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The Neuropathy Association Hosts
a Neuropathy Summit

BY PAT DREIBELBIS

rom December 3-5, the Neu-

ropathy Association hosted a

conference on “Probing the
Paradoxes of Neuropathic Pain”
at the Washington Hilton Hotel
in Washington, DC. After the
welcomes and general overviews
of the conference, Dr. Marc Trei-
haft, Colorado Neurological
Institute, presented a discussion
on “Living with Neuropathy,
Diagnostic Tools and Symptom
Assessment.” Dr. Treihaft dis-
cussed the usual diagnostic tools
(nerve conduction velocities,
EMGs, and, for some types of
neuropathy, metabolic studies).
He made some interesting gen-
eral statements such as problems
with sleep being typical for
patients with neuropathies. And,
in response to the questions

about alcohol and neuropathy,

he replied that one glass of wine
for women and two glasses for
men is considered the safe limit
for drinking,

Another interesting topic
was “Partnering with Your Doc-
tor: Asking for Help” presented
by Dr. Mazen Dimachkie, of
The University of Kansas Med-
ical Center. An important con-
cept in talking to your doctor
involves the fact that a person
with neuropathy can have allo-
dyna, pain from normally pain-
less stimuli, such as bed sheets or
ceiling fans. It is crucial to
understand that coping with
pain is a dynamic process and
you must always keep your doc-
tor apprised of new health issues.
Trust is the foundation of a good
relationship with your doctor. At
the first visit, realize you will be
emotionally charged, so be pre-
pared and organized. Give a

20 YEARS
OF SERVICE

Pat Dreibelbis has

been a key partici-
pant in the CMTA’s
growth over the

past two decades.

See page 2

THE CMTA REPORT GETS COLOR
Thanks to advances in print tech-
nology, we've been able to add
color to our newletter without
increasing our production costs.
We hope you enjoy our new look!

chronological history, provide
your medical records, and have a
list of questions. Exchange your
expectations with your doctors.
One of you might wish for a
“cure,” but the other may be
delighted with an improvement
in comfort. If there are any
changes in your health, such as a
change in the pain you experi-
ence, the falls or imbalance you
are having, any new weakness, or
a sudden rapid progression, you
must let your doctor know about
these new problems.

Dr. Alan Berger of the
University of Florida, Shands,

(continued on page 3)
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Thank You, Pat Dreibelbis, for 20 Years
of Commitment and Dedication!

BY ELIZABETH OUELLETTE

entor, historian, author,

event planner, speaker,

comedian, and close friend
are just a few of the words that
come to mind when [ think of
Pat Dreibelbis, CMTA’s Director
of Program Services, who offi-
cially celebrated her 20th
anniversary with our association
in November, 2010.

Pat began her tenure at the
CMTA in 1990, as a part-time
employee. Then president Karol
Hitt hired her as a writer to add
substance and flair to the
CMTA newsletter, essentially a
scientific journal at the time.

As the CMTAs first offi-
cially paid employee, Pat not
only redesigned and jazzed up
the CMTA newsletter, but also
took it upon herself to learn
more about Charcot-Marie-
Tooth disease both from a med-
ical standpoint and a patient’s
point of view.

In the 1990s, the CMTA
was so small and intimate, Pat
came to personally know most
of the 400 to 500 donors, and
many of the 1,200 members. By
1991, Pat became the CMTA’s
first full-time employee, whose
responsibilities expanded rapidly
to include everything from com-
piling data entry, planning
patient/family conferences,
attending scientific meetings,
answering patient questions, and
writing articles about CMT to
representing the CMTA nation-
ally when she took over the role

of editor of The CMTA Report.

An accountant was hired to han-
dle all the data entry and book-
keeping, and Pat finally enjoyed
the companionship of another
full-time employee.

Looking back, Pat reflects
on where the CMTA is today,
compared to 20 years ago, “At
the November, 2010, consor-
tium in San Diego, where
world-renowned researchers
came together to discuss thera-
peutic options for CMT Type 2,
I simply could not stop thinking
about just how far the CMTA
has come over the years. To
experience, first hand, the power,
scope, and magnitude of our
current association is both amaz-
ing and slightly surreal.”

Indeed, with a staff of five
full-time employees, a very
involved board of directors, a
collaborative external scientific
advisory board, and approxi-
mately 60 support and action
groups nationwide, the CMTA
has grown and matured immea-
surably in the realms of patient
services, research through the
STAR initiative, and overall
recognition as a unique and
valuable entity.

Today, Pat title is Director
of Program Services, but her job
responsibilities are as eclectic and
as varied as ever. One of her
recent projects has been assum-
ing the persona of the CMTAs
mascot, Archy the Turtle. Tina
Thomas, Archy’s creator, will-
ingly gave the Archy design to
the CMTA to be used as a mas-
cot for the kids” page. But Pat felt
that Archy needed to be put into

Pat Dreibelbis wears the diamond

star that she was given to commem-
orate her twenty years of service to
the CMTA.

context, given a family, a home,
and adventures. Archy’s stories
can now be found in the CMTA
newsletter and on Facebook
(hetp:/fwww.facebook.com/pages/
Archie-the-CMTA-Turtle), where
he chats with “friends” from all
over the world about CMT-
related issues.

Pat also spends a good part
of her day answering phone calls
from people who have CMT-
related questions. Some need
information, and some need a
shoulder to cry on, a few gentle
words, or a hand to hold. Pat is
always ready to listen with an
open heart and an open mind;
she is the heart and soul of our
organization.

Asked what she most
admires about those with CMT,
Pat responded with, “...their
determination, hope and unre-
lenting curiosity.” To all those



living with CMT and their fam-
ilies, Pat’s message is one of hope
and promise: “The future is
bright and hopeful, so never,
ever give up. There are so many
adaptive ways of living life to the
fullest, despite your CMT, so
don’t ever give up your
dreams.”

Pat also wanted to
give a special shout-out
to Dr. Robert Lovelace,
Chairman Emeritus of
the CMTA’s medical
advisory board. Now in
retirement, Dr. Lovelace, a neu-
rologist, used to see CMT
patients at Columbia Presbyter-
ian in New York City. “Dr.
Lovelace is the perfect embodi-
ment of a caring, competent,
and inquisitive human being.
He spent innumerable volunteer
hours working with the CMTA

to help the association gain

recognition, growth, and suc-
cess. Though no longer practic-
ing medicine, Dr. Lovelace’s
unquenchable thirst for knowl-
edge and answers has not dwin-
dled in the least. I am forever

indebted to him for all he has

“| simply cannot stop thinking
about just how far the CMTA

has come over the years.”

taught me over the years and all
that he has accomplished on
behalf of the CMTA.”
Reflecting on how she
would sum up her job experi-
ence at the CMTA over the past
20 years, she cautiously
remarked that, “For me, the
more things change, the more
they stay the same.” She went

on to explain that, “Despite the
positive and rapid evolution of
the CMTA, my job of connect-
ing with people on many differ-
ent levels is still one of the
things that gives me enormous
satisfaction, and also keeps me
motivated, involved, and
enthusiastic.”

On behalf of all our
members, friends, staff,
and the entire board of
directors, I'd like to
acknowledge Pat for
being an instrumental

source of inspiration and success
throughout 20 years of service
to the CMTA. Her impact on
our association is immeasurable
and her tenure extraordinary.
The CMTA would not be
where it is today without her.
We are eternally grateful for her
personal contributions to our
success.

NEUROPATHY SUMMIT

(continued from page 1)

Jacksonville spoke about neuro-
pathic pain treatments that are
currently available. For sympto-
matic treatment, the doctor
must first find the exact cause of
the pain. He or she must differ-
entiate between neuropathic
pain, muscle weakness, gait
imbalance, sensory loss, or
mood dysfunction before the
appropriate medication can be
found. The vicious cycle of pain
begins with the actual pain, fol-
lowed by sleeplessness, and
finally mood impairment. Pain
will change in quality from one
day to the next.

Another difficulty in finding

appropriate medication is the

fact that response to medication
is highly individualized and diffi-
cult to predict. The doctor
should titrate medication
strength upward according to the
effect and considering possible
adverse reactions. It is important
to avoid premature discontinua-
tion because a slightly higher
dosage might be the perfect solu-
tion to a medication that didn’t
seem to be working well. It’s
even possible that a drug combi-
nation will be the solution. The
patient and doctor need to have
a dialogue regarding expecta-
tions. In reality, a 40% reduction
of pain is a good outcome, but a
patient might be expecting a
complete relief of pain.

Current neuropathic pain
medications that were part of the

presentation include gabapentin,
pregabalin, Cymbalta, amitripty-
line, tramadol, Lidoderm
patches, capsaicin, and opiods.
Nonpharmacological pain man-
agement options include transcu-
taneous electrical nerve
stimulation (TENS), massage,
heavy socks, proper shoes, rest,
and management of activities.

In general, the participants
seemed to universally express a
concern for the lack of knowl-
edge about neuropathies in gen-
eral and about the treatment
options for neuropathic pain in
particular. A quotation from Sen-
ator Edward Kennedy summed
up the message of the meeting,
“The work goes on, the cause
endures, the hope still lives, and
the dream shall never die.”
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As can see, the past several months have been a busy time for the CMTA Circle of Friends

program.

And there’s more to come. In 2011, Ken Gomez is going to ride from Anacortes, WA,
to Bar Harbor, ME, and up to $22,000 in sponsoring gifts will be matched by the Paul
Flynn Charitable Trust. (Visit www.cmtausa.org/kensride for more info and keep up with
Ken on Twitter at http://twitter.com/KensRide.)

Also in July, 2011, Doug Allie, who doesn’t have CMT, is planning a 14-day,

355-mile run across Michigan’s Upper Peninsula to help find a cure for CMT, which does
affect his son Jacob (www.cmtausa.org/runacrosstheup).

Whether you walk, run, or climb or would just like to help raise funds for CMT

research, you can take up the challenge and start your own Circle of Friends. It's easy. Just
call us today at 1-800-606-2682, email us at cof@cmtausa.org, or visit us on the web at

www.cmtausa.org/cof.

Working together, we can create a world without CMT!

DONATIONS WERE MADE TO THESE CMTA CIRCLES:

Chris’ Run

Mr. Anthony Wodke
Ms. Christine L. Wodke

Donna’s Quest

Mr. and Mrs. Tim Lee
Dr. Josephine R. Perry
Mr. G. M. Willard

Doug Allie—
Running the UP

Mr. Mark Agnew

Mr. Doug Allie

Mr. Ryan M. Ash

Mr. Jim Ash

Baker College

Mrs. Margaret Began

Ms. Marcia L. Bird

Blight 0il Co.

Mr. and Mrs. Robert Custer
Mr. Mark Devereaux

Dr. Carol L. Dowsett

Mrs. Dawn Eccles

Ms. Brandy Gutting

Mrs. Melisa G. Hickson
Ms. Christy Hinman

Mrs. Gloria T. Impagliazzo
Jacobs Insurance

Mr. Peter Karsten

Mrs. Sandy Kirby

LSG Trucking LLC

Ms. Lisa Lynch

Mr. Michael Moore
Mulligan’s

Mr. Randy R. Paape

Mrs. Mary E. Slingerland
Mr. David L. Stechschulte, Jr.
Young Chevrolet

Grace’s Courage
Crusade

Mr. and Mrs. Joe Clark

Mr. Robert J. LaMagna and
Ms. Nicole Shute

Mr. and Mrs. Christopher M.
McLoughlin

Mr. Eugene J. Rapisardi

Dr. and Mrs. Eugene J. Sidoti

Mr. and Mrs. Edward A. Smith

Grace’s Dinner

Mr. and Mrs. James Brauer
Mr. Bruno E. Brugnatelli

Mr. and Mrs. Guy W. Cassaday
Ms. Jane E. Stach

Ms. Kitty Tally

Ken'’s Ride

Mr. and Mrs. James F. Braker
Dr. Kathleen Carey

Mrs. Barbara Childress

Mrs. Mona G. Coogan

Coral Springs Charter School
Mrs. Karen A. Cortese

Mr. and Mrs. David Dittmar
Mrs. Susan F. Fedor

Ms. Florence Fiscella

Ms. Frances M. Gargano

Mr. Daniel J. Gilbert

Mr. Paul J. Ginnelly

Mr. George A. Gomez

Mr. Ken Gomez

Mr. David A. Gordon

Ms. Debbie A. Hayden

Mr. and Mrs. James V. Hickey
Mr. and Mrs. Eric Johansen
Ms. Wendy Kelly

Kiwanis Club of Dewitt, Inc.
Mrs. Lisa Klein

Ms. Michele R. Vezina

Mr. and Mrs. Glenn LaPoint
Ms. Margaret M. Leahy

Ms. Katie Leahy

Mr. Paul G. Leo

Mrs. Elisa C. Long

Mr. Shawn P. McGinnis

Mr. John F. McNeill

Mr. and Mrs. Chris Nadareski
Mrs. Ruth Ellen Nassberg

Mr. Joseph T. Oitice

Mr. and Mrs. James R. Owens
Mr. David Schuh

Mr. Robert W. Thomas

Mr. and Mrs. David Thomas
Mr. and Mrs. William Vangelos
Ms. Susanna Williams

Team Julia 2010

Mr. and Mrs. Alan D. Goldstein

Morgan Stanley

Dr. and Mrs. Barry N.
\Wasserman

Tyler's 4th
Annual Benefit

Mr. Michael Alberts

Mr. and Mrs. Joseph Anello

Mr. and Mrs. Richard Barton
Mr. Steve M. Bendoraitis

Ms. Christina J. Benz

Ms. Alice D. Blanchard

Mr. and Mrs. Randy Burkamper
Ms. Lorraine Callahan

Mr. Timothy R. Casey

Mr. Mark Coughlin

Mr. and Mrs. Stephen L. Crook

Mr. Chuck B. Evans

Mr. and Mrs. David M.
Greensphan

Ms. Shari M. Hale

Mr. and Mrs. Dennis M. Hallberg

Harvey Jack Waller &
Associates

Mr. and Mrs. Edward C. Hill

Mr. and Mrs. Frederick Hill

Ms. Lisa Hill

Mr. Davor llic

Mr. and Mrs. Alan C. Kaspar

Mr. Ronald T. Keenan

Mr. and Mrs. James Lagoni

Mr. and Mrs. Bruce Longanecker

Mr. and Mrs. Daniel Lopez

Mr. and Mrs. Daniel R. Lopez

Ms. Diane M. Lopez

Mr. Paul J. Lopez

Mr. Rory J. Lopez

Ms. Alejandra L. McKeigue

Microsoft Giving Campaign

Miss Fantasia Boutique, Inc.

Mrs. Jean A. Moore

Ms. Kathleen Murray

Mr. and Mrs. Walter D. Nagle

Mr. Brian P. Randle

Mr. and Mrs. Wayne C. Rogers

Mr. and Mrs. John J. Shanahan

Mr. Shawn D. Straney

Mr. and Mrs. Dennis M. Swatek

Mr. and Mrs. Gary W.
Szparkowski

Mr. and Mrs. Rick Thompson

Mr. Thomas J. Walsh

Mr. and Mrs. Darren W. Waunn

Mr. and Mrs. Robert J. Waunn



Archy Contemplates Heredity

had a wonderful holiday vaca-
tion with my family. I hope
you all did, too. We stayed
home and my grandparents
on my mother’s side
visited us. My
grandfather,
Ralph Turtle-
baum, and my
grandmother,
Esther Turtle-
baum, live close
enough that they can
visit more easily than my
father’s family. His family, the
Shelleys, are a state away and as
slowly as turtles travel, it’s just
too far to go in the winter.

The reason the Turtlebaum’s
visit was important is because it’s
that side of the family that has
CMT type 1X. My PopPop
Turtlebaum has really obvious
signs of CMT just like I do, but
my mother, who got it from her
father, really hasnt had many
problems yet. She does get really
tired from standing on her feet
too long when she’s cooking hol-
iday meals or shopping, but so
far, she hasn’t needed braces or
even physical therapy. My Pop-
Pop was trying to explain to all
of us how X-linked CMT
works. The one thing I got out
of his “talk” was that I could
have boy turtles without worry-
ing about passing on the CMT,
but all of my daughters would
have it on one of their X chro-
mosomes. | am really far from
thinking about having children,
but I thought that was an inter-
esting point anyway. People who
have other forms of CMT can
pass it on to either their boys or
their girls.

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

The reason my mother
doesnt have very serious charac-
teristics of CMT (yet) is because

she has another X chromosome
and it can be dominant,
making the X with

the CMT less of a

problem. My Pop-
Pop’s mother, who
had CMT and
passed it to him,
developed more seri-
ous issues as she aged.
Eventually, she needed a
walker to get around. I don't
remember her, but my mother
said she was pretty weak before
she passed away.

If this discussion doesn’t
seem like a very good holiday
event, it really was. Lots of my
cousins and aunts and uncles
were around, and it was the first
time that all of them knew what
I had that made me walk funny

and how the inheritance worked

in our family. My PopPop said
that holiday gatherings are actu-
ally great places to bring up
CMT and to make sure that no
one in the family is ignorant of
the fact that it is genetic and
that in our X-linked family it
can seem to skip generations
when it really isn’t doing that.

On a personal note, I think
some of my more aggressive
cousins treated me with a little
more respect this year. They
were actually curious about my
orthoses and a little jealous of
how cool my camouflage pair
really is.

I want to start the New Year
by thanking everyone at the
CMTA for a fabulous 2010. I
got to travel to so many confer-
ences and fundraisers that I felt
very special. For a little turtle like
myself, it can be overwhelming,
but exciting, nonetheless. Here’s
to an equally great 2011!

NORTHERN TIER
LEWIS & CLARK

TRANSAMERICA
GREAT RIVERS SOUTH

Research Initiative.

TRACKING KEN'S RIDE ACROSS
AMERICA FOR STAR

Ken Gomez plans to ride 5,000-6,000 miles across America from
Anacortes, WA to Bar Harbor, ME in June 2011 in support of the Star
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Learning to live with CMT:

A mother’s mission, a young man’s journey

Reprinted from the Los Altos Town
Crier, January 6, 2011

BY MARY BETH HISLOP

ne in every 2,500 people is

born with Charcot-Marie-

Tooth disease (CMT), an
inherited peripheral neuromus-
cular disorder that afflicts more
than 2.5 million people world-
wide—approximately as many as
suffer from multiple sclerosis.

Los Altos resident Elizabeth
Ovuellette learned 10 years ago
that CMT has nothing to do
with teeth.

Ouellette emigrated from
France to the Bay Area with her
husband, Gilles Bouchard, and
son Yohan, then 3 years old. A
fairly typical toddler, Yohan was
walking—but he was navigating
on his tiptoes.

“We knew intuitively there
was something wrong,” Ouel-
lette said.

A pediatric exam uncovered
tight muscles in the Achilles’
heels, and the doctor recom-
mended physical therapy. Three
years later, when a pediatrician
discovered Yohan had no deep-
tendon reflexes, he recom-
mended that Yohan see a
pediatric neurologist.

Dr. John Sum diagnosed
CMT through a DNA blood test
when Yohan was 7. Although
there are 40 types of CMT, Sum
discovered the needle in the
haystack after one test—the most
common form, CMT1A. The
diagnosis of an obscurely known
disease and its type answered

some questions about Yohan’s
symptoms but offered no hope.

“There are no treatments
and no cures,” Ouellette said.
“And it’s progressive.”

Living to learn

The Ouellette-Bouchard family
would learn much about CMT
in the ensuing months, but it
wouldn't be through local sup-
port groups—there weren't any
for Charcot-Marie-Tooth.
Because CMT affects the nerves,
doctors suggested a muscular
dystrophy support group, which
couldn’t offer much information
on Yohan’s affliction.

Three years later, Ouellette
learned of the Charcot-Marie-
Tooth Association, a non-profit
organization founded in 1983 to
support patients and family,
educate the public and promote
research for treatments and a
cure.

Discovered in 1886 by three
physicians—]Jean-Martin Char-
cot, Pierre Marie and Howard
Henry Tooth—the disease is a
progressive deterioration of the
peripheral nerves that control
sensory information and muscle
functions of the lower leg, foot,
hand and forearm. It crosses all
racial, ethnic and geographic
borders.

In layman’s terms—the
duplication of the gene in
CMTT1A prompts an overpro-
duction of protein that causes the
deterioration of myelin, the insu-
lation surrounding nerve fibers.
As the myelin deteriorates, expos-
ing the nerve fibers, those begin

to deteriorate as well, resulting in
nerve impulses no longer able to
transmit efficiently.

The disease can affect reflexes
and the feet—bone abnormali-
ties, high arches, hammertoes—
and contribute to muscle loss,
balance problems, decreased
hand function and clawed fin-
gers, arm- and leg-muscle cramp-
ing, spine curvature and, at
times, breathing difficulties.

First symptoms include leg
weakness, frequent tripping and
loss of balance. Anyone whose
parent has CMT has a 50 per-
cent chance of inheriting the
disorder, which may not be
diagnosed until well into middle
age. The severity of the disease
varies greatly, even among those
in the same family with the
same type of CMT.

“[Doctors] don’t understand
why,” Ouellette said. “It’s just
the way it is.”

What perplexed Ouellette
and her husband was that nei-
ther has CMT—nor does any-
one in the family. Yohan’s disease
was caused by an inexplicable,
spontaneous mutation of a gene
now encoded in his own DNA.

“For Yohan, there will be a
50-50 chance his children will
have CMT,” she said.

Ovuellette dove into the
association’s mission to educate
the health-care community and
the public—and, more impor-
tantly, to help support the grow-
ing numbers affected by the
disorder, expanding national
support groups from 16 to 50
across the country; establishing a



local support group that meets
quarterly at the Los Altos main
library; convening a CMT sum-
mit in Palo Alto for patients,
family and health-care providers;
and accepting a position on the
association’s board of directors.

Sept. 19-25 marked a coup
for Ouellette and CMT—the
first CMT Awareness Week.
After a visit to Congress, Ouel-
lette hopes to convince legisla-
tors that September should be
CMT Awareness Month.

Learning to live

A mere 7 years old, Yohan was
equally confused about doctors’
CMT diagnosis.

“At first, no one knew what
to do with it,” Yohan said. “They
told us it would just go away.”

But CMT doesn' go away,
though physical therapy, correc-
tive orthopedic surgery, leg
braces and other devices can
alleviate symptoms. Still, no one
warned Yohan that classmates
could be so cruel.

Yohan's years at Oak School
were filled with taunts and
humiliations inflicted by fellow
students. Prone to tripping often
and slower on his feet than oth-
ers, his peers didn't understand
that he was challenged by a
debilitating disease.

“It was brutal,” said Yohan,
now 17. “I couldn’t do all the
physical activities.”

Ouellette visited the school
to make a special presentation
on CMT so that children would
understand the disease and what
Yohan was experiencing. Their
attitudes changed—“People
apologized,” he said.

Now enrolled as a junior at
Palo Alto Preparation High
School, Yohan loves English, his-

tory and math (calculus, mind
you), enjoys computers, archery
and soccer—“I try to play every
day’—and challenges competi-
tors in the popular trading-card
game Magic: The Gathering.
Shelves lined with books in his
room attest to late nights of
reading.

While he tries not to let
CMT limit his activities, Yohan
continues to suffer from the dis-
ease’s effects—tiredness, sleep
apnea, heat intolerance and
hand tremors.

“My handwriting’s pretty
bad, but I'm pretty lucky,” he
said. “Some people can't grip
and can’t write.”

He also can’t stand for long

periods of time, which makes his

small school an ideal place for
him in moving from class to
class—along with its flexibility.

“I have lots of doctor
appointments,” Yohan said.
“Otherwise, I try not to think
about (CMT).”

A STAR is born

In 2008, the association launched
Strategy to Accelerate Research
(STAR) to fund the CMT-related
studies of international researchers
searching for understanding and a
cure for the disease.

Because scientists have
identified CMT"s causes and
pinpointed more than 33 gene
defects associated with the dis-
order, it has become easier to

(continued on page 14)

MEMBERS TOUR GE AVIATION

After hosting the Second Annual CMTA Golf Outing, GE Aviation in North Carolina reached out to the area
support and action group. Joe Sweeney, one of the event coordinators, invited the support group mem-

bers to tour GE's facility. The thought behind the invitation was to create more awareness for the employ-
ees and to have the employees meet some of the people that they raised funds for. The support group

7 { ..

NORTH CAROLINA SUPPORT GROUP
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members felt very welcomed and pleased that people other than those directly affected by CMT showed
interest in helping people with CMT. Thanks to GE Aviation for another successful event!
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L GIFTS WERE MADE TO

IN MEMORY OF:

Elia & Shafiqua Atalla
Mr. & Mrs. Yacoub E. Atalla

Helen Brown
Dr. Dale Gephart
Mrs. Martha E. Schott

Samuel C. Cantor
Samuel C. Cantor Charitable
Trust

Jim Deutsch
Mr. & Mrs. Franklyn C. Weiss

Anita J. Feddock
Erie Support Group

Sue Ganss
Mr. Edward R. Ganss

Lillian H. Graves
Mr. Jack A. Graves

Aaron Greif
Mr. Michael Grife

Ray Haley
Ms. Kathy Carr
Ms. Katherine Touchstone

Ida Herman
Extended Marks/Horton
Family

Patrick J. Joyce
Anonymous

Dorothye Knowles
Mr. Herbert J. Holly

Carol A. McCay
Erie Support Group

Charles B. McClain
Mr. Mark C. McClain

Mother
Mrs. Belle Sohnen

Jack Norton
Mr. Robert E. Norton

Frances (Gomez) Owens

Mr. & Mrs. James Baker
Mrs. Diane C. Baron

Ms. Mona Googan

Coral Springs Charter School
Mrs. Karen A. Cortese

Mr. & Mrs. David Dittmar
Mr. Ken Gomez

Mr. George Gomez

Mrs. Florence Gomez-Fiscella
Mr. & Mrs. James V. Hickey
Ms. Wendy Kelly

Ms. Peg Leahy

Ms. Katie Leahy

Ms. Catherine A. Leahy

Mr. Paul G. Leo

Mr. & Mrs. Chris Nadareski

Rocco Pignone
Mrs. Rosanne Schloss

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, 2700 Chestnut Parkway, Chester, PA 19013.

Honorary Gift:

In honor of (person you wish to honor)

Memorial Gift:
In memory of (name of deceased)

THE CMTA

Edward Protas

Mr. Richard Bastien

Ms. Ellen Bunting
Colleagues at Ford Motor
Ms. Alison Holmes

Ms. Lily Janice

Ms. Gladys Janice

Mr. & Mrs. Ted Jozefczak
Mr. Ernie Krajniak

Ms. Lauretta Powell

Ms. Louise Prince & Jay
Ms. Lauretta Protas

Mr. & Mrs. Richard Score
Ms. Sylvia Stabile

Ester Siref
Mr. Steve Fradkoff
Ms. Judy Siref

John J. Slate
Ms. Cheryl A. Jones
Ms. Elizabeth H. Slate

James Smith
Mr. Christopher D. Palermo

Daisey Thomas
Mr. David Neilsen

Frances Tuttle
Mrs. Roxa Kreimeyer

Ellen Wall
Mr. Michael B. Wall

Lynn Whatley
Extended Marks/Horton
Family

IN HONOR OF:

Rev. Travis Adams
Ms. Linda Founds

Trenton “Trey” Angell
Mr. Jason Angell

Alexa Arbore-Queen
Ms. Grace Tracy

Riley Ashe
Mrs. June McCarthy
Mr. John McCarthy

Julia Beron
Mr. & Mrs. Ira B. Geller

Johnny Bonner
Mr. David Neilsen

Christopher Brucker
The Eleanor M. & Herbert D.
Katz Family Foundation, Inc.

Harley Canterbury
Mr. & Mrs. Stephen
Sprayberry

The Castillo Family
Ms. Ashley Milne

Card #

Send acknowledgment to:

Name:

Name:

Address:

Send acknowledgment to:

Amount Enclosed:
JVISA [ MasterCard [ American Express

[J Check Enclosed

Exp. Date

Occasion (if desired):
(] Birthday (] Holiday
(1 Thank You

(1 Anniversary [ Other

Address:

Signature

Gift Given By:

[J Wedding

Name:

Address:




Barbara Castle
Mr. & Mrs. Thomas D. Bird
Mr. & Mrs. Earl C. Dudley, Jr.

Glen & Kim Corson

Mr. & Mrs. Larry Kyllo

Mr. & Mrs. Harry Lee Cross, Il
Mr. & Mrs. Harry Lee Cross, IV

Sandra Ettelson
Mr. James Stotter

Dianne J. Everhart
Mr. Gary L. Everhart

Carol & Stuart Feen
Mr. & Mrs. Michael M. Feen

Jacob Ferris
Mr. & Mrs. Stan Ferris

Dick & Darlyn Gerber—
Happy 50th Wedding
Anniversary

Mr. & Mrs. Thomas Grewis

Winifred Gonsalves—
Happy 100th Birthday

Mr. & Mrs. Stanley Gumson

Cynthia Hodges

Ms. Ellen Bunting

Theda L. Jones
Mrs. Rachel Rhoades

Nancy Kennerly
Mr. & Mrs. Charles R.
Harrigan

The Kennerly Family
Mr. & Mrs. Wm. R. Kennerly

Zachary Korowitz

Mr. & Mrs. Stephen J.
Abramo

Mr. & Mrs. Arthur Allen

Mr. & Mrs. David G. Allen

Mr. & Mrs. Francis M.
Bartoletta, Jr.

Mr. & Mrs. Francesco DiFalco

Mr. & Mrs. Frank A. Gioia

Ms. Eileen M. Johnson

Mr. & Mrs. Leonard Keiles

Mr. Steven J. Korowitz

Mr. & Mrs. Stefano Marino

Mr. Charlie Mazzcochi

Mr. & Mrs. Stephen A. Napoli

Nassau Gounty Pal Inc.

Ms. Brenda M. Rosner

Mr. & Mrs. William Schenck

Mr. & Mrs. Charles S. Schneck

Mr. Thomas Stalzer

Ms. Susan Stalzer

Mr. Eric Wollman

Jana Lamar
Ms. Judith M. Lamar

Patrick A. Livney—
Happy 50th Birthday

Mr. & Mrs. Kurt W. Florian, Jr.

Mr. & Mrs. Mark Miller
Mr. Peter Silverman
Mrs. Jennifer S. Spinney

Emily Louer
Mr. Arthur B. Mayers

Tom Lynch
Ms. J. C. Julian

Mitchel Malea
Mr. & Mrs. Larry Kyllo

Kim P. Marshall
Mr. & Mrs. Leslie E. Smith

Dan Martens

Mr. William Martens
Jacob Mattheiss
The Hunt Family

Beth McKee
Mrs. Michelle A. Peterson

Hagerstown, MD CMTA
Support Group
Mr. & Mrs. Vincent Sarageno

Karen Merrels—Happy
Birthday
Mr. Justin Ross

Gregg Merrill
Mr. & Mrs. Earl C. Dudley, Jr.

Marissa Mor
The Tomeo Family

Larry & Sarah Newsom
Ms. Sharon E. Thorndale

Elizabeth Quellette—
Happy 48th Birthday

Bay Sleep Clinic

Mr. Vincent Bemmel

Ms. Carol Bomberger

Mr. & Mrs. John Chernega

Mr. Jim Chernega

Ms. Catherine Dhayer
Monson

Mr. J. Dual

Mr. James Fitzgerald

Ms. Kim Ford

Ms. Catherine Gannage

Mr. Frank Ghali

Mr. Randy Haldeman

Mr. Richard W. Hanzel

Mr. & Mrs. Said E. Hassan

Ms. Tracy Larocque-Dorey

CORRECTION/OMISSION

In the November/December
issue of the newsletter, we
reviewed a new children’s
book called One More Time,
by Jack Graves. We did not
note that the book can be
purchased at discount on
Amazon.com or Barnes&Noble.com. Also,
Mr. Graves has just informed us that all royal-
ties he receives from the sale of the book will

be given to the CMTA.

Deborah M. Rozanski
Mr. Andrew G. Volovar

Ms. Yazmin Martinez

Ms. Terry Ann Mcintosh

Mrs. Beverly O’Free Rooney

Mr. Chris Ouellette

Mr. Richard C. Rekoon

Ms. Sandy Sans

Dr. Steve Scherer

Mr. Neal B. Schirle

Ms. Emily Slichter

Ms. Kathleen Vandevord

Mr. Vasi Vangelos

Mr. Frank Weiss

Ms. Gail A. Whitehouse

Mr. & Mrs. Linn B.
Winterbotham

Mr. Wesley Wright

Mrs. Beverly Wurzel

Stephen J. Schaefer
Ms. Margaret G. Schaefer

The Schott Family
Mr. & Mrs. Edward Schott
Dr. Jean Schott-Wagner

William Sharp
Ms. Emily Sharp
Mrs. Linda Sharp
Mr. Donald Sharp

Kelsey Shinnick
Mrs. Amy Shinnick

Catherine Howett Smith

Anna Maria Park Ms. Catherine M. Howett

Mr. John Park
Joe & Sue Paterno
Mrs. Cynthia Ault

Rebecca Stern
Dr. Robert Stern

Grayson Thomas

Barhara & Kaye Pearce Mrs. Stefanie Rose Miles

Dr. Beth A. Bauer
Michelle Tressel

Merrie & Terrie R. .
Mr. & Mrs. Robert J. Elliott
Mrs. Caroline D. Rosengarden : rs. ober 10

Vasi Vangelos

Mr. Matthew Walker
Harriet Weiss

Ms. Erica J. Berger

Debbie Rannie
Mr. Mike Rannie

Mr. & Mrs. Dean Reynolds

Mr. Nehemiah Hasak
Steven Weiss

Kathy Roberts Mr. Gene Rosengarden

Ms. Joann Stephan
Karen West

Beverly 0’Free Rooney Mr. Steve West

Mr. & Mrs. Christopher
Ouellette James P. Whitten

i Ms. Janice Flower
Mr. Justin Ross—

Happy Birthday Betty Williams
Julie Ross Ms. Judy L. Williams
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WRITE TO US!
Pat Dreibelbis, Editor
pat@cmtausa.org

David M. Hadll, CEO
dave @cmtausa.org

Dana Schwertfeger,
Director of
Member Services
dana@cmtausa.org

| ASK THE DOCTOR

Dear Doctor,

1 have mild Reynaud's disease,
which seems to be worsening as
my CMT 1B worsens, and Im
wondering if Reynaud’s is com-
mon among people who have
CMT since the nerves in the
hands and feet are affected. I've
read that some people who have
Reynaud's have diseases that affect
the nerves in their hands and feet
that in turn affects the blood flow.

Dr. Michael Shy replies,

I don’t recall seeing Reynaud’s
per se in our CMT1B patients.
However, particularly when
there is a lot of atrophy, hands
have been cold and pale, with
substantial sensory loss.

Dear Doctor,
1 recently went to a Pain Clinic in
town and to add to a regimen of
pain meds the doctor suggested a
“lidocaine infusion” treatment.
This would involve an 1V push
every 2 weeks, in the hospital. Each
appointment would be 2 hours
and last approximately 14 weeks.
The suggestion did not come from
my primary physician but a doctor
in the pain clinic. This is only the
2nd time I have seen him but he
has a strong grasp of my bistory
[because I clearly conveyed that]. 1
am not sure why but he and bis
team were eager to sign me up.
Naturally, I hesitated because I
wanted to 1) run it past my pri-
mary physician, 2) do my own
research, and 3) check in with
other people with CMT. My quick
research on lidocaine shows that its
a simple drug that is typically used
Jfor temporary relief at dentist

appointments. I found very little on
this in the area of infusion, CM 1,
andfor neuropathy pain.

Dr. Louis Weimer replies,
Lidocaine is a commonly used
anesthetic and is very safe when
administered locally on the skin
or by low-dose local injection.
Intravenous lidocaine is a serious
treatment that has potential
anti-heart arrhythmia and other
effects. There is no evidence that
it is more dangerous in CMT
patients, but adequate justifica-
tion and adequate monitoring
are needed during the treatment.
I have not heard of its use for
neuropathic pain in this manner.

Dear Doctor,

1 searched the Ask the Expert sec-
tion and did not find any mention
of atrial fibrillation. One of the
drugs used to treat atrial fibrilla-
tion is a rhythm-control medica-
tion called amiodarone
(Cordarone) which is on the CMT
Medical Alert list. I would like to
know if the next generation of that
drug, dronedarone (Multag),
which is supposed to be much safer
than amiodarone, poses the same
risks or if it would be safe for a
person with CMT to take to treat
atrial fibrillation.

If possible, 1 would also like to
know if the incidence of atrial fib-
rillation or cardiac arrhythmias, in
general, differs in people who have
various forms of CMT compared to
peaple who don’t have CMT.

Dr. Louis Weimer replies,
Yes, the drug amiodarone poses
a significant risk of neuropathy

and may increase the neuropa-
thy of CMT patients. It also has
a very long half-life, meaning
that it stays in the body for a
considerable period after stop-
ping the drug. The new drug,
dronedarone (Multaq) seems to
have considerably less neurotoxi-
city, including neuropathy.
There are no clearly reported
cases of neuropathy in patients
taking the drug: however, the
drug is relatively new. Most
forms of CMT do not affect the
heart and atrial fibrillation does
not seem to be more common

in CMT patients.

Dear Doctor,

1 have read the data base and
there is little information about
testosterone shots. Can you com-
ment? My muscle strength is
rapidly failing because of age and
CMT. Local doctors not well
versed in the possible improvement
provided by testosterone shots only
quote negatives, such as prostate
danger. 1 would like to weigh the
good and the bad.

Dr. Louis Weimer replies,
Testosterone treatment is not a
currently recognized treatment
for neuropathy-based muscle
weakness. However, weakness is
a complication of low testos-
terone levels and may add to
CMT-based weakness. The
testosterone level is easily mea-
sured and should be tested for
you, appropriately.

Dear Doctor,
1 have CMTIA. I experience

severe pain in my adductor,



CARD ISSUED FOR AIR TRAVELERS WITH DISABILITIES

The US Department of Homeland Security has issued
a notification that should make commercial air travel a little
easier for people with disabilities.

The blue, wallet-sized card allows people to discreetly
notify security personnel of a disability, medical condition,
or medical device that might affect the screening they're
required to undergo before boarding a plane.

The government agency says the optional cards serve
the dual purpose of protecting passenger privacy and facili-
tating the screening process. Although the card doesn't allow
the user to skip the screening, it states that “alternative pro-
cedures which provide an equivalent level of security screen-
ing are available and can be done in private.”

The card can be downloaded as a PDF file and printed

I have the foy,
Or medicg|
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: jiva el of sec
provide ah equivatent :
‘ lone
o avaiiable and &30 e d
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presenting

on a home computer, then filled in with the user’s personal information. The link to the PDF is

http://quest.mda.org/news/card-issued-air-travelers-disabilities.

quadriceps, and hamstring mus-
cles. My gait has been altered due
1o the instability and deformities
in my feet and lower legs. I have
been treated for trigger points and
tendinopathy in some of the afore-
mentioned muscles. I have extreme
weakness in these muscles and
limited flexibility. The muscles
stay taut and I have continuous
pain especially where my adductor
Jascia attaches to the pelvis. My
question is, “Is it possible to
develop spasticity because of
CMT?” Also, I am looking into
medication to help relieve some of
the chronic pain I am experienc-
ing. I am considering Zanaflex or
indomethacin. Would either of
these be appropriate for me?

Dr. Steven Scherer replies,
CMTT1A does not cause “spastic-
ity,” using the strict definition of
this word, and would likely
mask it. If you have spasticity,
CMT 1A is not the cause, and a
thorough evaluation is needed.
If you have spasticity, then

Zanaflex would be an appropri-
ate medication.

One would expect that the
muscles below the knees are
weak, but it would be unusual
to have weakness in your thigh
muscles, and I cannot deduce
why you experience “severe
chronic pain” in your adductor,
quadriceps and hamstring
muscles.

I would suggest that you
been seen by an experienced
neuromuscular physician.

Dear Doctor,

I have CMT 1B with a gross
mutation, whatever that means. [
also have Adies pupil. My mother,
grandmother, two uncles, three
cousins, and two of my children
also have been diagnosed with the
disease and they all have Adies
pupil. Is this common with other
CMT patients?

Dr. Steven Scherer replies,
There are some MPZ mutations
that cause a form of CMT1B in

which Adie’s pupil is a character-
istic finding. If you send me the
information regarding your
mutation (the genetic test and
the EMG results), I may be able
to give you more advice.

Editor’s note: Adie’s pupil is a
neurological condition of
unknown origin with an unusual,
asymmetric presentation known
as anisocoria, an inequality in the
size of the pupils of the eyes. It is
believed to be a result of damage
to the nerve innervating a muscle
of the eye known as the ciliary

body.

Dear Doctor,

Are there any subtypes of CMT1
that are known to cause a vitamin
B12 deficiency the way multiple
sclerosis (MS) does?

Dr. Steven Scherer replies,

The question is worded incor-
rectly. B12 deficiency can cause
a neuropathy and mimic some
aspects of MS. Neither MS or
CMT causes a B12 deficiency.
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SUPPORT AND ACTION GROUP NEWS

AZ - Phoenix Area

The group met in November to
celebrate their one-year anniver-
sary as a group and shared a
potluck lunch. The meeting was
held at the Arizona State Univer-
sity Walter Cronkite School of
Journalism, where space has gen-
erously been provided all year.
Thirteen members heard a pre-
sentation on occupational ther-
apy. Tammy Marano from St.
Joe’s Hospital had hands-on
demonstrations with equipment
that makes it easier to perform
activities of daily living.

DC - Washington DC Area

The DC metro area support and
action group held its third meet-
ing in early December. More
than 30 people attended to hear
a presentation from Dr. Thomas
Lloyd, Assistant Professor of
Neurology and director of the
CMT Clinic at Johns Hopkins
University about the CMT Cen-

ter of Excellence. The next

meeting will be in March 2011
and will be a discussion format
with several members sharing
their experiences with CMT.

FL - Tampa Bay Area

The November meeting was
attended by 36 people, several of
whom were new and several
who were welcomed back after a
long absence. Two representa-
tives from Walgreens discussed
the flu shot partnership with the
MDA. An attorney discussed
patients’ rights and the issue of
advocacy. Vicki Pollyea reported
on her attendance at Cooterfest
and the success of the Archy
train, which Jerry Cross brought
from Nevada. After a discussion
of what the group members
want for the new year, it was
decided that for the immediate
future, the group would work
on reaching out to new mem-
bers, having a speaker or presen-
tation and then time for open
discussion and support.

THE 4TH INTERNATIONAL CMT CONSORTIUM

The CMTA is pleased to announce that we will be hosting the 4th International CMT Con-
sortium at the Bolger Center in Potomac, Maryland, from June 29 through July 1, 2011.

The Consortium, which will follow the Peripheral Nerve Society meeting at the same
location, will have the same format as previous International CMT Meetings and will allow
participants to exchange new clinical and scientific information and, equally important, to
start or strengthen collaborations between research and patient services organizations.

We will provide information about registration soon, but abstract submissions are due
by April 1, 2011.

We believe that the 4th International CMT Consortium will be our most exciting meet-
ing yet, and we once again look forward to the participation of the world's foremost CMT
scientists and clinicians. Although the consortium is not open to the general public, the
CMTA is planning to hold a patient-family conference in conjunction with the meeting,
We will publish details and registration information as soon as it becomes available.

LEADERS WANTED!

We are looking for people
who would be interested in
taking over the support groups
in Boston, Baltimore, and
Houston.

MI - Kalamazoo

The November meeting had 17
attendees. There were 4 new
members in that group. A
speaker had been scheduled, but
failed to arrive, so the group had
a discussion about CMT treat-
ment and research. They also
discussed products they used to
make life easier. Despite the
absence of the planned speaker,
it was quite a good meeting.

NY - Upstate NY Area

The group met on December
4th with 29 in attendance.
Seven were new people who
called after reading an Awareness
Week article that Melinda Lang
wrote for the local newspaper.
Each new person who called
Melinda spent 15-30 minutes
telling their stories. All were
delighted to find the group and
to finally meet someone else
with CMT. A physical therapist
from Columbia Physical Ther-
apy talked about aquatic exer-
cises using one of the members
as an example. The discussion
also centered on where to buy
good shoes locally and online to
fit over AFOs. Melinda men-
tioned Smartknit seamless AFO
socks which are very comfort-
able and Cosysoles to help keep
feet warm. The next meeting

will be February 12, 2011.



AL—Birmingham Area

No group currently meeting
Will accept calls/emails

Dice Lineberry

205-870-4755
sag_hirmingham@cmtausa.org

AZ—Phoenix Area

Ken Wysocki

602-606-2805
sag_phoenix@cmtausa.org
Pamela Palmer
602-343-7033
sagcf_phoenix@cmtausa.org

CA—Los Angeles Area

Ryan Conlon

310-383-1024
sag_losangeles@cmtausa.org
http://www.cmtla.org

CA—South Bay Area
Elizabeth Quellette
1-800-606-2682 x107
sag_southbay@cmtausa.org
Rick Alber

650-924-1616
sagcf_southbay@cmtausa.org
http://groups.google.com/
group/cmtpeninsula

CA—Sacramento Area

Rashid Thomas

916-947-5377
sag_sacramento@cmtausa.org

CA—San Diego Area

Steve Gabbert
619-987-6022
sag_sandiego@cmtausa.org
http://groups.google.com/
group/sdcmta

CA—Santa Barbara Area
Gretchen Glick

805-693-9511
sag_santabarbara@cmtausa.org

CA—Santa Rosa Area

Carol O’'Bryan

707-823-0165
sag_santarosa@cmtausa.org
Ronald Deghi

707-829-0911
sagcf_santarosa@cmtausa.org

CA—SF/East Bay Area
Donna Rennie
925-330-2790
sag_eastbay@cmtausa.org

CA—Visalia Area
Melanie Pennebaker
559-972-3020
sag_visalia@cmtausa.org

CO—Denver Area

Diane Covington
303-635-0229
sag_denver@cmtausa.org
Dick Kutz

303-988-5581
sagcf_denver@cmtausa.org

DC—Washington, DC Area
Steven Weiss
sag_washingtondc@cmtausa.org
Kimberly Hughes
sagcf_washingtondc@cmtausa.org

FL—Inverness Area

Ronnie Plageman
352-860-1578
sag_inverness@cmtausa.org

FL—Orlando Area

Mark Collins
407-786-1516
sag_orlando@cmtausa.org

FL—Tampa Bay Area
Vicki Pollyea
813-251-5512
sag_tampa@cmtausa.org

GA—Atlanta Area

Susan Ruediger
678-595-2817
sag_atlanta@cmtausa.org
Jeannie Zibrida
sagcf_atlanta@cmtausa.org

IL—Chicago Area

Dale Lopez

708-499-6274
sag_chicago@cmtausa.org

KS—Wichita Area

Karen Smith
316-841-8852
sag_wichita@cmtausa.org

KY—Burlington Area

Pam Utz

859-817-9338
sag_burlington@cmtausa.org

MD—Baltimore Area

Bruce Egnew

410-729-2297
sag_baltimore@cmtausa.org

MD—Hagerstown Area
Jeffrey Martin

301-582-2401
sag_hagerstown@cmtausa.org

ME—Portland Area

Celeste Beaulieu
207-284-1152
sag_portlandme@cmtausa.org

MI—Ann Arbor Area

Jori Reijonen
269-341-4415
sag_annarbor@cmtausa.org

Mi—Chesaning Area

Carolyn Koski

989-845-5731
sag_chesaning@cmtausa.org
Ellen Albert

810-639-3437
sagcf_chesaning@cmtausa.org

Mi—Kalamazoo Area

Jori Reijonen

269-341-4415
sag_kalamazoo@cmtausa.org

MN—Benson Area

No group currently meeting
Will accept calls/emails
Rosemary Mills
320-567-2156
sag_benson@cmtausa.org

MO—Anderson Area

No group currently meeting
Will accept calls/emails
Libby Bond

417-845-1883
sag_anderson@cmtausa.org

MO—St. Louis Area
Carole Haislip
314-644-1664
sag_stlouis@cmtausa.org

MS—NMississippi/Louisiana
Flora Jones

601-825-2258
sag_clinton@cmtausa.org

NC—Triangle Area

Betsy Kimrey

919-833-3991
sag_trianglearea@cmtausa.org

NH—New Hampshire/Vermont
Margaret Healey
802-535-2797
sag_lebanon@cmtausa.org

NJ—Central New Jersey Area
Mark Willis

732-252-8299
sag_centralnj@cmtausa.org

NM—AIlbuquerque Area

Gary Shepherd

505-296-1238
sag_albuquerque@cmtausa.org

NV—Las Vegas Area
Diane Cencak
702-560-3647
sag_lasvegas@cmtausa.org

NV—Reno Area

Ken Smith
775-233-7788
sag_reno@cmtausa.org

NY—Upstate New York Area
Melinda Lang
518-783-7313
sag_upstateny@cmtausa.org

NY—Greater New York Area
Bob Wine

212-535-4314
sagcf_nyc@cmtausa.org
http://www.cmtnyc.org

NY—Horseheads Area
Angela Piersimoni
607-562-8823
sag_horseheads@cmtausa.org

NY—Hudson Area
Deborah Newman
845-883-0580
sag_cornwall@cmtausa.org

NY—Long Island Area

Ruth Korowitz

516-318-3202
sag_longisland@cmtausa.org

NY—Westchester Area
Beverly Wurzel

201-224-5795
sag_westchester@cmtausa.org

OH—Greenville Area

Dot Cain

937-548-3963
sag_greenville@cmtausa.org

OR—Portland Area

Debbie Hagen
503-333-7936
sag_portland@cmtausa.org

PA—Bucks County Area

Linda Davis

215-943-0760
sag_buckscounty@cmtausa.org

PA—Johnstown Area

J.D. Griffith

814-539-2341
sag_johnstown@cmtausa.org
Jeana Sweeney

814-262-8427
sagcf_johnstown@cmtausa.org

PA—Northwestern Area
Joyce Steinkamp
814-833-8495
sag_erie@cmtausa.org

PA—Philadelphia Area
Dana Schwertfeger
1-800-606-2682
sag_philly@cmtausa.org

PA—Pittsburgh Area
Christine Miller
412-341-5749
sag_pittsburgh@cmtausa.org

RI—East Providence Area
Meredeth Souza
401-433-5500
sag_providence@cmtausa.org

TN—Nashville Area

Mark Hollingshead
615-480-2044
sag_nashville@cmtausa.org
Bridget Sarver
615-3909-0699
sagcf_nashville@cmtausa.org

TN—Savannah Area

Reagan McGee

731-925-6204
sag_savannah@cmtausa.org
Melinda White

731-925-5408
sagcf_savannah@cmtausa.org

TX—Dallas Area
Whitney Kreps
972-989-5743
sag_dallas@cmtausa.org

VA—Harrisonburg Area

Anne Long

540-568-8328
sag_harrisonburg@cmtausa.org

VA—Williamsburg Area

Jennie Overstreet

757-813-6276
sag_williamsburg@cmtausa.org
Nancy Mollner

757-220-3578
sagcf_williamsburg@cmtausa.org

WA—Seattle Area

Ruth Oskolkoff
206-293-2204
sag_seattle@cmtausa.org
Yumi Hines

425-335-0272
sagcf_seattle@cmtausa.org

WA—Tacoma Area

Carol Hadle
253-476-2345
sag_tacoma@cmtausa.org
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The CMTA Report is
published by the Charcot-
Marie-Tooth Association,
a registered non-profit

501(C)(3) health organization.

© 2011, 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
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replicate lab models to develop
treatments, test the effectiveness
of available medications, experi-
ment with other medications and
test possible cures.

But it’s the association’s
team-effort strategy that enables
communication among separate
research groups, Ouellette said.

“We have a medical advi-
sory board to help the collabora-
tion,” she said. “It’s more like a
business program—and it’s
working.”

Ouellette said the National

Institutes of Health is sharing its
compound laboratory with
CMT researchers, who have
already identified several FDA-
approved drugs for other dis-
eases that show promise in
treating CMT.

With the automated testing
accomplished by robots, which
is speeding up research, scientists
are tickling the interests of phar-
maceutical companies.

“This is the most hopeful
time for families with CMT,”
Ovuellette said. “Now we're
working with drug companies to
use their libraries.”

To date, researchers have

identified two potential medica-
tions for CMT—vitamin C and
onapristone—as effective in
reducing the proteins that attack
the myelin.

“It sounds like they’ll dis-
cover a cure in my lifetime,”
Yohan said.

But Yohan and his family
aren’t waiting for a cure in order
to seize the day—he has an
impressive list of countries he
has visited, with upcoming trav-
els planned to Spain, Portugal
and Morocco.

“Why not live in the mo-
ment?” Ouellette asked. “That’s
what Yohan has taught us.”

T LETTERS

Dear CMTA,

I am over sixty years old. For the
last 10 years, I have been unwill-
ing to use AFOs. I am a work-
ing woman who is engaged in
many charitable activities. My
husband and I love to travel. We
enjoy exploring new places and
walking through museums. My
appearance is very important to
me. Although I was never able
to wear shoes with high heels, I
have an extensive collection of
attractive flats. I viewed AFOs as
bulky and unattractive.

Recently as my CMT pro-
gressed, I no longer had the
option of refusing AFOs. 1
needed them to help me walk. I
had a pair of the orthotics cus-
tom-fitted even though I was
not sure I would ever wear
them. When I finally got them,
it took over a week before I was
ready to deal with them. I
decided that I would wear an

opaque knee-high stocking so

the plastic would not be visible.
I put the stocking on top of the
orthotic device. I then purchased
a pair of lightweight sneakers.
The brace fit in and I was able
to walk much better.

I did not want to wear
sneakers for my business and
professional activities. I certainly
did not want to wear sneakers
with an evening gown! I went to
a large shoe store at a time when
I knew it would not be busy.
The shopkeeper assisted me by
bringing out a variety of differ-
ent style shoes in different sizes.
I found a ballerina flat that
worked very well.

I walked about a mile in my
AFOs and new shoes this week-
end. I felt steadier and more
secure than I had in years. I had
a better stride and was able to
keep up with my companions. I
attended a formal dinner and no
one knew I was wearing AFOs
besides my husband.

I am sorry I did not get
AFOs when they were originally
prescribed. It is possible to

accommodate vanity and do
what is medically appropriate at
the same time.

—Anonymous, via Facebook

Dear CMTA,

I read the newsletter from start
to finish. Soon after being diag-
nosed, receiving my leg braces
and needing appropriate shoes, I
discovered Propet. Their shoe
styles suited my feet beautifully
and they have become my
favorite brand.

My favorite styles are the
Mary Jane Wash and Wear sport
shoe and the Ortho Walker I1I
sandal. The Mary Jane has a
wide opening and is very easy to
get my foot into. The Ortho
Walker I1I has excellent heel
support. The hook and loop clo-
sures on both pairs make them
easy to put on and make adjust-
ments as the day progresses.

—C. M. Mechanicsburg, PA
Editor’s Note: The shoes can be
found at www.footsmart.com
(1-800-707-9928) and other
on-ine shoes sources.
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COOKING AND COLORING
ADVENTURES WITH ARCHY
is a new publication which
combines fun recipes that par-
ents and kids can do together
with puzzles and objects to
color on many pages. It's an
easy book for a child to make
his/her own.

Archy has written the foreword
to the book in which he
remarks that the best thing
about cooking is that it gives
him the time to be with his fam-
ily working together. Some of
Archy’s favorite recipes from
the book include Shoo-fly pie,
Ants on a log, Archy’s favorite
salad, and Archy’s not-so-
favorite, Mock Turtle soup.

The book is 8 inches by

5 inches and contains

75 pages. It sells for $7.00
and has a glossy wipe-off
cover.

MEMBERSHIP APPLICATION/PUBLICATIONS ORDER FORM

NAME: / /

First Mi Last
ADDRESS:
CITY: STATE: ZIP:

COUNTRY/POSTAL CODE (IF NOT US):

DAYTIME PHONE: EVENING PHONE:

EMAIL: USER NAME:
Required for PDF Newsletter/Website Access

Required for Website Access

Note: If you are joining now, you may
purchase publications at active member prices. 0 | OTA

MEMBERSHIP
Members have the option of receiving
The CMTA Report in print, PDF via email, or both.

Receive newsletter as: (1 Print or [J PDF via email $25

Receive both Print and PDF Newsletters $30

The Patients’ Guide to Charcot-Marie-Tooth Disorders
[Print Format]

active members $10
nonmembers $15

active members $7.50

[CD Format] nonmembers $10

active members $3

CMT Facts | [J English [ Spanish nonmembers $5

active members $5

CMT Facts Il [ English [ Spanish nonmembers $7

active members $5

CMT Facts Il nonmembers $7
CMT Facts IV active members $8
nonmembers $10

active members $12

CMT Facts V nonmembers $15
CMT Facts VI active members $12

nonmembers $15

Teaching Kids about CMT...A Classroom Presentation
(1 hour DVD)

active members $7.50
nonmembers $10

active members $5

My Child Has CMT, A Guide for Parents nonmembers $7

NEW! cooking and Coloring Adventures with Archy $7

Be a Star Wristbands (Pack of 5) $5

Women’s Circle of Friends V-Neck T-Shirt
Quantity and Size: M __ L __ XL

active members $9
nonmembers $10

Men’s Circle of Friends V-Neck T-Shirt
Quantity and Size: __ M __ L __ XL __2XL __.

active members $9
3XL nonmembers $10

active members $15

West Coast Patient-Family Conference
nonmembers $20

(5 hours—2-DVD set)

CMT Informational Brochure, Neurotoxic Drug Card,

and Letter to Medical Professional with Drug List FREE

Physician Referral List: States: FREE

Donation to the CMTA (100% Tax-deductible)

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

TOTAL

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

1 Money Order (1 American Express [ MasterCard CJVISA

Card Number: Expiration Date:

Mail to: CMTA, 2700 Chestnut Parkway, Chester, PA 19013; or fax to: 610-499-9267

A copy of the official registration and financial information may be obtained from the Pennsylvania Department of State by calling,
toll-free within Pennsylvania, 1-800-732-0999. Registration does not imply endorsement.
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WHAT IS CMT?

is the most common inherited

neuropothy, affecting approximately
150,000 Americans.

» may become worse if certain
neurofoxic drugs are faken.

» can vary greaily in severity, even
within the same family.

» can, in rare instances, cause severe dis-
ability.
» is also known as peroneal muscular

atrophy and hereditary motor sensory
neuropathy.

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

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

» does not affect life expectancy.

» is sometfimes surgically freated.

Non-Profit Org.
U.S. Postage Paid
West Chester, PA

Permit #110

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

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

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

» Types TA, 1B, 1C, 1D (EGR2), 1E, 1F,

1X, 2A, 2B, 2E, 2F 21, 2J, 2K, 4A,
AC, 4E, 4F, 4), HNPP, CHN, and DSN
can now be diagnosed by a blood fest.

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



