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To generate the resources to find a
cure, to create awareness, and to
improve the quality of life for those
affected by Charcot-Marie-Tooth.
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Honor a Star, Be a Star Gala

Held in State College, PA

he first annual STAR™

gala was held on June 11,

2008, at the Nittany Lion

Inn, State College, PA.

Over one hundred guests
enjoyed a VIP reception with
College Hall of Fame Coach Joe
Paterno, who graciously signed
footballs, hats, and books for his
fans. Following the reception,
the attendees entered a room
decorated in Penn State blue and
white and were greeted by
CMTA Executive Director
Charles Hagins.

One of the presentations
enjoyed by the audience was a
film montage produced by
Gatesman, Marmion, Drake, a
public relations firm. The film
focused on Amy de Silva, her
singing, her difficulties in deal-
ing with CMT, and on other
patients discussing how CMT
has affected their lives. Brief
comments by Charles Hagins,
Dr. Michael Shy, and Director
of Program Services Pat Dreibel-
bis were also featured in the
short film.

Chairman of the Board and
President Patrick Livney talked
about the STAR™ initiative and
the CMTA’ ambitious goal of
raising $10 million over the

period of the STAR™ program.

Jim Chernegaq, recipient with his family of an Honor a Star,

LIVING OUR VISION OF A WORLD WITHOUT CMT
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Information on Charcot-Marie-Tooth Disorders for patients, families, and the scientific community = www.charcot-marie-tooth.org

Be a Star award, shared his silent auction winnings with
Amy de Silva's brother William. They both love the Pitisburgh
Steelers and waged a bidding war on the autographed photo
of Troy Polamalu and the other Pittsburgh memorabilia.

He reminded listeners to always
ask themselves what they can do
to make the world a better place.
He said, “We have the opportu-
nity to make a positive difference
for millions of children and
adults afflicted with CMT and
other neuropathies. You can be
part of STAR™, which, I believe,
will bring about the first treat-
ments and the ultimate cure for
CMT in 3 to 5 years. So, please
spread the word, create awareness
and, when considering your char-
itable contributions, remember

the CMTA and the STAR™
initiative.”
(continued on page 2)
STAR™: Phase 1................ 3
Chesapeake Bay
Swim for Research.......... 4
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CMT in the News ......... 10



B9

800C LSNnonv/AInr
L4Od3d VIWD FHL

Executive Director
Charles Hagins
and Chairman
and President of
the Board of the
CMTA Patrick
Livhey presented
Coach Joe Paterno
with the first

Honor a Star,
Be a Star award.

LET'S DO MORE THAN “WISH UPON A STAR’

sage once said that

“a goal without a plan

is just a wish.” The

Strategy to Accelerate

Research (STAR™), our
international, collaborative
research effort, has a plan in
place to develop, for the first
time, treatments for CMT
and even a cure within five to
ten years.

The goal is extraordinary,
and that is to live in a world
where adults, children, and
entire families will one day not
be affected by this debilitating
neuropathy. Just imagine.
Through the STAR™ initia-
tive, we can actually envision a
future without CMT. But real-
izing this dream is going to

HONOR A STAR
(continued from page 1)

A true highlight of the
evening was the singing of
“God Bless America” by Amy
de Silva. She received a stand-
ing ovation for her stirring pre-
sentation of the classic made

famous by Kate Smith.

take more than wishing. The
STAR™ will require more than
$10 million of funding to sup-
port its initial three projects
designed to test thousands of
compounds through a high-
throughput screening process
that could lead to effective
therapies.

How can you help? The
CMTA is on a mission to see
STAR™ through to the
achievement of its ultimate
goal—a cure for CMT. But it’s
going to take every dollar we
can raise to do it. In my previ-
ous letter to you, I told you
that this year, during the
CMTA’s 25th anniversary, we
are offering a free year’s mem-
bership worth $40 between

Following a dinner of crab
cakes and filet mignon, Dr.
Michael Shy gave a brief talk on
the STAR™ initiative and how
its goal of excellence is in keep-
ing with the spirit of excellence
always demonstrated by Coach
Paterno and his football teams.

The final portion of the
evening was the recognition of
the first recipients of the Honor
a Star, Be a Star awards. The first
recipients were the John
Chernega family of State Col-
lege, PA who gave the first large
gift to the STAR™ campaign and
got the ambitious research pro-
ject going. The second recipient
was the Livney Family Founda-
tion, Chicago, IL, which, in
2006, proposed a $250,000
“Livney Challenge” and matched

every dollar the organization was

May 1, 2008 and April 30,
2009, whether it’s a renewal or
a new enrollment. Its our way
of saying thank you to those
who are or will become a
member of the CMTA family.
Now, here’s how you can make
a commitment. Take that $40
and donate it back to the
CMTA to help us keep the
STAR™ shining brightly.

Some of you may believe
that $40 can’t possibly help.
Believe me, little things can
add up to a lot. Your gesture is
meaningful. It says that you
are with us in this extraordi-

nary effort

—Charles E Hagins
Executive Director, CMTA

able to raise. The third recipient
was the Scarduzio family, who
ran golf tournaments for years
and provided the first major
source of research funding for
the CMTA. Finally, the CMTA
recognized Coach Joe Paterno
for his work in making people in
Pennsylvania so much more
aware of the name Charcot-
Marie-Tooth. His commercials
on radio and TV significantly
increased the inquiries to the
CMTA's office by people in
western Pennsylvania.

Following the silent auction,
Roland Livney stood up and
pledged $100,000 to STAR™ and
was followed by Coach Paterno,
who pledged $10,000 to help
with the campaign. Not including
those gifts, the dinner has grossed
about $98,000 to date. i
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STAR™-FUNDED RESEARCH

PROJECT 1:

Develop a line of cells that mimic Schwann cells to use in a
high-throughput screen (HTS) to identify treatments for CMT1A

PROJECT 1 PRINCIPAL INVESTIGATOR: PROFESSOR UELI SUTER, INSTITUTE OF CELL BIOLOGY,
ETH ZURICH (SWISS FEDERAL INSTITUTE OF TECHNOLOGY), ZURICH, SWITZERLAND

Editor’s note: The first phase of the
STAR™ Initiative has begun in
the laboratory of Professor Ueli
Suter. Here he explains briefly his
project for this year.

MTIA is the most common
C form of CMT and is caused

by Schwann cells over-
expressing (making too much)
peripheral myelin protein 22
(PMP22). Schwann cells are the
cells that make the myelin insu-
lation of the nerves in the
peripheral nervous system. The
extra PMP22 that they make in
CMT 1A patients disrupts the
function of the myelin and
causes peripheral neuropathy.
The goal of the Strategy to
Accelerate Research (STAR™) is
to use a strategy called “High-
Throughput Screens” (HTS) to
identify treatments that will
reduce PMP22 levels in Schwann
cells and therefore treat CMT1A.
To achieve this goal, STAR™ is
funding three specific projects,
the first of which is presented
here.

For Project 1, Professor
Ueli Suter will develop the cells
to be used in the HTS. Profes-
sor Suter is uniquely qualified
to perform these experiments. It
was he who first “discovered”
PMP22 in 1992, and it is
because of his investigations
that we know that overexpres-
sion of PMP22 causes CMT1A.

He has great experience in the
cell biology of PMP22 and has
extensively studied PMP22
expression by culturing
Schwann cells in tissue culture
wells, a technique that is neces-
sary for high-throughput
screening,.

Schwann cells are notori-
ously difficult to grow in tissue
culture in part because they
change the amount of PMP22
and other proteins they make
over time. In addition, it is dif-
ficult to measure how much
PMP22 protein Schwann cells
make without performing labo-
rious and time-consuming pro-
tein measurements, which are
also a problem for HTS, which
requires rapid measurements to
screen high numbers of candi-
date medicines. Therefore, in
Project 1, Professor Suter will
utilize a more stable line of cells
that are known as “MSC80”
cells, which were created from
Schwann cells by Professor
Anne Baron van Evercooren in
France. He will utilize genetic
engineering to cause the
MSCB80 cells, to turn on a pro-
tein called luciferase whenever
they would normally turn on
PMP22. Luciferase is the pro-
tein used by fireflies to glow;
therefore the cells will emit light
every time PMP22 is expressed.
The more PMP22 the MSC80
cells express, the brighter they

will glow. This will allow the
robots in the HTS tests
described below to simply mea-
sure brightness as a measure of
PMP22 levels. It is essential to
generate these cells for the suc-
cess of the HTS strategy. This is
not a simple challenge. It will
take 1 to 2 years to create these
MSC80-luciferase cells to the
point that they can be effec-
tively used in the HTS.

Once the cells have been
generated, they will be used in
the HTS facility housed at the
NIH Chemical Genomics Cen-
ter under the direction of Dr.
Jim Inglese. Using a robotic
computerized system, Dr.
Inglese and his colleagues will be
able to rapidly test hundreds of
thousands of candidate medica-
tions to determine if they reduce
luciferase levels (brightness) in
the MSC80 cells. Those com-
pounds that reduce luciferase
will be considered to be candi-
date medications that can reduce
PMP22 levels, and they will be
submitted for additional testing
in laboratory models of
CMT1A. Those medications
that are also successful in labora-
tory models will then be consid-
ered for clinical trials in patients
with CMT1A. We are very
excited about these projects and
hope to have multiple candidate
medications in clinical trials
within the next 3 to 5 years. 32
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TeamJulia poses
after a successful
swim of the
Chesapeake Bay.
Rachel Beron
(front, middle),
was joined by
seven friends

who helped to
raise money for
the research fund
of the CMTA.

Swimming the Chesapeake Bay 2008

n June 8, 2008, CMTA

Board of Director Steve

O’Donnell plunged into

the choppy waters of the

Chesapeake Bay to raise
money to advance research for
CMT. It has been Steve’s mis-
sion for these seven years to
bring awareness of CMT to peo-
ple in the Maryland area and to
generate funds to find therapies
and a possible cure for CMT.

Steve was joined again this
year by seven other swimmers
representing TeamJulia, who
were also working to raise funds
for CMT research. TeamJulia
swims in honor of eight-year old
Julia Beron and is spearheaded
by her mother Rachel Beron.
Last year, Team]Julia raised
approximately $65,000, and this
year their contributions were up
by more than 20%. A total of
325 organizations and individu-
als contributed to the cause.
The night before the swim,

participants and friends enjoyed
a dinner in the Annapolis harbor
and listened to a CMT presenta-
tion by CMTA Executive Direc-
tor Charles Hagins.

]

Julia Beron (second from right) and her girlfriends offered
plenty of cheering and emotional support to the swimmers
who braved the choppy Chesapeake Bay.

Early the next morning,
everyone caravanned to the
Chesapeake for the swim. The
group was in one of the early
groupings, which was fortunate
because it was already 90+
degrees at 8:30 AM. The condi-
tions this year were tougher than
last year because of the extreme
heat and very choppy waves. In
spite of the conditions, everyone
completed the course.

Julia’s father Herb wrote of
his experience, “This past year
has been an extremely emotional
period of time for our family.
We have opened ourselves up to
a lot of people and we feel very
fortunate to have so many
friends who have supported us
for the past two years. We only
hope to increase our participa-
tion and cooperation with the
CMTA, and we are already
looking at expanding our team
to include possible alternative
locations for TeamJulia09!”

In a thank you letter to her

supporters, Cathy Quartner Bai-
ley, Rachels sister, writes: “The
swim was a once-in-a-lifetime
experience. It was harder than I
anticipated, and, while I knew I
would somehow reach the finish
line, I wasn’t quite sure how. At
one point, I think I even
invented a new stroke—some
combination of the crawl, breast
stroke, and doggy paddle—as I
tried to swim straight ahead,
move forward, and breathe. To
my surprise, even with adequate
training, it took me at least a
half mile just to get my breath-
ing down, swim a straight line,
and relax enough to enjoy. It was
exactly at this point that I did a
silent prayer, visualizing Julia’s
beautiful face and saying each
one of your names to myself,
and thanking you for your gen-
erous support of TeamJulia.”

Between Steve O’Donnell
and Team]Julia, this year’s swim
has so far generated $110,415
for the research fund.
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TEAM JULIA’S CIRCLE OF FRIENDS

419 E Baltimore St., Inc.
Mrs. Joan Abramowitz
Ms. Cinzia Adduci
Ms. Stephanie L. Adler
Ms. Christine Alfaro
Mr. & Mrs. Jon Alin
Mr. & Mrs. Steve Alper
Mr. Michael Alsalem
Mr. & Mrs. Howard Alter
Mr. Sherrod V. Arshan
Mr. Leslie S. Ash
Mr. & Mrs. Charles August
Mr. Robert Bagel
Mr. & Mrs. Brad Bailey
Mr. & Mrs. Larry Bailey
Mr. & Mrs. Scott Bailey
Ms. Karen Ball
Mr. & Mrs. Matthew Baltuch
Mr. Sal Barragato
Mr. Jonathan Barrett
Mr. Fred H. Barrows, IV
Mr. James K. Barry
Mr. & Mrs. Gregory Bauer
Mr. John Bautz
Mr. & Mrs. Jeffrey Becker
Mr. & Mrs. Andrew S. Becker
Mrs. Hilary Bender
Mr. Dana Benson
Mr. & Mrs. Peter L. Berkley
Mr. & Mrs. Malcolm Berman
Mr. & Mrs. Richard Berman
Mr. & Mrs. Alan S. Bernstein
Mr. & Mrs. Steven Bernstein
Mr. & Mrs. David C. Beron
Dr. Elisabeth Beron &

Mr. Evan Supcoff
Mr. & Mrs. Herbert Beron
Mr. & Mrs. Michael Beron
Mr. Hal Berry
Mr. & Mrs. Larry Blake
Mr. & Mrs. Keith Blicht
Ms. Elaine M. Blitz
Ms. Nancy Bloch
Ms. Wendy Block
Mr. & Mrs. Jonathan Bloom
Ms. Marcy Bloom
Ms. Susan Bloom
Mr. & Mrs. Sidney D. Bluming
Dr. & Mrs. Bruce Bolten
Mr. Robert D. Borteck, Esq.
Mr. & Mrs. Marc Bortniker
Mr. & Mrs. Andy Boyer
Brahman Capital Corp
Dr. & Mrs. Jeffrey T. Brodie
Mr. Robert M. Bronstein
Ms. Marlene G. Brown
Mr. & Mrs. William D. Bruen, Jr.
The Estate of Mildred Burg
Mrs. Rhoda Burkholz
Mr. & Mrs. James A. Butkus
Ms. Concetta Caboy
Mr. & Mrs. Yale H. Caplan
Mr. Nick Caputo
Mr. & Mrs. Michael Carus
Mr. & Mrs. Michael Carver
Mr. Tim Case
Mr. & Mrs. Norman C. Chaban
Mr. Craig Chapman
Mr. & Mrs. Stanley Charlow
Mr. Eran Chen
Dr. Jill Chevlin
Ms. Gianna Chioccariello
Mr. & Mrs. Tom Chiodi
Ms. Judy Clare
Ms. Gloria G. Cohen
Mr. Louis A. Cohen
Mr. Scott J. Coppeto
Mr. & Mrs. Frank Coppola
Mr. Robert D. Correll
Mr. Christopher B. Creamer

Mrs. Nurit Curtiss

Mr. Thomas Dattoli

Mr. & Mrs. Richard Davis

Mr. & Mrs. Robert B. De Rienzo

Ms. Rosa M. DeCarlo

Mr. & Mrs. Steven Deitz

Mrs. Elizabeth C. Dell

Mr. & Mrs. Dan Denenberg

Ms. M. DePonte

Dr. Martin Diamond

Mr. & Mrs. Alex Diaz

Mr. Eric P. Dieckman

Ms. Kate Dooley

Dr. Gary & Nancy Drillings

Ms. Rebecca Drobenare

Mr. & Mrs. Charles W. Dudley

Mr. Dean Edelman

Mr. Marc Eisen

Mr. Jacques R. Elmaleh

Mr. & Mrs. Steve Farber

Mr. & Mrs. Jon Feinstein

Mrs. Julie Feldman

Mr. Gerald Ferrante

Mr. Steven Fisch

Mr. & Mrs. Allen Fleisig

Mr. & Mrs. Todd M Foreman

Ms. Sherry Fradkin

Mr. Yanai A. Frank

Mr. Keith Furer

Mr. Michael Gallipo

Dr. Michael L. Garcia

Mr. Stephen P. Gavatorta

Mr. & Mrs. Ron Geffner

Mr. & Mrs. Ira B. Geller

Mr. & Mrs. Joseph A. Gladstone

Global Impact

Mrs. Barbara J. Glucksman

Mr. lan S. Gold

Mr. Michael Goldenberg

Mr. Richard Goldschmidt

Mr. & Mrs. Alan D. Goldstein

Mr. Edward H. Gollob

Mr. & Mrs. Joseph S. Goodstein

Ms. Karen Gordon

Mr. & Mrs. Sterling A. Gordon

Mr. & Mrs. Don 0. Gorman

Mr. & Mrs. Rick Greenebaum

Ms. Blanche J. Greenfield &
Mr. Vincent Dorazio

Mrs. Dale E. Greenfield

Mr. & Mrs. Steven G. Grossman

Ms. Amerlia L. Gustafson

Mr. & Mrs. Mark Haft & Family

Ms. Diane C. Halperin

Mr. Michael Harlow

Mr. Jonathan C. Hart

Mrs. Michelle Hay

Mr. & Mrs. Abe Heller

Mr. & Mrs. Robert Honigman

Mr. Jeffrey Howard

Ms. Rochelle Hyman

Mr. Daniel Indek

Mr. David W. Jack

Ms. Jill Jaclin

Ms. Andrea R. Joseph

Mrs. Emily Josephson

Mr. & Mrs. Scott Karp

Mr. & Mrs. Herbert S. Kasoff

Mr. & Mrs. Alan R. Katz

Mr. & Mrs. Mitchell Katz

Ms. Kathleen Kelley

Mr. & Mrs. Brian J. Kelly, Jr.

Ms. Caroline P. Kelly

Mr. & Mrs. Hyman F. Kleinman

Mr. John Koecheler

Mr. & Mrs. Bill Kolodner

Mr. James M. Kostell

Dr. & Mrs. Bernard Kruger

Dr. & Mrs. Marc Kruger

Mr. & Mrs. David B. Kushner

Mr. Gary Lancz

Ms. Winifred Lanoix

Ms. Elena Laskow

Ms. Barbara Ann Lazar

Ms. Danielle A. Leeds

Mr. & Mrs. Frederic Leif

Mr. & Mrs. Steven Lerner
Mr. Steven Lessans

Mr. & Mrs. Kenneth Levene
Ms. Jill Levine

Mr. & Mrs. Lisa Levine

Ms. Dana Z. Levitan

Ms. Barbara M Levitt

Mr. & Mrs. Bernard Levy

Mr. & Mrs. Michael B. Levy
Mr. & Mrs. Marc Lewis

Mr. & Mrs. Ronald Liebowitz
Mr. & Mrs. Daniel Liff

Ms. Wendy Lipp

Liquidnet Holdings, Inc.

Mr. & Mrs. David London
Mr. & Mrs. Robert Lowenfish
Mr. Christian Lupo

Mr. Leslie Lutz

Mr. & Mrs. Gary Mach

Mr. & Mrs. Jonathan Mach
Mr. Michael J. Mackey

Mr. & Mrs. Jeffrey G. Marcus
Mr. & Mrs. Kenneth Marcus
Mason Harriman Group, Inc.
Mr. & Mrs. Christopher Maurizi
Mr. & Mrs. Larry May

Mr. Richard May

Mr. & Mrs. Bob Mayer

Mr. & Mrs. David Mazie

Mr. Kevin C. McCooey

Ms. Barbara Milanes

Mrs. Robin Miller

Ms. Joann Minardi

Mr. John Minicucci

Mr. & Mrs. Glenn Minkoff
Mr. Manish Mittal

Mrs. Cheryl S. Montoya

Mr. & Mrs. Jason Nazmiyal
Mr. Jeffrey S. Neubauer

Mrs. Jola Oliver

Mr. & Mrs. Brian Olson

Mr. Robert V. Papaleo

Mr. Glenn M. Parker

Mr. & Mrs. Eric Paulen

Mr. & Mrs. Mike Pearlman
Mr. Edward H. Petit

Mr. & Mrs. William Pittler
Ms. Christine H. Pizzutello
Mr. & Mrs. Marc Platinsky
Ms. Lisa Poland

Ms. Lori Ann Potash

Ms. Vella Potash

Mr. & Mrs. Bruce E. Prescott
Mr. & Mrs. Stephen Press
Prudential Foundation

Mr. & Mrs. Craig A. Pruett
Mr. & Mrs. Andrew A. Quartner
Mr. & Mrs. Douglas M. Quartner
Mr. & Mrs. James H. Quartner
Mr. & Mrs. Jonathan H. Quartner
Mr. & Mrs. Jonathan Ramsfelder
Mr. Frank Randazzo

Mr. & Mrs. Mark Reichman
Mr. Harry Reid

Mr. Peter Reilly

Mr. Robert M. Reilly

Mr. Mitchell Reiter

Mr. Bruce I. Resnick

Mr. & Mrs. Jon Reynolds
Mr. Michael J. Ricca

Ms. Lauri M. Richmond

Mrs. Karen Robertson

Mrs. Kristin D. Robinson

Mr. Benjamin Rosen

Mr. & Mrs. Neil Rosen

Mr. David T. Rosenbloom

Mr. & Mrs. Albert Ross

Mr. & Mrs. Bruce Rothbard
Mr. & Mrs. Richard B. Rubenstein
Mr. & Mrs. Edward Russnow
Mr. David Sachs

Mr. Steven Sachs

Mr. Steven Sandler

Mr. & Mrs. David Sarney

Mr. & Mrs. Daniel Sauer

Mr. & Mrs. Robert Sauertig & Family

Mr. & Mrs. Richard Schatzberg

Mr. & Mrs. Steven M. Scheine

Mr. & Mrs. Geoffrey D. Schenkel

Mr. & Mrs. Kenneth Schoen

Mr. & Mrs. Daniel 0. Schwartz

Mr. & Mrs. David Schwartz

Mr. & Mrs. Jeffrey W. Schwartz

Mr. & Mrs. Steve Sefcik

Mr. & Mrs. Paul Segal

Mr. Ted Segal

Mr. Ellis Shapiro

Mr. & Mrs. Alpa Sheth

Mrs. Zhanna Sheykhet

Mr. & Mrs. Jeff Shupack

Mr. & Mrs. Hadar Sieradzky

Mr. & Mrs. Jeffrey Silverberg

Mr. & Mrs. Scott Sklar

Mr. & Mrs. David E. Slavitt

Ms. Sharon Slavitt

Mr. & Mrs. Marc Sokobin

Mrs. Andrea Sondak

Mr. & Mrs. Michael Sonnabend

Mr. & Mrs. John Spielberger

Ms. Joan R. Spindel

Ms. Nancy D. Stanton

Mrs. Lisa C. Stathis

Mr. & Mrs. Charles Stein

Mr. & Mrs. Richard Steinberg

Mr. Craig L. Steinfeld

Mr. & Mrs. Mitchell Storch

Mr. Baehyun Sung

Mr. & Mrs. Mark Tabakin

Tappan Commaodities, Inc.

Mr. & Mrs. Jeff Tarlowe

Mr. Adam J. Taub

Mr. & Mrs. Daniel Tellem

Mr. Michael G. Tepperman

Mr. & Mrs. Mitch Tuch

Mr. & Mrs. Richard Tull

Ms. Wendy Turnbull

Ms. Eugenie G. Twomey

Vanguard Charitable Endowment
Program

Mr. Eric Vaughan

Mr. & Mrs. Ray Velez

Mr. & Mrs. Kenneth N. Vostal

Ms. Eileen Vrabel

Mr. & Mrs. Jeff Walker

Mr. & Mrs. Barry N. Wasserman

Mr. & Mrs. Robert E. Weiner

Mr. David S. Weinerman

Mr. & Mrs. Jeff Weinflash

Mr. Alan Weiss

Mr. & Mrs. Ethan Weitz

Mr. Alan Winters

Mrs. Jenifer Wirtshafter

Mrs. Patti Wold

Mr. & Mrs. Joel Wolff

Mr. Eric Wukitsch

Mr. Pak-Chwee Yeoh

Mr. & Mrs. Jimmy Yerman

Mr. & Mrs. Steven Yerman

Mr. & Mrs. William L. Yerman

Mr. Philson Yim

Mr. & Mrs. Barry H. Zucker
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Patient/Family Conference Presented
in Johnstown, PA

BY PAT DREIBELBIS

n May 29, 2008, approx-
imately 85 people
attended the CMT Con-
ference at the Holiday
Inn Downtown, John-
stown, PA. A highlight of the
conference was the presentation
by Dr. Michael Shy, who flew in
from Detroit to discuss many
aspects of CMT disorder, the
research being undertaken, and
the genetic inheritance patterns
in CMT. He mentioned that
possible new research might
include RNA-induced interfer-

ence, gene transfer strategies,
ascorbic acid trials, and the use
of progesterone antagonists. All
of these strategies are happening
outside of the very exciting
STAR"™ initiative, which he
explained in detail. The sheer
number of compounds that can
be tested by high-throughput
screening is amazing, numbering
350,000 in two weeks.

Dr. Shy also explained that
six centers of excellence are
being established around the

country to provide uniform eval-

Kerri Golden from the Occupational Therapy Department of
Saint Francis University discussed the importance for CMT
patients to take care of their hands.

uations to CMT patients, pro-
vide a network for the distribu-
tion of information on the
clinical symptoms of CMT, and
be sites where clinical trials will
ultimately take place on drugs
discovered through the STAR™
three-phase program.

The centers are the Univer-
sity of Pennsylvania/Children’s
Hospital of Pennsylvania, the
University of Washington, Johns
Hopkins, University of Texas
Southwestern, University of
Rochester, NY, and Wayne State
University, Detroit.

Another presentation by Jan
Goodard, John P. Murtha Neu-
roscience and Pain Institute,
centered around the study on
Co-Enzyme Q-10 that is cur-
rently underway at the facility.
The theory is that CO Q-10
will improve nerve communica-
tion and could possibly relieve
weakness, fatigue, and pain, all
issues in quality of life. The
study takes place in two parts.
In part one, 50% of the patients
will be on a placebo and 50%
will be on the CO Q-10. In
part two, everyone will be given
the CO Q-10. Participants can-
not be on statin drugs or
Coumadin, be pregnant, be
under age 18, and they must be
able to come to Johnstown
every six weeks for evaluation.
For more information, see the
blurb on our website at
WWW.CIMtausa.org.

The final presentation
before the panel discussion was a
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The audience at the Johnstown, Pennsylvania, CMT patient/family conference listened to a
presentation by Dr. William DeMayo on physical medicine and rehabilitation.

talk on occupational therapy by
Kerri Golden from the Depart-
ment of Occupational Therapy,
Saint Francis University.

She told the audience that
the most important question an
OT can ask is “What are you
able to do or what can’t you do
with your hands that you need
or want to do?” Then, the OT

will evaluate your range of
motion, your strength and your
coordination. After the testing,
the OT will suggest adaptive
equipment, joint protection and
splinting, or possible exercises. It
is always important to balance
exercise with rest and to use
adaptive equipment to supple-
ment your existing abilities

rather than to substitute for
those skills.

The day ended with a panel
of the presenters answering
questions from the audience, fol-
lowed by a hot buffet lunch.
The conference was funded in
part by a grant from the Penn-
sylvania State Department of

Health. ¢

SHRINERS HOSPITALS FOR CHILDREN:
ONE OF A KIND PEDIATRIC CARE

ineteen of the 22 Shriners
NHospitals specialize in caring

for children with orthopaedic
conditions, including clubfoort,
limb deficiencies, scoliosis, and
the effects of neuromuscular con-
ditions, such as cerebral palsy,
CMT, and spina bifida.

Children up to age 18 are
eligible for care at Shriners Hos-
pitals, if, in the opinion of their
physicians, they can benefit from
the specialized services available.
Acceptance is based on a child’s

medical needs. A family’s income
and insurance status are not cri-

teria for a child’s acceptance as a
patient.

Shriners Hospitals practice a
“family-centered” approach to
medical care and involve the
patient’s family in all aspects of
treatment and recovery. The
three-part purpose of all Shriners
Hospitals is to provide specialty
pediatric care, conduct medical
research, and educate medical
professionals.

You can contact Shriners
Hospitals at 1-800-237-5055, or
in Canada, 1-800-361-7256.

Since it was established
in 1922, Shriners Hospitals for
Children has cared for more
than 865,000 children. This
year, the budget for the hospi-
tals is $826 million. As has
been true for 85 years, all treat-
ment and services at Shriners
Hospitals are provided at no
charge to patients or their
families. >
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John Brown—the Agitator

BY ALAN PAPPALARDO

y first encounter with

John Brown was

when [ received a

hefty package in the

mail. Not knowing
what was inside, I opened it and
found hundreds of meticulously
preserved newspaper clippings,
letters, and other personal arti-
facts. The amount was stagger-
ing! What I found out later
through talking to John was that
he had only sent a small fraction
of his entire collection.

John Brown is modest. On
many levels John is no different
from any CMT patient: he was
a clumsy child whose disease
prevented him from playing
sports and doing a handful of
other tasks. While growing up
on the Eastern seaboard, he
developed a great love of the
environment and animals.
Through an exhaustive process
of diagnosis, misdiagnosis, and
some plainly ludicrous medical
tests, John was diagnosed with
CMT in 1955.

John Brown is an agitator.
John used that word, quite accu-
rately, to describe himself a
number of times. Mr. Brown has
devoted his life to helping those
in need, from rallying the troops
during a great snowstorm via
CB radio to helping preserve our
nation’s aquatic resources
through political action.

“My life-long concerns have
been helping others by my
involvement in community
affairs. This outside activity
helps relieve some of my pain

from CMT.”

Over the decades, John has
made countless friends and has
even ruffled a few feathers.
Once, John was even impris-
oned over a dispute concerning a
homemade bench next to a
small pond. Neighbors had

made John and his wife a bench

to sit on near their pond because

his CMT kept him from stand-

Despite his CMT,

John Brown has

devoted his lite

to helping others
in need.

ing for long periods of time.
Because it was a “code viola-
tion,” John was told to take the
bench down. When he refused,
it was off to jail for him!

For the most part, John uses
endless communication, com-
munity coordination, and good
old fashioned gumption to make
people do the things they should
be doing anyway. One thing I
could never get John to do in all

our conversations was to take
credit for any of his countless
achievements.

I asked John which of his
accomplishments made him feel
most proud. After some
thought, John referenced some-
thing I had learned about in
school. On the coast of the
United States lies a 200-mile
exclusive economic zone. For
years foreign fishing fleets came
and culled these waters, often
without regard for the environ-
ment. John lobbied Washington,
enlisted help from congressional
heavyweights, and helped to pass
what is law today, protecting
those waterways.

Now, John says, “Every day
presents a new challenge for me
at 81 years of age and living
alone.” Still, while lakeside in
Florida, John continues his good
fight. John’s modesty and deter-
mination are inspirations to any-
one, not just those with CMT.
While talking to him, I could
not help but feel in awe as I was
told one enchanting story after
another. There was nothing I
read or heard that has contra-
dicted the fact that John W.
Brown is extraordinary. While
he may fight you on that, the
evidence does not lie.

As many others have stated
in the past, I thank you John
Brown for your years of tireless
work and being there when no
one else was. A friend once
wrote of John: “Don’t Ever Give
Up!!'—This is the motto of the
John Brown I have come to
know!” 3



L4 GIFTS WERE MADE TO THE CMTA

IN MEMORY OF

Elsie Campbell

Ms. Barbara Britt

Mr. & Mrs. John F. Bryant, Jr.
Mrs. Edith B. Elliott

Mr. & Mrs. Charles R. Hyde
Mr. David Jones

Mr. & Mrs. Vernie H. Knight, Jr.
Mr. & Mrs. Michael Kreibich
Mr. & Mrs. Leonard McMaster
Mr. & Mrs. Michael J. Molloy
Ms. Charlene Newcomb

Mr. & Mrs. Felix L. Pitts

Mr. & Mrs. Charles Purcer

Mr. & Mrs. Fred Robledo

Ms. Catherine J. Small

Mrs. Lucile F. Sorrells

Mr. & Mrs. Klaus Zaepfel

Kathleen Dannemiller
Mr. Robert Stephens

Floyd Fike
Mrs. Dorothy E. Roe

Jay Lamar
Ms. Judith M. Lamar

Dr. Charles T. Lynch, PhD
Mr. Tom Lynch

Megan & McKenna Matzke
Mr. & Mrs. Joel Matzke

Charles Metzger

2008 UA Men’s Lacrosse Team
Mr. & Mrs. Patrick F. Aubourg
Mr. J. Ben Barton

Ms. Christine M. Bayless

Dr. & Mrs. Douglas Boldon
Ms. Nancy A. Bradley

Mr. & Mrs. B. Bullock

Ms. Janet L. Derr

Mr. & Mrs. Russell A. Falquet
Ms. Jane W. Flusche

Mr. & Mrs. Thomas E. Gebhardt
Ms. Sarah Girard

Granville Town & Gountry Club
Mr. & Mrs. Fred M. Groff

Mr. John D. Kessler

Mr. & Mrs. David Klauder

The Klauder Family

Mr. & Mrs. Magne

Mr. & Mrs. Ted Montague

Mr. Richard F. Neff, Jr.

Dr. & Mrs. Robert H. Owen
Janet & Nicole Padway & Family
Ms. Janet Shea

Mr. & Mrs. William L. Ullman
Ms. Barbara S. Vockel

Mr. Ryan Walseth

Mr. & Mrs. John B. Whitaker
Ms. Sara Jean R. Wilhelm

Joe Pinczuk
Mr. & Mrs. Frank Weiss

Larry Roman

Mr. & Mrs. Sam Bobrick

Mr. & Mrs. Allan Entous

Mr. Samuel Goldwyn, Jr.

Mr. & Mrs. Harry Jin

Dr. & Mrs. Dennis W. Saffro
Mr. & Mrs. Harvey A. Schneider
Mr. & Mrs. Hal Sender

Mr. Roy E. Tuckman

Jennie Torre

Mr. & Mrs. John Fitzgerald and Family

IN HONOR OF

Mr. & Mrs. Lawrence Battershy
Mr. & Mrs. Gerard McLoughlin

Mr. & Mrs. Joseph Brian
Mr. & Mrs. Edmund F. Capozzi

Jerry Donovan
Ms. Elaine K. Donovan

Floyd Fike
Mr. Richard Strand

Mr. & Mrs. Emil Klimah
Mr. & Mrs. Richard Betten
Ms. Heidi D. Conradt-Fish
Mr. & Mrs. Arthur E. Hartwig
Mr. James Hartwig

Mr. & Mrs. David L. Hartwig
Mr. & Mrs. Ernest Holtzman
Mr. Paul E. Klimah

Ms. Mary Ann Schneider
Ms. Mollie K. Siska

Ms. Linda J. Siska

Ms. Mary G. Slawinski

Mr. & Mrs. Robert Superek
Mr. Richard Thurau

Mr. & Mrs. John Thurau
Mr. & Mrs. Steve Voss

Mr. & Mrs. Stan Wilcinski

Jennifer Taub & Michael Kuch
Mr. & Mrs. Harvey Goodman

Donna Landucci-Ruiz
Mrs. Jill Landucci

Mi E. Kyung Lee
Mr. Melvin D. Cisneros

Patrick Livney
Mr. Wm. “Vasi” Vangelos

Joe Metzger

Dr. & Mrs. Douglas Boldon
Mr. & Mrs. B. Bullock

Ms. Janet L. Derr

Mr. & Mrs. Russell A. Falquet
Ms. Jane W. Flusche

Mr. John D. Kessler

Mr. & Mrs. Ted Montague
Ms. Janet Shea

Alex Ramsey

Mr. Earl Ramsey

Dr. Michael Shy

Mr. Wm. “Vasi” Vangelos

Belle Sohnen
Ms. Ray Weiler

Mr. & Mrs. Mathias Valentine
Mrs. Roseanne Christman

Ms. Anne Karacic

Dr. Joseph J. Karacic
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While celebrating
their 60th wed-
ding anniversary,
Chicago couple
Emil and Arlene
Klimah choose to
forgo presents
and, instead,
collect donations
for the CMTA.
Throughout the
night, almost
$1,000 was col-
lected. The CMTA
congratulates
them on such a
successful union
and wishes them
many more
happy years!
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CMT IN THE NEWS

Newsmakers Spread Awareness of CMT

AN ARTICLE IN TRICITIES.COM by
retired doctor Nat Ed Hyder, Jr.
of Johnson City, TN, remarked
on candidate David Davis, U.S.
House of Representatives who is
running for re-election. Davis is
a strong supporter of veterans’
affairs and is currently a member
of the Homeland Security Com-
mittee in Congress. Of note is
the fact that Davis inherited
Charcot-Marie-Tooth disorder
and required corrective surgery
at Shriners Hospital many years
ago. Even with his crippling
condition, Hyder writes that
Davis worked his way through
college on his own and began
his career in the respiratory ther-

apy field.

THE CIRCLEVILLE HERALD printed
an article called, “Local Men
Offer Aid.” The Circle of Car-
ing, a volunteer organization
associated with Berger Health
System, works to help people
remain in their homes and stay
independent. One of their
biggest programs is to build
ramps for people who need
them and have no means for the
construction of the ramp. The
group recently built a ramp for
Circleville, Ohio, resident, John
Weaver, who suffers from the
genetic nerve disorder, Charcot-
Marie-Tooth, which has caused
him to lose nearly all feeling in
his arms and legs. Weaver was
recently presented with a power
wheelchair, but his home didn’t
have a handicap ramp. “I was
down to my last option until I

got this help,” Weaver said. Now
that he has a power chair and
the ramp, Weaver hopes to take
his five-year-old daughter to the
Columbus Zoo, something he’s
been waiting to do since she was
born.

THE CAPITAL, a newspaper in
Annapolis, MD, published an
article entitled, “Annapolis doc-
tors help Romanian teen walk
again.” A child from Romania
named Andrei Tipa began to
struggle to do things normal
kids do when he was about 10.
He had trouble running; his left
foot began to weaken, and the
muscles in his legs atrophied. Bit
by bit, Charcot-Marie-Tooth
was wresting his body’s ability to
function away from him.
Through the Helping Hands
Foundation, two Annapolis
physicians recently performed
surgery on Andrei’s foot and
ankle to help him walk better.
“Romania doesn’t have the tech-
nology to do the surgery my son
needed,” said his mother Clara,
with the help of a volunteer
translator. The Evangelical Pres-
byterian Church in Romania
alerted Dr. Tom Harries when
he was on a charity trip doing
surgeries in Romania. Someone
asked if we could help and he
was flown over to examine him
in the US and develop a plan to
help him,” said Dr. Edward
Hol, a foot and ankle specialist,
who, with his partner, Dr. Har-

ries, performed the surgery at
Anne Arundel Medical Center.

THE EXAMINER from Baltimore,
MD featured an article about
CMTA Board Member Steve
O’Donnell. They remarked on
the fact that he began to lose sen-
sation in his hands and legs right
after graduating from college.
Despite that, Steve stated that he
can still grip a baseball bat and
hit the ball pretty well, even
though running is tough for him.
O’Donnell takes time out of his
busy schedule to help raise
money for research by swimming
the Chesapeake Bay. O’Donnell
said that they have found the
genes that cause the disorder and
now “we just have to find the
money to get a way to cure it.”

STJOENEWS.COM REPORTED
that 6-year-old Masan Payne will
take his first trip to Disney
World in July thanks to the
Dream Factory. For Masan, who
has Charcot-Marie-Tooth disor-
der, it will be the trip of a life-
time, a rare chance to just be a
kid. For his mom, April, it's an
opportunity for her family to get
away from the pressures of living
with Masan’s disorder. The all-
expense paid trip will last one
week and enable the family to
enjoy a “dream come-true.”

THE NATIONAL INSTITUTES OF
HEALTH (NIH) has awarded a two-
year grant of $220,076 to
Williams College Assistant Pro-
fessor of Biology, Lara D. Hut-
son to support her work on
Charcot-Marie-Tooth disease.

iBerkshires.com reports that
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Lara’s research will use zebrafish
as a model system to investigate
disease mutations in two small
heat-shock proteins, HPS27 and
HSPBS, which can cause CMT
or the closely related disease dis-
tal hereditary motor neuropathy.
The results of these studies will
help to better understand the
events at the cellular level that
lead to axonal degeneration in

CMT.

RHODE ISLAND CATHOLIC
reported on a fundraiser to ben-
efit the search for a cure for
CMT, on Friday, July 25, 2008.
A neighborhood committee of
friends has formed and is plan-
ning the fundraiser at the West
Valley Inn, in West Warwick,
RI. Grace Caldarone, 7, and her
mother Marybeth, both of
whom have CMT, are the reason
the friends have gotten together
to raise money for CMT
research. The event is a

dinner/dance from 6-10 PM
and all proceeds will benefit the
CMTA. Representatives from
the CMTA, as well as neurolo-
gist Dr. Louis Weimer, Colum-
bia University, will make brief

presentations at the event.

THE HERALD NEWS, Joliet, IL,
featured an article on Silver
Cross Field, a small town’s “field
of dreams.” Members of the
Miracle League of Joliet find that
baseball provides two things, a
way to bond and a needed
reprieve. That treasured bond
between father and son formed
on ballfields across America is
almost indescribable. The Mira-
cle League ensures that every
child, regardless of ability or dis-
ability, can know the feeling.
Alvin Sizemore is thankful
to the league. His son, Lawson,
5, has Charcot-Marie-Tooth dis-
order, which hinders his ability

to use the muscles in his hands

and feet the way other kids can.
But the disorder cant touch
Lawson’s passion for baseball.
All he wants to do is play base-
ball, and the Miracle League lets
him do that. The games are
played on a specialized rubber
field so that the surface is soft
enough to protect its partici-
pants from unwanted bumps
and bruises.

The games last only two
innings, but every player gets a
hit and a chance to take the
field. Score is not kept, and it is
impossible to find any losers on
Saturday mornings, almost as
hard as it is to find disabled chil-
dren. Lawson’s mother, Marleen,
said, “When you walk in the
gates of the Miracle Field, you
don’ see a disability on any
child, you just see kids playing
baseball. It takes some of the
pressure off the family, to see a
child doing something he loves
and having fun doing it.” 32

CMT1A CLINICAL TRIAL UPDATE

s readers of 7he CMTA
Report are well aware, the
CMTA and MDA are co-
sponsoring the first large-
scale multi-center trial for
CMTT1A in North America.
Based on positive results in the
CMT1A mouse model, patients
are being treated with high-dose
ascorbic acid (vitamin C). The
first patients were evaluated in
April 2007. We are pleased that
approximately two thirds of the
total number of patients have
already been enrolled in the
study. We are hoping to com-
plete enrollment within the next
few months. We encourage fami-

lies with CMT1A to consider
being part of this study. It is only
by completing clinical trials that
we will know whether com-
pounds like ascorbic acid really
have an effect on slowing disease
progression in CMT1A. It is also
only by completing clinical trials
that we can develop the expertise
to best treat and investigate addi-
tional patients and medications
for CMT. We thank all of you
for your help. We can’t do this
without you.

—The CMTIA Clinical
Trial Team (Wayne State Univer-
sity, the University of Rochester,
and Johns Hopkins University)

For more information
about the study and the
study centers, contact:

Lisa Rowe

Wayne State University
Detroit, Ml

313-577-1689

Email: Irowe@med.wayne.edu

Patty Smith

University of Rochester
Rochester, NY

585-275-0581

Email:
patty_smith@urmec.rochester.edu

Lora Clawson
Johns Hopkins University
Baltimore, MD
410-614-4346
Email: Iclawson@jhmi.edu
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SUPPORT GROUP NEWS

California - San Francisco
The June support group meet-
ing was cancelled due to poor air
quality. The wildfires in the
region were nerve wracking. The
next meeting will be a picnic on
September 6th from 1:30 to
5:00 PM. The upcoming family
patient conference in San Fran-
cisco on November 8th will be
discussed. Dr. Michael Shy from
the Wayne State CMT Clinic
and the genetic counselors from
the clinic, as well as an orthotist
from Detroit, will join other
presenters in making this a very
special event.

Colorado - Denver Area
The meeting on June 28, 2008
featured a presentation by Linda
Port from Canine Partners of
the Rockies. CaPR trains dogs
to provide assistance to people
who have limited mobility, from
individuals who use wheelchairs
to those requiring a steady, four-
legged partner to balance them
as they walk. Leader Diane Cov-
ington also passed out the new
wallet-sized card with the neuro-
toxic drug list provided by the
CMTA. The next meeting will
be August 30th and will feature
Dr. Ronald Kramer, neurologist
and recognized authority on
sleep apnea.

Georgia - Atlanta Area
On June 21st, a group of 35
attendees heard Dr. Michael Shy
from the Wayne State CMT
Clinic discuss the types of CMT,
its characteristics, and the work

that the CMTA is doing to find

treatments and ultimately a cure

Our network of support groups is continuing
to grow, but we still need volunteers for states
without a group. Please consider starting
a group in your ared.

for CMT. The next meeting will
be on August 23rd at 2:00 PM.
The presenter will be Sean
McKale, a leading orthotist from
Wayne State who has tremen-
dous experience in bracing
CMT patients. October’s meet-
ing will be on the 25th due to a
scheduling conflict at the school.

lllinois - Chicago

On June 21, 2008 the
Chicagoland CMTA support
group met in Hinsdale, II. The
guest speaker was Gene Bernar-
doni, an orthotics professional
from the area firm Ballert
Orthopedic. Gene presented on
the use of orthotics with CMT
patients and brought along a
variety of leg-bracing examples.
If you were unable to attend and
would like Gene’s contact infor-
mation, please contact Alan Pap-
palardo. The next support group
will be held on Saturday, Sep-
tember 27, 2008 at 2:00 PM.
Location is to be announced.
For any questions, please contact
Alan Pappalardo (alan@charcot-

marie-tooth.org).

Oregon - Portland

The first Support Group Meet-
ing in the Portland area was
held on June 19th, with an
attendance of 10 people. It was
a meet-and-greet meeting, and

we also discussed the impor-
tance of proper nutrition and
exercise. At the end of the meet-
ing, we had a drawing for a
couple of gift bags containing
various items that people with
CMT can use. We are in the
process of seeking a different
meeting location and will send
out flyers for the next meeting
with that information on them.

Pennsylvania -
Philadelphia Area

The June meeting, originally
scheduled for the 21st, was can-
celled because of a lack of
response from members. The
next meeting, on August 16,
2008, will feature a presentation
by National Support Group
Liaison Elizabeth Ouellette. Eliz-
abeth’s son, Yohan, has CMT,
and she has written many arti-
cles on issues surrounding par-
enting and CMT as well as
innovative ways to manage pain.
In addition to her presentation,
we will have the postponed “pot
luck” that day so that we can
enjoy some fellowship and good
food. Specific details regarding
the meeting will be emailed and
mailed out two weeks before the
date. If you have questions,
please call Pat at 1-800-696-2682,
ext. 103 or email her at
pat@charcot-marie-tooth.org. <
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CMT Support Groups

Support Group Liaison: Elizabeth Ouellette, 1-800-606-2682, ext 107

California—Northern Coast Counties
(Marin, Mendocino, Solano, Sonoma)
Place: Sutter Medical Center of
Santa Rosa

Meeting: Quarterly, Saturday, 1 PM
Contact: Louise Givens,

707-539-2163
Email: ladyblue123@att.net

California—San Francisco Bay

Area/Santa Clara County

Place: San Mateo Library

Meeting: Quarterly

Contact: Elizabeth Ouellette,
650-248-3409 (C)
650-559-0123 (H)

Email: elizabetho@pacbell.net

Colorado—Westminster
Place: Capabilities, Westminster, CO
Meeting: 10 AM — noon, Last Saturday of
every other month
Contact: Diane Covington
303-635-0229
Email: dmcovington@msn.com

Florida—Tampa Bay Area
Place: St. Anthony’s Hospital,
St. Petershurg, FL
Meeting: Second Saturday of Feb,
May, Nov, with other special
meetings throughout the year
Contact: Lori Rath, 727-784-7455
Vicki Pollyea
Email: rathhouse1@verizon.net
v_pollyea@mindspring.com

Georgia—Atlanta Area
Place: Cliff Valley School Library
2426 Clairmont Rd, NE
Meeting: Third Saturday of every
other month
Contact: Sue Ruediger, 678-595-2817
Email: susruediger@comcast.net

Illinois—Chicago Area
Place: Peace Lutheran Church,
Lombard, IL
Meeting: Quarterly
Contact: Alan Pappalardo,
800-606-2682, ext. 106
Email: alan@charcot-marie-tooth.org

Kentucky/Southern Indiana/

Southern Ohio

Place: Lexington Public Library,
Beaumont Branch

Meeting: Quarterly

Contact: Martha Hall, 502-695-3338

Email: marteye@mis.net

Michigan—Detroit Area
Place: University Health Center,

Wayne State U., School of Medicine
Meeting: Call for schedule
Contact: Lainie Phillips, 248-890-1529
Email: familiaphillips@sbcglobal.net

Minnesota—Benson

Place: St. Mark’s Lutheran Church

Meeting: Occasionally

Contact: Rosemary Mills,
320-567-2156

Email: rrmills@fedtel.net

Minnesota—Twin Cities
Place: Call for location

Meeting: Quarterly

Contact: Bill Miller, 763-560-6654
Email: wmiller758@msn.com

Mississippi/Louisiana
Place: Baptist Healthplex,
102 Clinton Parkway, Clinton, MS
Meeting: Quarterly
Contact: Flora Jones,
601-825-2258
Email: flojo4@aol.com

Missouri—St. Louis Area

Place: Saint Louis University Hospital
Meeting: Quarterly

Contact: Carole Haislip, 314-644-1664
Email: carole.haislip@shcglobal.net

Nevada—Las Vegas
Place: West Charleston Library,

6301 West Charleston Blvd.
Meeting: Email for dates 1-3 PM
Contact: Mary Fatzinger
Email: cmt_suppgroup_Ilvnv@yahoo.com

New York—Greater New York
Place: NYU Medical Center/

Rusk Institute, 400 E. 34th St.
Meeting: Second Saturday, 12:30-2:30 PM
Contact: Dr. David Younger,

212-535-4314

Fax 212-535-6392
Website: www.cmtnyc.org
Email: bwine@acm.org

New York—Horseheads
Place: Horseheads Free Library on Main
Street, Horseheads, NY
Meeting: Quarterly
Contact: Angela Piersimoni,
607-562-8823

New York (Westchester County)/
Connecticut (Fairfield)
Place: Blythedale Children’s Hospital
Meeting: Bimonthly, Jan, March, May,
Sept, and Nov; 3rd Saturday
Contacts: Beverly Wurzel,
201-224-5795
Eileen Spell,
732-245-0771
Email: craneomatic@verizon.net
espell@optonline.net

North Carolina—Triangle Area

(Raleigh, Durham, Chapel Hill)

Place: Raleigh, NC

Meeting: Quarterly

Contact: Susan Salzberg,
919-967-3118 (afternoons)
Betsy Kimrey

Email: judae@bellsouth.net

Ohio—Greenville
Place: Brethren Retirement Community
Meeting: 4th Thurs. of

April, July and October
Contact: Dot Cain, 937-548-3963
Email: Greenville-Ohio-CMT@woh.rr.com

Oregon—Portland Area

Place: 1008 NE Divisioin, Suite B
Gresham, OR

Meeting: Quarterly

Contact: Debbie Hagen

Email: hagen84@yahoo.com

Pennsylvania—Johnstown Area
Place: John P. Murtha
Neuroscience Center
Meeting: Bimonthly
Contacts: J. D. Griffith,
814-539-2341
Jeana Sweeney,
814-262-8467
Email: jdgriffith@atlanticbb.net,
cjsweeney@ussco.net

Pennsylvania—Northwestern Area

Place: Blasco Memorial Library

Meeting: Call for information

Contact: Joyce Steinkamp,
814-833-8495

Email: joyceanns@roadrunner.com

Pennsylvania—Philadelphia Area
Place: CMTA Office,
2700 Chestnut St., Chester, PA

Meeting: Bi-monthly
Contact: Pat Dreibelbis or

Dana Schwertfeger,

800-606-2682
Email: info@charcot-marie-tooth.org

Virginia—Harrisonburg
Place: Sunnyside Retirement
Community, Sunnyside Room
Meeting: Bi-monthly, Second Sat. 1-3
Contact: Anne Long,
540-568-8328

Washington—Seattle
Place: U of Washington Medical

Center, Plaza Café—

Conference Room C
Meeting: Monthly, Last Saturday, 1-3 PM
Contact: Ruth Oskolkoff,

206-598-6300

Email: rosk@u.washington.edu

L4043y VIWD JHL
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PRODUCT REVIEW:

Journey of the Wild Divine and the StressEraser

BY ELIZABETH OUELLETTE

re you tired of feeling
stressed, anxious, and
worried? Do you suffer
from chronic pain, high
blood pressure, or muscle
tension? Do you think the bene-
fits of meditation sound great,
but just the thought of taking 15
to 30 minutes out of your busy
schedule to let go and relax
makes you cringe? If you can
relate to any of the above scenar-
ios, I may just have some sugges-
tions involving devices utilizing a

technology called biofeedback,
or biological feedback.
Biofeedback is a method
which enables individuals to
observe, monitor, and even alter
internal bodily functions, such
as heart rate, body temperature,
muscle tension, and breathing.
Just as a thermometer indicates
fever and a blood pressure mon-
itor reveals hyper- or hypoten-
sion, biofeedback techniques
offer not only a unique glimpse
into your physiological being,
but also provide the tools with

which to modify and regulate

the autonomic and unconscious
inner systems. In essence, the
goal of biofeedback training is to
harness the powers of the mind
to enhance physical health and
psychological well-being.

THE JOURNEY OF
THE WILD DIVINE:
THE PASSAGE

www.wilddivine.com—$ 159
amazon.com—$147.95

The Journey to the Wild
Divine is a computer-based
biofeedback adventure which
draws on your potentially
untapped, but innate, natural
abilities to quiet the mind and
calm the body. Upon inserting
your fingertips into the three
“Magic Rings” biofeedback sen-
sors, vital physiological infor-
mation is relayed back to you
and to the Wild Divine
biofeedback software. As you
meander along the path of your
computer journey, the feedback
you receive from
attempting to over-
come the challenges
of the game will lead
to a more extensive
awareness and mas-
tery over the physical
and spiritual self.
The Journey

of the Wild Divine

is more of a coop-

erative computer

game, appropriate

for the entire family, as even
children as young as five years of
age are able to obtain overall
health advantages. I hesitate to
refer to this software as just
another computer game, as there
are no winners or losers and
absolutely no competition or
violence. The graphics are good;
the game is enticing and the cre-
ative images are soothing, as is
the contemplative music. It is
also a creative and user-friendly
product.

To help you navigate your
quests, interactions with various
guides, teachers and allies—
whose knowledge of this imagi-
nary world is exemplary—prove
advantageous, as they provide
timely clues and advice, render-
ing the challenges and tasks eas-
ier to grasp and embrace.

With repetition and prac-
tice, a world of fantasy will grad-
ually open itself up to you, a
special place where you will dis-
cover ancient secrets, perform
amazing feats, and carry out
tasks once thought impossible.
Using focused attention and
breathing, juggling balls with
laughter, building a stairway
through meditation, or making
a sphere float through space
have never been more delightful
or good for reducing stress, ten-
sion, and anxiety. You can
empower yourself today by cre-
ating your own peaceful inner
and outer environment by tak-
ing a journey into the realms of
the Wild Divine.
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THE STRESSERASER

www.stresseraser.com—$299.99

The StressEraser also uses
biofeedback technology by
measuring finger pulse. Nor-
mally, pulse rises on inhalation
and slows during exhalation.
Since breathing influences
pulse rate, the StressEraser
gives visual and auditory feed-
back, by way of waves on the
screen, to help you achieve
optimal breathing patterns and
obtain the focus necessary to
clear your mind.

Once the StressEraser starts
to track your pulse, it will guide
you to optimal relaxation states
by displaying a series of waves
on its screen which reflect inter-
nal nerve activity. To achieve
maximal breathing patterns, the
StressEraser acts as your per-
sonal guide by prompting
timely exhalation with a visual
triangle and/or a series of
rthythmic beeps. Your goal is to
breathe regularly and deeply so
as to create wide, smooth waves
at regular intervals. Each wave
is scored on a scale of 1 to 3
points or squares, with 3
squares reflecting the most
therapeutic respiration and
mental focus. This device is
portable, easy to use, and even

keeps records of each practice
session.

It is no exaggeration to say
that the StressEraser saved my
sanity, if not my life last year
during a trip to the Dominican
Republic. After a week of fun
family activities, I fell ill with
some sort of intestinal bug and
ended up in the hospital with
Spanish-speaking physicians
who were considering surgery.
YIKES!

After 12 hours of debate,
the surgery issue was laid to rest,
but after 3 days in the hospital
without any food or my usual
medications, I felt edgy, anxious,
and horribly uncomfortable.
The discomfort was so discon-
certing, [ felt as though my only
options were to jump out of my
skin or off the roof of the hospi-
tal. Thankfully, I remembered
my trusty StressEraser, whose
familiar sounds and waves drew
me in and lulled me into a deep
meditative state both day and
night. I am forever grateful for
the opportunity to personally
experience the utility and extra-
ordinary benefits of this mini
biofeedback tool.

Currently priced at $299,
its potential therapeutic out-
come greatly outweighs the
cost. It was worth every penny

to me. 3¢

The CMT “Circle
of Friends”

he people who have

become involved in
the CMTA's Circle of
Friends program are
making an important
contribution that will ben-
efit all of us as we work
to find a cure for CMT.

If you'd like to start
a Circle of Friends,
please call us today at
1-800-606-2682, email
us at cof@charcot-marie-
tooth.org, or visit us on
the web at www.charcot
marie-footh.org/cof.
Additional donations
have been made to the
following Circles of
Friends:

David Corley’s Quest:
Ms. Carol A. Gillis

Ethan Spade Walk
Employees of Genesis Health Care

Grace Caldarone Courage Crusade:

Mrs. Linda Alix

Mrs. Holly H. Barton

Mr. Jason Caldarone

Mr. and Mrs. Edmund F. Capozzi
Mr. and Mrs. David G. Carter
Ms. Gemma Dean

Mr. and Mrs. David Elfman

Mr. Chet Feldman

Mrs. Rita D. Gatta

Ms. Elena M. Gemma

Mr. and Mrs. Ronald K. Gourd
Mr. and Mrs. James R. Heagney
Mr. and Mrs. Robert P. Hildum
Mrs. Patricia G. Houston

Mr. and Mrs. Wm. M. Johnston, Jr.
Mr. Vince Mauro

Mr. and Mrs. Gerard McLoughlin
McPhail Associates, Inc.

Mrs. Sandra A. O’Brien

Mr. and Mrs. John A. Papitto
Ms. Joan Wertheimer

Mr. and Mrs. Nicholas J. Zaccagnino
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-\ ASK THE DOCTOR

Dear Doctor,

Will the controversial medicine
Angioprim help with the numbness
in my arms and legs? Could it
make my CMT worse if I take it?
It says it will help with circulation.

The doctor replies:

This is not a medication regu-
lated by the FDA and does not
reveal exactly what is in it. Their
website lists a proprietary blend
of synthetic amino acids, lysine
and cysteine (an antioxidant.)
None of these things are known
to induce neuropathy, but it is
also not known if they accom-
plish what they advertise to do. I
would proceed with caution,
especially if the cost is high.

Dear Doctor,

My son who is 8 just saw the neu-
rologist for the first time and has
mild sensory deficits in both his
Jeetllegs and hand. Based on my
husbands history of CMT and my
son’s symptoms, they have diag-
nosed him with CMT. They took

a blood sample in order to deter-

mine the type of CMT that he
has. 1 forgot to tell his neurologist
that he has a pectus. Is there any
correlation between CMT and
pectus? My son does have breath-
ing issues.

The doctor replies,

I know of no association
between pectus (excavatume)
and neuropathy of any kind, but
I did find one prior publication
on this point from a well-
respected group. You might
want to access: DeRoos S., Ryan
M., Ouvier R., Peripheral Neu-
ropathy in cardiofaciocutaneous
syndrome. Pediatric Neurology.
vol. 36, issue 4, pp. 250-252.

Dear Doctor,

L am 65 and have CMT. My
gynecologist has recommended
Reclast injections for osteapenia,
rather than Atenol, after surgery
for colon cancer removed most of
my colon and part of my rectum.
Apre there any indications that
Reclast injections may increase

symptoms of CMT?

The doctor replies:

Zoledronic acid (Reclast) is a
newer osteoporosis agent that is
also used in other bone disor-
ders such as multiple myeloma
and Paget’s disease of bone.
There is no known risk for neu-
ropathy or CMT, but mus-
culskeletal pain is one side effect
in some patients.

Dear Doctor,

My son, who is 20, has CMT.
He also has a very rare bone dis-
order. He had no problems or
need for treatment of this disease
until recently. He has been put
on a 6-month course of inter-
feron alpha daily injections, and a
once-monthly intravenous infu-
sion of Zometa. Are either of
these drugs problematic for

CMT patients?

The doctor replies:

I know of no neuropathy issues
with Zometa. There are a few
very rare reports of neuropathy
being triggered by interferon
alpha, but the risk is quite low.

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: Memorial Gift: Amount Enclosed: [ Check Enclosed

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

Send acknowledgment to: Send acknowledgment to: Exp. Date

Name: Name: Signature

Address: Address: Gift Given By:
Name:

Occasion (if desired):

O)Bithday [ Holiday [ Wedding Address:

(] Thank You  [J Anniversary [ Other
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Vol. 6, 2008

is now available...

The sixth and newest edition of
the CMT Facts Series has just been
published and is available for pur-
chase. It is 64 pages in length and
is divided into sections on general
information, genetics, diagnosis
and treatment, therapies and ther-
apists, bracing, CMT and children,
and “Ask the Doctor.”

The compilation of articles goes
back as far as 2002 and captures
the most significant articles from
The CMTA Report from then to the
present. Some of the more interest-
ing articles involve numbness in
CMT, HNPP phenotypes, current
therapies for CMT by Dr. Michael
Shy, exercise options, various
types of bracing, IEPs for children,
and the inferesting and diverse
questions posed to members of our
Medical Advisory Board and
answered by them in a ten-page
section of the publication.

The cost for members is $12
and for non-members, $15.

(Please see next page for the
entire CMT Facts series and
other publications.)

MEMBERSHIP APPLICATION/
PUBLICATIONS ORDER FORM

(Items marked with an asterisk “*” are required.)

*NAME: / /

First MI

*ADDRESS:

Last

*CITY: *STATE:

*COUNTRY/POSTAL CODE (IF NOT US):

*ZIP:

*DAYTIME PHONE:

EMAIL: USER NAME:

EVENING PHONE:

Required for PDF Newsletter/Website Access

Required for Website Access

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

MEMBERSHIP (Free during 25th Anniversary year)
Members have the option of receiving
The CMTA Report in print, PDF via email, or both.

Receive newsletter as: [J Print or [J PDF via email

FREE

Receive both Print and PDF Newsletters

FREE

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

members $10
nonmembers $15

[CD Format]

members $7.50
nonmembers $10

Charcot-Marie-Tooth Disorders:
A Handbook for Primary Care Physicians

members $15
nonmembers $20

CMT Facts | [ English [ Spanish oS &
CMT Facts Il [ English [ Spanish oS &
CMT Facts Il oembers &
CMT Facts IV nonmnelfn“t::?srs $?g
CMT Facts V members $12

nonmembers $15

NEW! CMT Facts VI

members $12
nonmembers $15

A Guide About Genetics for CMT Patients
(No shipping and handling on this item only)

active members $4
nonmembers $5

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

members $7.50
nonmembers $10

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 $1.50; orders $10 and over, add $4.50)

TOTAL

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

[0 Money Order 1 American Express

Card Number:

Expiration Date:

CJVISA

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.



THE CMT FACTS SERIES: An Indispensable Collection of Articles about CMT

CMT Facts 1

= Facts about
professionals who
treat patients

m Genetics

m CMT and
physical therapy

m CMT foot:
surgical options

® The CMT hand

® Occupational

]
sewnsn CMT Facts Il

CMT

CMT Facts 3

® Incurable, not
untreatable

m CMT and pregnancy

CMT Facts 2

= ADA overview
Hope and fear
For parents

n
n

B Anesthesia ® Prenatal testing
n

n

® Q & A about living

with chronic illness

m Exercise & sports for
children with CMT

m Patient services
m CMT hand surgery

Adaptive gadgets
Rehabilitative
medicine

Vocational
rehabilitation

® Orthotics and

B )T Fs IV

Wl Trestment ol Familinl Nesrepanhinn

CMT Facts 4

® Treatment of familial
neuropathies

® Pulmonary function

= HNPP

m Orthotics survey

m Pulmonary function

® Managing pain

® Orthopedics and
children

® Shriners Hospitals

Bl Gait Analysis:
A State-al-the-Art Dingnostic
king Frabloms

CMT Facts 5

m AFOs and foot issues
® Emotional issues

® Pain and CMT

® Pregnancy

m Social Security

® Vitamins and herbs
® Physical therapy

® Occupational therapy
m Genetic testing

® Medical terminology

therapy : ; :
or.thot!s.ts . " Specnol.educohon = Employment/ADA - Seodiall cxien @
m Disability profiles ® Health insurance = SS| HNPP
= Tremor
The Patients’ Guide to Charcot-Marie Tooth Disorders
2008/178 pages—Now available in print and CD formats PRINT FORMAT:
| 5 The Patients’ Guide is an excellent source of information and resources for N°“membe." Price: $15.00
I patients, family members, and physicians. Topics include CMT in children, Member Price: $10.00
; genetics and genetic counseling, orthopedic considerations, exercise, and CD FORMAT:
Auk Ll current and prospective treatments for CMT. Nonmember Price: $10.00

Bonus features included on CD: Charcot-Marie-Tooth Disease: An Overview

and Charcot-Marie-Tooth Disease: A Guide for Physicians.

Member Price: $7:50

B CiacoT-
BVARIE-

8 1007

B DISORDERS:

Handbook for Primary Care Physicians
1995/130 pages

Edited by Dr. Gareth J. Parry, Professor of Neurology at the Univer-
sity of Minnesota, the Handbook for Primary Care Physicians is an

excellent source of information about the causes, symptoms, and
treatment/management of CMT. Patients will also want to read it.

Nonmember Price: $20.00
Member Price: $15.00

A Guide about Genetics for Patients
2000/21 pages

Illustrated with easy-to-understand diagrams, this booklet
outlines the basics of genetic inheritance and CMT.

Nonmember Price: $5.00
Member Price: $4.00

the disorder.

Teaching Kids about CMT...
A Classroom Presentation
2006/DVD 1 hr.

This hourlong DVD of an actual classroom
presentation demonstrates a number of

games and other exercises to teach
classmates of children with CMT about

Nonmember Price: $10.00
Member Price: $7.50
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Dear CMTA,

I am concerned over the typical
response in your newsletters to
the effect of prescription drugs
upon those of us with CMT.

I notice, from time to time, the
following type of question and
answer.

Q: Are statins safe for CMT
patients to take?

A: There are no data to
show that statins should not be
taken by CMT patients.

I believe that when both
negatives are removed that the
resulting statement is, clearly,
not true. I believe that the
absence of proof is NOT proof
of absence. It makes your typical
answer, at a minimum, mislead-
ing. When I asked my neurolo-
gist the same question I received
a different answer. He indicated
that there have been NO safety
studies for statins in a popula-
tion of only CMT patients.
Given the low incidence of
CMT in the population, it is
not likely that any adverse
effects would be detected in
studies of the general population
without specific subset analysis.

As it is possible that an
effect of a drug on CMT
patients, or patients in general,
may not be reversible, even if
the drug in question is stopped,
a better wording is necessary for
answers to questions about the
possible effects of drugs where
no study on the CMT popula-
tion has been performed.

—M G. PhD
(Editors Note: The doctor who
answers most of our drug questions
replied: “As far as the statin ques-
tion goes, the area is still contro-

versial, but the man is correct in
that there are no studies with
statins and CMT. That is why we
advise weighing the known bene-
fit against the small, but uncer-
tain, degree of risk, before using
the drugs.”)

Dear CMTA,

It was September 5, on Labor
Day weekend. I was a good
roller skater, but I was having so
much pain in my leg. I came
home and was crying because I
was in so much pain. My Mom
finally decided we should go to
the hospital. The first time we
went, they told me it was a
pulled muscle and they sent me
home with pain mediation. The
next day, the pain was worse, so
we went back. After an x-ray,
the doctor took my Mom to
another room. She came back
and told me that they had found
a tumor in my pelvis. The
tumor was cancer.

I thought I could have
chemotherapy and everything
would be fine. I was wrong. I
had a chemo drug called Vin-
cristine and that started “it” all.

I had inherited CMT from my
mother’s side of the family. Two
weeks went by and I had to go
back in for more chemo. When
I tried to get out of the car, my
Mom had to drag me because
my leg was not working right,
but it got better once I started
walking, so I thought it was no
big deal.

While I was visiting the fish
tanks in the hospital with my
uncle, my leg collapsed under
me. My uncle caught me before
[ hit the floor. Apparently, the
chemo brought out my CMT
and made it worse.

My hands and feet were
paralyzed. I could not do any-
thing. It was so hard at age 13 to
count on everyone to do every-
thing for me. I am doing better
now, but I never know if I will
fully be back to normal. I try to
take life one day at a time.

(As a note, if anyone with
CMT has the opportunity to try
serial casting, you should know
that it made my hands much
better and has improved things
for me so much.)

—Christina

Christina during chemo (left), and after.
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WRITE TO US!
Pat Dreibelbis,
Editor,
pat@charcot-marie-
tooth.org

Dana Schwertfeger,
Director of Member
Services
dana@charcot-marie-
tooth.org

The CMTA Report is
published by the Charcot-
Marie-Tooth Association,

a registered non-profit
501(C)(3) health organiza-
tion. © 2008, The CMTA.
All rights reserved under
International and Pan
American Copyright con-
ventions. No part of this
newsletter may be repro-
duced in any form or by
any electronic or mechani-
cal means, including infor-
mation 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 educa-
tional purposes only and is
not meant to diagnose or
prescribe. While there is
no substitute for profes-
sional medical care for
CMT disorders, these
briefs offer current medical
opinion that the reader
may use to aid and supple-
ment a doctor’s treatment.



CMT PATIENT
MEDICATION
ALERT:

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)

Gold salts

Lefluonamide (Arava)

Metronidazole/Misonidazole
(extended use)

Nitrofurantoin (Macrodantin,
Furadantin, Macrobid)

Nitrous oxide (inhalation abuse
or vitamin B12 deficiency)

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)
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
Fluoroquinolones
Glutethimide
Lithium
Phenelzine
Propafenone
Sulfonamides
Sulfasalazine

~CA

What is CMT?

is the most common inherited

neuropathy, affecting approximately
150,000 Americans.

may become worse if certain
neurotoxic drugs are taken.

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

can, in rare instances, cause severe
disability.
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 sometimes surgically treated.

2700 Chestnut Parkway

[: m Im Chester, PA 19013
1-800-606-CMTA FAX (610) 499-9267

www.charcot-marie-tooth.org

Report

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

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 to each child.

¢ Types 1A, 1B, 1C, 1D (EGR2), 1E,

1F, 1X, 2A, 2E, 21, 2J, 2K, 4A, 4E,
AF, HNPP, CHN, and DSN can now
be diagnosed by a blood test.

is the focus of significant genetic

research, bringing us closer to solving
the CMT enigma.
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