Beach

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—Great Lakes

lowa Great Lakes and SW
MN Regional Virtual CMT
Support and Action Group

Daniel Bachmann
507-399-0592

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

IN—Fort Wayne

Fort Wayne—Indiana CMT
Support and Action Group

Aimee Trammell
574-304-0968
Priscilla Creaven
260-925-1488

IN—Lafayette

Lafayette 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

KY—Burlington Area
Pam Utz
859-817-9338

LA—Baton Rouge

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

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, Ml CMT
Support and Action Group

Carolyn Koski
989-845-5731

Mi—Kalamazoo

Southwest Michigan CMT
Support and Action Group

Jori Reijonen
269-341-4415

MN—Benson Area

No group currently
meeting. Will accept calls.

Rosemary Mills
320-567-2156

MO—Anderson Area

No group currently
meeting. Will accept calls.

Libby Bond
417-845-1883

MS—Mississippi/
Louisiana

Clinton, MS CMT Support
and Action Group

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

NC—Durham Area

North Carolina CMT
Support and Action group

Margaret Lee
919-359-6003

NJ—Central NJ

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

CMT New Mexico CMT
Support and Action Group

Gary Shepherd
505-296-1238

NV—Las Vegas Area

Las Vegas, NV CMT
Support and Action Group

Jerry Cross
775-751-9634
Virginia Mamone
702-343-3572

NY—Horseheads

Horseheads, NY CMT
Support and Action Group

Angela Piersimoni
607-562-8823

NY—Long Island

Long Island, NY CMT
Support and Action Group

Shari Loewenthal
631-254-8960

NY—Manhattan

New York, NY CMT
Support and Action Group

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

NY—Upstate NY

The Upstate NY CMT
Support and Action Group

Melinda Lang
518-783-7313

NY—Westchester

Westchester, NY CMT
Support and Action Group

Beverly Wurzel
201-224-5795

OH—Cleveland Area

Cleveland, OH CMT
Support and Action Group

Heather Hawk Frank
440-479-5094

OH—Greenville Area

Greenville, OH CMT
Support and Action Group

Dot Cain
937-548-3963

PA—Bucks County

Bucks County, PA CMT
Support and Action Group

Linda Davis
Mitch Davis
215-943-0760

PA—Ephrata Area

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

Erie, PA CMT Support
and Action Group

Joyce Steinkamp
814-833-8495

RI—East Providence

Rhode Island CMT
Support and Action Group

Meredeth Souza
401-433-5500

SD—Hartford Area

Hartford, South Dakota
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 Dempsey
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

Merissa Lovfald
214-394-8907

*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
Anne Long
540-568-8328

*VA—Shenandoah

Northern Shenandoah
Valley CMT Support and
Action Group

Teresa Frederick
540-336-4496

VA—Williamsburg

Williamsburg, VA CMT
Support and Action Group

Jennie Overstreet
757-813-6276
Nancy Mollner
757-220-3578

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

WI—Brodhead Area

Southern, WI CMT
Support and Action Group

Molly Hawkins
608-921-0032

WI—Milwaukee

Southeastern, WI CMT
Support and Action Group

Polly Maziasz
262-439-9009

WV—YVienna Area

Parkersburg /Vienna WV
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

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 Accién

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.

*NEW SUPPORT 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. © 2013, 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.

Back to School

usually look forward to the

start of school each fall. 'm a

pretty good student, and I get
a lot of praise for the work I do.
Besides, after a summer away
from them, I am anxious to
meet up with some of my
friends. This year, however, is
quite different.

I'm going to a different
school where all the kids and
teachers won’t know or under-
stand about my CMT. I've
grown up with most of the kids
from Greenwood Elementary

School. But now I'm off to the
merged middle school called
Greenleaf Middle School. I'm
just not looking forward

to being in the lowest
level grade and

being different. As
much as I think

I've come to

accept my CMT,

most activities in spite
of it, 'm really dreading
the first time someone makes
fun of how I walk or how slowly

Our mascot “Archy” writes

and as well as I do at  about his experiences as
a turtle with CMT.

I complete physical tasks.
My mother has been read-
ing about the “meanness” of
middle-school-aged kids.
It has something to do
with not really
knowing who they
are or how they fit
into the scheme of
life. But, if you are
on the other end of
the comments and the
teasing, it doesn’t really mat-
ter why they do it, just that they
do.

AMINOACYL-TRNA
MOLECULES

(continued from page 4)

are challenged by stress. Impor-
tantly, the DI-CMTC causing
mutant YARS over-activates this
transcriptional factor. As over-
activation of E2F1 causes
abnormality in cell cycle pro-
gression and apoptosis in
neurons, and has been linked to
various neurological disorders,
my work raised the possibility
that E2F1 over-activation is also
linked to DI-CMTC.

With the help of the travel
fellowship from the Charcot-
Marie-Tooth Association
(CMTA), I was able to present
my work at the 5th Interna-
tional CMT Consortium
Meeting in June, 2013. The
meeting assembled the world’s
greatest minds in CMT research,
from whom I obtained valuable
feedback. For example, generat-
ing the knock-in mice model
can help me to analyze the path-
way that may be changed in the

animal. Also, we could design
specific inhibitors of the path-
way that we are particularly
interested in and test them in
vivo. These suggestions provided
guidance for my future studies.
Although this was my first
time attending the CMT meet-
ing, from my conversations with
other attendees, it was obvious
that the area of CMT research is
in fast development. Ample lat-
est-research achievements, such
as the identification of new
genetic mutations in different
CMT families and the sharing
of the latest knowledge among
investigators coming from all
over the world, were inspiring. I
believe that the more genetic
mutations we are aware of, the
clearer is our understanding of
the disease-causing networks and
mechanisms. It may be possible
that one day researchers can find
out an overarching scenario that
explains the CMT disorder
based on a well understood dis-
ease-causing mechanism of these

genetic mutations. The state of
the research methodology used
by investigators in the field (e.g.,
whole exome sequencing, vari-
ous animal models and the
high-throughput drug screening
systems) also made a strong
impression. I have no doubt that
these technologies will accelerate
the drug discovery process for
finding a cure for CMT.

As an experimental biomed-
ical researcher spending most of
my days behind the bench, the
greatest gain for me from the
CMT meeting was the opportu-
nity to meet with the most
experienced CMT physicians in
the world. They are the people
who know best the suffering of
the patients and their needs.
Although tremendous progress
has been made in disease diag-
nosis, there is still no cure for
CMT. Working alongside all the
researchers and clinicians, | am
hopeful that I can contribute to
making the first drug for CMT
a reality.



I'm a pretty self-assured kid.
Having parents who understand
my disorder and who don't cut me
too much slack because of the
CMT has made me a fairly strong
kid. But, let’s be totally honest.
None of that takes away the sting
of being picked on. I do have my
really good friends to support me
and help me if problems arise, but
in the middle school, we each have
unique schedules, and I might not
really be with my good friends
except at lunchtime.

So, I'm nervous. I don’t want
my mom to know because she
already feels guilty that she’s the
reason | have CMT. My dad is a
great father, but he has trouble
remembering what school can be
like and how mean some kids are.
He tells me that bullies are just
insecure kids who get a sense of
power from hurting kids who are
smaller or weaker in some way.

My plan (if you can call it
that) is to beat the bullies to the
“joke” that they think I am by
using what my dad calls self-dep-
recating humor. Look up the
word. What it means in the practi-
cal sense is that I am going to
make fun of myself and the way I
walk and run. That way, the bul-
lies lose their chance to pick on
my lack of skill. If they decide to
beat me up, I'm guessing the
humor won’t be very successful,
but that’s where the teachers and
my friends come in. 'm not going
to take any bullying. I'm going to
do what my dad suggested ...
strongly. 'm going to report it
before it gets out of hand.

I'm a strong little guy. I know
all the “right” things to do. The
test this year will be whether I can
put all my sense and knowledge
into play. I sure hope I can ... no,
I'm confident that I can!
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Premium Membership Cost
(includes Newsletter):

Newsletter Formats
(check one or both)

OPDF O Print $30

Premium Membership

(formerly “Premium Subscription,”
includes access to more online
material and features)

QUANTITY coST
Regular Price  Member Price

The Patients’ Guide to Charcot-Marie-Tooth Disorders [Print Format] $15 $12
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
C“éﬂﬁnTt'ft'f'iw Golr Blue__ Lt Blue__ Black__ White__ §25 $20
CMTA T—_Shirts (B_Iue? with white logo) $15 $12
Quantityand Size: S__ M___ L XL__ 2XL__ 3XL___
CMTA T—_Shirts (V_Vhi.te with blue logo) $15 $12
Quantityand Size: S__ M___ L XL__ 2XL__ 3XL___

1-5, $1.50 each
6-10, $1.25 each
11 or more, $1 each

Be a STAR Wristbands

1-5, $3 each
6-10, $2.50 each

Be a STAR Necklaces (/ncludes battery) » S5 oath
or more, $2 eac

NEW! Unframed Sunflower Poster $5

1-5, $1.50 each
6-10, $1.25 each
11 or more, $1 each

NEW! Sunflower Bookmarks

CMTA Brochure & Neurotoxic Drug Card FREE

Donation to the CMTA (100% Tax-deductible)

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

ORDER TOTAL

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

[J Money Order [J American Express [ MasterCard O VISA

Card Number:
Mail to: CMTA, P.0. Box 105, Glenolden, PA 19036; or fax to 610-499-9267

Expiration Date:

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.
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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 cerfain
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.



