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THE

TRANSITIONS:
A New CEO and a New Chairman

ormer CEO Dave Hall began

his career with the CMTA in

2008 after being enticed by
the enthusiasm and passion of
Patrick Livney. “It didn’t take me
long to realize how easy a job
that was going to be—easy
because I represented a staff, a
Board of Directors, and a med-
ical team whose commitment to
the CMTA’s mission rivaled that
of Pat Livney; and easy because
the CMTA was fortunate
enough to have a national mem-
bership comprising people who
genuinely cared for one another
and were determined to find
solutions for the many challenges
that existed. Three years later this
organization has touched more

people than ever before, and has
also advanced the scientific
understanding of CMT Type 1A
to a point where the discovery of
real treatments is no longer a
dream, but a soon-to-be reality. I
have recently made the decision
to resign my position as CEO
and accept a position in the
healthcare investment sector, a
business I was in earlier in my
career. As many of you know, I
am married with three young
children, so this career move was
something I had to do in the
best interest of my family.” Dave
has accepted a position on the
Board of Directors and will con-
tinue his work with STAR and

the pharmaceutical companies.

Report

Information on Charcot-Marie-Tooth Disorders for patients, families, and the scientific community * www.cmtausa.org

7y
Patrick Livney will direct the CMTA’s
efforts as Chief Executive Officer.

Patrick Livney has assumed
the CEO role that Dave had. Pat
is familiar with this role, having

(continued on page 2)

CMT Clinic at Wayne State Relocates to University of lowa

r. Shy and the CMT Clinic

that has been at Wayne State
University in Detroit, Michigan,
since 1996 will be moving to the
University of Iowa in Iowa City,
in February 2012. Dr. Shy and
his team are excited about the
move, since it will not only allow
them to continue the clinic as it
has been organized since 1996,
but it will also enable the team to
serve patients and their families at
an even higher level. The clinic
will remain mulddisciplinary—
combining patient care, genetic
counseling, physical therapy,
occupational therapy, and ortho-

pedic expertise. The clinic will
continue to care for children with
CMT. It will also continue to
focus on research directed toward
testing and developing therapies
for patients with CMT. Hope-
fully, patients from all over the
United States and the world will

Doug Allie

Wisconsin prior

continue to visit Dr. Shy at the
new location. For the time being,
the contact person will remain
Lisa Rowe (313-577-1689) at
Wayne State. As soon as there is a
scheduling person at the Univer-
sity of Iowa, that information will
be made available.

and his sons in

Awareness

to his run of Month Recap .................. 3
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NEW LEADERSHIP

(continued from page 1)

served as CEO before Dave was
hired. He has an in-depth knowl-
edge of the CMTA because he
has been with the organization
for six years and has served as
chairman of the board, president,
and a major fundraiser. The
CMTA will now have a Chicago
address (10 South LaSalle St.,
Suite 3600, Chicago, IL 60603)
that Pat will work out of. He
plans to hire one additional staff
person in the near future. Pat
said, “The CMTA is growing
and changing and will continue
to aggressively pursue the first
treatment for CMT under the
STAR initiative!”

Herb Beron has been
elected as the new Chairman of

Give a Gift; Make a Promise

the Board of Directors. Herb
writes of his new position:” It is
with great excitement that I take
on the role of Chairman of the
Board of the CMTA. My
involvement with CMT dates
back seven years, when my then
four-year-old daughter Julia was
diagnosed with CMT Type 2E.
We also have a 14-year-old son
Joshua who does not have CMT
but is in no way unaffected,
given his compassion for and
understanding of his sister’s
physical condition.

There was no history of the
disease in my (or my wife’s) fam-
ily; we, therefore, needed to do a
lot of research to bring ourselves
up-to-date with everything hap-
pening in the world of CMT. In
2007, my wife Rachael decided

to participate in a one-mile

ylee, a six-year-old gitl, struggles every day because of the symptoms caused by CMT. In our

community, these are symptoms we know well: poor balance, weak ankles, general clumsi-

ness, fatigue, and pain. As a person affected with CMT, I know these symptoms well, too.

Newly elected chairman and presi-
dent Herb Beron brings knowledge
and enthusiasm to his new role.

swim (swimming is 7ot my
strong suit) to raise funds for the
CMTA. Five years later,
“TeamJulia and the Swim for
the Cure” has now raised in
excess of $400,000 in total
donations for the STAR pro-
gram. I have sat on the Board of
Directors for the past four years,
and I welcome the opportunity
and challenge to lead the Board
in taking the CMTA to even
greater heights. Our organiza-
tion has accomplished much in
the past four years (dramatic

Rylee and all the children affected with CMT have been the inspiration and driving force expansion of the support and

behind my motivation to make a difference. Years ago, I was told I would be in a wheelchair by action group network and
age 30. I have promised Rylee and many others that the “threat” of the progression of CMT awareness campaigns, and
won't hang over the heads of tomorrow’s generations. Today, there is tremendous hope. Since I tremendous progress with NIH
joined the Board of Directors six years ago, the CMTA's vision has been a world without CMT. and the pharmaceutical industry
Now, that vision is close to becoming a reality. in our research initiatives). That
At the CMTA, we are moving rapidly toward human trials for a treatment for those being said, there is still much
affected with 1A, the most prevalent type of CMT. We are developing a protocol to attack

multiple types of CMT, including 2, 4, and X. We are adding new support and action groups

more work to do. I'm hopeful
that we can build on the
around the country to provide a system of support to those in need. We are cultivating new momentum that we've generated
in the past four years and take
the CMTA to an entirely new

level. I look forward to meeting

relationships with many different partners including biotech firms such as Genzyme and
GlaxoSmithKline as well as service providers like Physiotherapy Associates. These relationships
will further the treatments and standard of care for our community.

Of course, these accomplishments need resources to continue to thrive. As you think about support and action group facili-
your annual giving for 2011, please think about Rylee, your children, your grandchildren, and all tators and members at meetings
the kids you know who deal with CMT daily. Your donation will help the CMTA continue to

build upon recent breakthroughs in research and accelerate the discovery of treatments. You can

throughout the country, and
working closely with the new
CEOQ Patrick Livney to raise
research dollars to further our

securely donate to the CMTA on-line by visiting www.cmtausa.org or by mailing a check to the
CMTA, PO. Box 105, Glenolden, PA 19036. —Patrick Livney, Chief Executive Offficer
goal of finding a cure!”



TWO NEW MEMBERS JOIN THE BOARD OF DIRECTORS

JOHN SVAREN, PuD
writes of his back-
ground and his reasons
for joining the Board:
“I am an Associate
Professor in the Depart-
ment of Comparative Bio-
sciences at the University of
Wisconsin, and I serve as
Director of the Cellular and
Molecular Neuroscience core at
the U.W. Waisman Center,
where my laboratory is located.
Since 2000, I have focused my
research program on the
genetic basis of peripheral
myelination and the disrup-
tions found in peripheral neu-

ropathies such as CMT. I
have had the pleasure of
working with the CMTA
to lead one arm of the
collaborative STAR
project, which is
focused on understand-
ing the regulation of the
PMP22 gene in order to
develop novel assays for
drug screenings at the
National Institutes of Health.
During this time, I have been
very impressed with the vision,
outreach, and leadership of the
organization. Although my
primary focus has been on

CMT1A, I welcome the oppor-

tunity to broaden my perspec-
tive and help in development
and implementation of a multi-
front strategy directed at other
forms of CMT.”

STEPHEN BLEVIT lives in
Los Angeles and is a
partner at the interna-
tional law firm, Sidley
Austin LLP, where
Stephen practices corporate law.
Stephen was previously a mem-
ber of the board of directors at
the Hereditary Neuropathy
Foundation. Stephen’s law firm
serves as pro bono corporate

legal counsel for the CMTA.

Awareness Month Leaves a Lasting Imprint

BY ELIZABETH OUELLETTE

rom early February through

late August 2011, a dedicated

committee of CMTA support
and action group facilitators
worked diligently to create the
blueprint for a global CMT
awareness month campaign.
Together, with the CMTA’s
national support and action
group facilitators, their members,
and the CMTA community
worldwide, we successfully put
CMT at the forefront of recog-
nizable disorders and increased
funding to support critical
CMT research through the
CMTAs Strategy to Accelerate
Research (STAR) initiative.

To show how effective the
CMTA’s Awareness Month cam-
paign turned out to be, here are
just a few impressive statistics:

the CMTA microsite
(wearethecmta.com) had
more than 17,500 page views

nearly 80 countries partici-
pated in Awareness Month
activities

the CMTA’s YouTube chan-
nel registered more than
29,000 video views

the CMTA’s Facebook Page
(Charcot-Marie-Tooth Asso-
ciation: The Time is Now)
received 450 new fans.

an estimated 130,000 people
received specific CMTA

Awareness Month messages.

This outcome would not
have been possible without the
hard work of our Awareness
Month committee. Allow me to
highlight these wonderful indi-
viduals as well as just a few of
their many achievements:

Jeana Sweeney-PA, the
CMTAs Director of Commu-
nity Services, presided over all
Awareness Month committee
activities, acting as advisor, con-
sultant, and organizer. Jeana ini-
tiated the CMTA’s Awareness
Month texting campaign.

Julie Collins-FL chaired and
created the “Extraordinary Per-
son” campaign. She also
requested a CMT
Presidential Procla-
mation and authored
the verbiage for all
the gubernatorial
proclamations. More-
over, Julie successfully
raised donations for
STAR, sponsored an
Awareness Month
booth, and acted as
the liaison for the

(continued on page 12)
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Ken Reesey of The Corner
Coffee Shop presents
Jeana Sweeney with a
check for the Archys

they sold.
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FOR UP-TO-THE-
MINUTE INFORMATION
ABOUT THE CMTA AND
ISSUES RELATING TO
CMT, PLEASE VISIT
OUR WEBSITE AT
www.cmtausa.org

ltalian CMT Organization Meets

RICCIONE, ITALY—The
weekend of September 23, 2011,
I had the pleasure of attending
the ACMT-RETE 10th Annual
Congress Venue; the ACMT-
RETE is the Italian CMT Asso-
ciation. The congress venue was
very similar to our patient family
conferences. I was invited to pre-
sent the STAR Program and also
what the CMTA has to offer as
far as patient advocacy. With the
help of an interpreter, I believe
that I was able to get out the
CMTA’s message. For the five
days I was in Italy, the ACMT-
RETE showed me great hospital-
ity. Special thanks to Filippo
Genovese, Managing Group
Member for the ACMT-RETE
and to my interpreter,
Margherita Pelleriti.

The ACMT-RETE is a very
passionate and supportive associa-
tion. Their CMT community is
very tight and very positive. They
want to find a cure just like the
CMTA, but they also are very
focused in treating the symptoms
of CMT. They believe in surgery
to correct the deformities of

CMT and have had good results

in doing so. Dr. Gianfranco
Caputi, physiotherapist, did a
presentation on a taping method
that he uses to help in rehab. It
was very interesting. I had the
pleasure of being taped on my
hand and arm. I can honestly say
that I felt a difference in my hand
control. He did explain that this
is something a physical therapist
should do, not a CMT patient.
The program was very
exciting. Among the many
speakers, Dr. Laura Gentile,
clinical psychologist, spoke
about the “Social Aspects and
Interactions for People Living
with a Rare Disease.” Dr. Carala
Taveggia, PhD, presented the
“Study of the Mechanisms Reg-
ulating Myelination,” and Dr.
Davide Pareyson, discussed
“Clinical Trials in CMT: Results
and Perspective.” I also found
the discussion pertaining to the
legislative and political situation
of rare diseases in Italy to be
very interesting. Their health
care system is very different
from ours. Right now, physical
rehabilitation is limited to two
weeks a year in most regions of

Italy, and there are no special
programs or services for those
living with CMT. This was very
heartbreaking to me, because I
know how important it is to
have PT, OT, and other services
that are needed for people living
with CMT.

Also, the Italians really look
to the CMTA to see what is
going on in the USA—they
made a point to mention that
they check our website at least
every other day. They consider
the CMTA as a role model on
how to grow the ACMT, which
should make the CMTA com-
munity very proud.

I was able to connect with
most of the CMT patients who
attended the conference, despite
the fact I do not speak Italian.
We laughed, hugged, and shared
our CMT stories through our
hands. This shows me that no
matter where we live or what
language we speak, all of us liv-
ing with CMT have the same
concerns, fears, and the same
hope in finding a cure for CMT.

—Jeana Sweeney,
Director of Community Services

Kim Magee and Jeana Sweeney join the members of the ACMT following a day of scientific presentations.



B WHAT'S ON YOUR MIND? ASK DAVID.

Dear David,
What can someone do to
remain positive when things
that were once easy enough are
becoming impossible to do? I
am finding it harder and harder
to button clothes, clip my finger
and toenails, and open jars when
working in the kitchen. My
family doesn’t seem to even
notice and they never offer to
help me. That makes me feel
even more alone and sad.
—D.R
Dear D.R.,
Thank you for asking a question
that many of us with CMT can
relate to. If by staying positive,
you mean happy, then that is a
difficult task when we notice
changes in our muscle strength
affecting our ability to be inde-
pendent. Every time we notice
something that we can't do as
well as before, we go through a
sort of grieving process. We
sometimes go through a denial
process; then we feel angry and
possibly fearful and sometimes
sad at losing something we
could do before. The key here is
to allow yourself to experience
these feelings without judging
yourself or feeling that you are
emotionally weak. Eventually
after experiencing these normal
reactions to loss, you come to a
place of acceptance and peace.
Talking to someone who is lov-
ing and who accepts your feel-
ings often helps.

Sometimes, even our closest
loved ones don’t notice that we
could use some help, so dont
wait for them to notice. Asking
for help directly does not make
you weak or needy. It is a show

of courage and strength. Not
asking for help can lead to bit-
terness and loneliness. I have
always felt that those who never
ask for help may be indepen-
dent, but they could also be
avoiding closeness or intimacy.
Showing our vulnerability is
about being open and that is a
personality strength that allows
others to love you.

There are a few companies
out there that specialize in
devices that help those with grip
problems for simple tasks like
nail clipping and buttoning.
One good one is Active For-
ever.com and their telephone
number is 800-377-8033. They
have a catalogue that they will
be happy to send you.

Dear David,

I am the mother of a child of 8
who has CMT. She never talks
about it and so far, seems to be
able to keep up fairly well with
her classmates. I feel we should
be discussing what is going on
because she will probably need
leg braces by next year. The
problem is that I don’t have
CMT; her father, who does not
live with us, does. His family
does not talk about it at all. I
dont want to tell her the wrong
things and I don’t want to scare
her. Is this the right time to talk
about CMT or is it too soon?

—JE

Dear J.E.,

Thank you for a question that
concerns many parents of chil-
dren with CMT. I do not think
that eight years old is too young
to discuss her feelings about
CMT. In some ways, it is the

perfect age because kids begin to
notice differences amongst one
another and begin to ask ques-
tions. Keep in mind that facts
about CMT can arm her with
good information as opposed to
her making up stuff filled with
fearful fantasies. It is important
that your child knows that
everyone is different in his or
her own way. Some kids have
glasses; some kids have allergies,
and some kids have weaker mus-
cles in their legs. The sooner she
can know that she is loved and
cherished for exactly who she is,
the more confident she will be
out in the world.

If your child isnt talking to
you about it, then gently bring it
up and find out what she is
thinking. Her father could be
helpful and supportive if you
feel that he is a positive influ-
ence and she has a loving rela-
tionship with him. I am also
thinking that the teachers or
counselors in her school could
help you prepare a presentation
in her school about CMT and
possibly include your child if
you feel she is ready. Kids can be
harsh with someone who is
slightly different, so her self-
acceptance could go a long way
in helping her navigate through
some tough situations. When it
is time for her to get her braces,
then make it a “cool” thing as
opposed to something she needs
to be ashamed of. You play an
important role in her ability to
love herself. Verbalizing how ter-
rific she is and how lucky you
feel to be her Mom goes a long
way in helping her develop a
positive view of herself.
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David Tannenbaum has
an LCSW degree and
has been a psychother-
apist in New York City
for the past 30 years.
He has specialized in
helping others with the
task of growing emo-
tionally and spiritually
through physical chal-
lenges. “My CMT has
been my greatest chal-
lenge and my best
teacher in life,” says
David. Write to David
at info@cmtausa.org.)
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The Faces of CMT...

aul Bailey, who was diag-

nosed with CMT when he

was only 3 years old, has
never let it get in the way of his
living his life and doing what he
wants. He tells his story in a new
blog, “The Faces of CMT” at
facesofcmt.blogspot.com, to help
create awareness about CMT.

Paul lives in Grand Ledge,
Michigan with his wife, Diane,
her two kids whom he adopted,
lan and Amanda, and his son,
Adam. To describe him, you
would use words like outdoors-
man, comedian, family man,
stubborn, and inspiring. One
might even call him a hero for
the way that he has never let
CMT get in the way of his living
his life and doing what he wants.
Paul and his wife, Diane,

were married in 2000, but Paul
talked about how hard dating
was for a while. He said that
every girl just seemed to get to
a point where they wanted to
be friends because they couldn
deal with CMT. He and Diane
met on the Internet first and

talked a lot before
they ever met face
to face. “I remem-
ber before we first
met, I told her
that I had a neu-
romuscular disease
that made me
walk with a bad
limp. She said to
me, ‘Since we are
being honest, I
have a mole on my cheek.” I
kind of knew then that she was
different.” Diane added,
“When Paul came into our
lives, there was laughter in our
house every day.”

If you go to the blog, you
can read much more about Paul,
his extended family with CMT,
their trips to Wayne State, and
his philosophy about dealing
with the problems that CMT
can present.

Katie, a photographer and
writer living in Buffalo, NY,
who is the creator of “Faces,”
describes the project:

“It started out as just an

Paul Bailey tells his story
in our new blog spot.

idea—a thought
that people with
CMT needed to
connect with each
other; that families
needed to connect
with other fami-
lies; that telling the
personal stories of
people with CMT
would be the best
way to create
awareness. “The Faces of CMT’
was born.

“With backing from the
CMTA, we will be interviewing
people from all over the country
who are living with CMT. We
will be telling their stories and
their families’ stories, through
pictures and their own words.
Each month, a new person or
family will be featured with a
blog post each week, talking
about their lives.”

If you are interested
in telling your story, visit
facesofemt.blogspot.com to
contact Katie. This project will
continue indefinitely.

CMTA REMEMBRANCES

Your gift to the CMTA can honor a living person or the memory of a friend or loved one. Acknowledgment cards will be mailed by the CMTA on your behalf.
Donations are listed in the newsletter and are a wonderful way to keep someone’s memory alive or to commemorate happy occasions like birthdays and
anniversaries. They also make thoughtful thank you gifts. You can participate in the memorial and honorary gift program of the CMTA by completing the form
below and faxing it with your credit card number and signature or mailing it with your check to: CMTA, P.0. Box 105, Glenolden, PA 19036.

Honorary Gift: Memorial Gift: Amount Enclosed: (1 Check Enclosed
In honor of (person you wish to honor) In memory of (name of deceased) CJVISA [ MasterCard [ American Express
Card #
Send acknowledgment to: Send acknowledgment to:
Exp. Date
Name: Name: .
Signature
Address: :
Address: Gift Given By:
Name:
Occasion (if desired):
) Bithday [ Holiday [ Wedding Address:
(] Thank You [ Anniversary [ Other




L GIFTS WERE MADE TO THE CMTA

IN MEMORY OF:

Maria-Victoria
Boucugnani

Dr. Lynda Boucugnani-
Whitehead

Albert J. Boyer

Mr. & Mrs. Mark Gahagen
Mr. & Mrs. Archie T. Gray
Mr. & Mrs. Dewey E. Miller
Ms. Jean Sprowl

Raul Chavez

Mr. & Mrs. Charles
Leonard & Family

Mr. & Mrs. Michael
McDevitt

Edward Fessler, Sr.

Ms. Connie Bueneman
Ms. Marilyn Fessler

Ms. Anna D. Fessler

Mr. & Mrs. Otto Filsinger

Frank J. Feyder
The Guido Family
Ms. Ruth F. Tutuska

Harvey Fisher
Mr. Jeremy Arnold
Mr. William Carmody

Irene Gagnon

Mr. Robert Fields

Mr. & Mrs. Henry C.
Pimental

Walter Gertz
Mr. & Mrs. John Corda

Harold B. Kepler
Mr. Delmar W. Breuer

Ruth Linker
Mr. Lawrence J. Linker

George Livney

Mr. & Mrs. Jeffrey Echt

Stuart, Ellen, & Jackie
Goldin

Mr. & Mrs. James S. Grien

Dr. & Mrs. Steven Scherer

Mr. & Mrs. Craig Yamauchi

Dorothy Mclntyre

Ms. Nancy L. Cox

Mr. & Mrs. Frank Deldeo

Ms. Beverly Fisher

Mr. & Mrs. John P.
Gallagher, Il

Glen Foerd Conservation
Corp.

Mr. & Mrs. Barbara
Guiliano

Ms. Annie Mack

Mr. Patrick McGrath

Mt. Hope United Methodist
Church Sr. Choir

Mr. & Mrs. James Nasuti

Mr. & Mrs. Thomas Savage
Ms. Rita J. Smith
Summewood Corp

Mr. & Mrs. Jim Walton

Mr. & Mrs. John Wilson

Darrel McNamar
Ms. Denise D. Burt
Mr. Ron McNamar

Carolyn Nelson
Mr. & Mrs. Dean Chang

Carmen Pappalardo

Mr. & Mrs. Lawrence J.
Balsamo

Mrs. Hilary S. Bomba

Ms. Janet M. Cusack

Ms. Leslie Finkel

Katten Muchin Rosenman
LLP

Mrs. Cheryl Klimah

Ms. Jen McDonnell

Ms. Sherrie Welch

Wilda Power

Ms. Jennifer Decker
Mr. Mark Fuller

Ms. Nishta Mehra
Ms. Linda Osbourn

James Quartner
Mr. & Mrs. Michael Carver

Patricia Savoy

Mr. Brent Del Gaizo

Mr. & Mrs. Robert M.
Easton, Sr.

Ms. Susan Forcade

Ms. Christine Hanner

Mr. & Mrs. Arthur P.
Hilbish

Plantation Equestrian
Foundation, Inc.

Mr. & Mrs. Larry C.
Waguespack & Family

Gennaro Smeglin

Ms. Betty Bythrow

Ms. Eleanor Desmond
Mr. & Mrs. Angelo Fiore
Ms. Irene Poncia

Mr. & Mrs. Michael Wood

Benjamin G. Smith, 1l
Ms. Patricia Altenburger
Applied Research
Associates, Inc.
Ms. Sandra Barry
Mr. & Mrs. Henry Botuck
Mr. Jim Campbell &
Ms. Deb Botuck
Mr. Shaun Chadwell
Mr. Angelo Cicolani
Ms. Jennifer Cooper
Ms. Kendrea E. DelLauter
Ms. Joan Erwin
Dr. Conrad Felice

The Four Seasons Art Club

Mr. & Mrs. W. Crawford
Jenkins

Mr. Ed Kelety

Mr. Tom Lutton

Hanh Mac

Mr. Gerald N. Matross

Mr. Jim McCrery

Mr. & Mrs. Neil McFadden

Mr. & Mrs. Larry C. Miller

Mr. & Mrs. Douglas Miller

Mr. & Mrs. David Mongillo

Ms. Maureen Morehouse

Mr. Tom Neighbors

Dr. & Mrs. Wayne L. Olson

Mr. Dwayne Piepenburg

Mr. & Mrs. Alfred Selgas

Mr. Rob Sindle

Mr. Marcus Terry

Ms. Janice Yohai

Walter Sorensen

Mrs. Victoria Bott

Mr. & Mrs. William
Christensen

Mr. & Mrs. Emil DeFelice

Mr. & Mrs. Paul
Doebereiner

Mr. & Mrs. Donald R. Ford

Mr. & Mrs. John Francis

Mr. & Mrs. F. Friess

Friess Associates, LLC

Mr. & Mrs. John G.
Fritsche

Ms. Phyllis F. Jensen

Ms. Mia Jensen

Ms. Melissa J. Johnson

K. R. Kline & Associates,
Inc.

Misura Group

Ms. Mildred J. Neider

Ms. Myrna Olesen

Mrs. Kris Pardee

Mr. & Mrs. Harold Ralston

Ms. Patricia Roser

Mrs. Norita Sorensen

Mr. & Mrs. Eric H.
Sorensen

Mr. Karl Sorensen

Mrs. Alethea Torbert

Twin Disc Employee
Association

Robert Switzer
Mr. Glenn C. Moeller

Ruth Wendkos

Ms. Rita M. Dalinka

Mr. & Mrs. Don Garfinkel
Ms. Freda A. Grant

Ms. Thelma Ivker

Ms. Louise Kubala

Ms. Beryl Kuhr

Ms. Gilda F. Schwarzman
Dr. & Mrs. Philip T. Siegel

Cecilia Wendorf
Ms. Karen Kinter

John Whitaker

Mr. & Mrs. Chuck
Bramlage

Mr. & Mrs. Gregg Brent

Mr. & Mrs. James Cassedy

Mrs. Marie Evans

Ms. Julie Fisher

Mr. & Mrs. Kevin Fitzgerald

Mr. and Mrs. Martin J.
Ghastin

Mr. and Mrs. C. William
Lee

Ms. Fleur W. Metzger

Mr. and Mrs. Thomas
Moore

Mr. and Mrs. John Norris

Mr. & Mrs. Chuck Piper

Ms. Laura H. Smith

Mr. & Mrs. Howard Walker

Mr. & Mrs. George D.
Wilson

Ms. Katherine S. Wilson

Mr. & Mrs. Robert P.
Zimmerman

Uncle Bud
Mrs. Marcia Hoffman

IN HONOR OF:

Herb Beron — Happy
Birthday &
Congratulations!

Mr. & Mrs. David Beron

Catherine Christensen
Mr. & Mrs. Timothy
Sandford

Kayla Claudino
Ms. Robin Goldstone

Roberto J. Cohen
Mrs. Tatiana Feldman

Amy deSilva
Mrs. Janet Jones

The Erwin Family

Mr. & Mrs. Bill James

Mr. & Mrs. Morris E.
Barrett

Michael G. Falcone
Mrs. Karen Weinger

Debbie Hagen
Mr. Mike Bohrer

Mr. Reek Havok
Ms. Nada L. Fahl

The Hoffman Family
Mrs. Marcia Hoffman

Russ Hoover
Mr. & Mrs. Fred Blank

Steven Weiss & Kim
Hughes
Mr. & Mrs. Chad Bello

Nancy A. Lashley
Mr. Donald Lashley

Nancy Leets
Mrs. Lauren Kley

Kim P. Marshall
Ms. Leslie Smith

Dan Martens
Mr. William Martens

Jacob Mattheiss
Mr. Leonard Mattheiss

Kaitlyn Mattheiss
Mr. Leonard Mattheiss

Beth McKee
Mrs. Michelle Peterson

John McSween
Ms. Delores F. Ashlin

David & Ethan Misener
Mrs. Cynthia Zlogar

Marita Moniger
Mrs. Gloria Griparis

Jori Reijonen
Mr. Thomas Lynch

Susan Ruediger
Dr. & Mrs. David Dudovitz

Susan Salzherg

Durham VAMC,
Occupational Therapy
Dept.

Lindsay Seim-Taylor
Mrs. Joni Sloan

Gary Shepherd
Ms. Carole Schoening

Wyatt & Allison Strong
Mr. David Strong

Reagan Stultz

Mr. & Mrs. Rick Olejnik
Mrs. Jill Pink

Mr. & Mrs. Paul Salb

Pierre Twers — Happy 50th
Birthday

Mr. & Mrs. Jonathan D.
Allen

Abbey Umali
Mr. Jack A. Graves

Mirian & Moshe’s
Wedding
Mr. & Mrs. Frank Weiss
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DONATE STOCK!
To make a stock
donation to the CMTA,
please contact The
Schwartz Group at
1-800-526-9075 and
tell them you are giving
your stock gift to the
CMTA.
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e don’t celebrate Thanks-

giving like you guys do,

but we do have a holiday
that revolves around the chang-
ing of the seasons and the
bounty of the harvest. It’s an ani-
mal thing, I guess. Anyway, we
were having the dinner at our
house this year, and my Mother
was doing all the work—which
is the way it always is, much like
in human homes.

She was doing a lot of the
preparation in the days leading
up to Harvest Holiday, and I
noticed she was complaining a
lot about how tired she was and
how much her legs hurt. Thats
not the way my Mom usually is.
She is endlessly energetic (or it
seems that way to me), and she
always gets everything done.
This year, though, was different.

The weird thing is that I
was pretty sure I knew what was
wrong, but no one else said a
word about it. My Mother has
CMT. Its just that she is the car-
rier of the X-linked form that
my Grandfather Turtlebaum
passed on to her and which I

A Turtle’s Quandary

have. She has always chosen to
believe that she has no symp-
toms of CMT, but I notice her
unsteadiness and how she likes
to lie in the pond and just wig-
gle her legs after she works on
her feet all day. For some
reason, though, it is a
forbidden topic with
her. I know she is
upset that she
passed the condi-
tion to me, but she
always encourages me
to do anything I want
and to keep after tasks until they
are completed and to never let
CMT get the better of me. So,
why won't she concede that she
has a similar problem? I think it
would make us closer. We could
compare notes and tell each
other things that work to make
tasks easier. But she simply won't
discuss how CMT impacts her.
So, here we were trying to
get ready for this huge gathering
and Mom was so tired and her
feet and legs so sore that she
really couldnt keep working. My
Dad, my sister, and I had a

T.J. MAXX IN JOHNSTOWN, PA GETS INVOLVED!

or the past two years, I have held a “Step it Up For CMT” school program (a program
that educates children about CMT, brings awareness in the community, and raises funds
for CMTA) at the Richland Elementary School in Johnstown, PA.

After my second year at the school, a student’s father contacted me because he wanted
to learn more about CMT. After understanding more about CMT and the mission of the
CMTA, Mr. Ira Strahl took his interest one szep further. Ira is the manager at the T.J. Maxx
Store in Johnstown, PA. He reached out to the T.J. Maxx Foundation to ask if the CMTA
would qualify for a grant. Well, I am pleased to announce that the T.J. Maxx Foundation
granted the CMTA $2000 to support my Teaching Kids about CMT Program!

I hope this will encourage you all to get out there and spread

open for you.

the word about CMT, because you never know what doors will

—Jeana Sweeney

MK
|

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

meeting and decided that, rather
than confront her about
acknowledging her CMT, we
would just take over and do a lot
of the work. It was a good idea,
but it turned out that none of us
could really do the cook-
ing the way my Mom
always does. My sis-
ter was the best
because she has
always enjoyed
watching my
Mother in the
kitchen; my Dad was
good at the heavy lifting and
moving of furniture; and I was
useless. I mean, I could help set
the tables and I could wash the
lettuces and carrots and all the
yummy herbs, but I had never
paid any attention to all the
work that went into one of these
get-togethers.
The event went off without
a hitch mostly because my
Mother got her “second wind”
as she calls it and was able to
finish up what we had not done
and she was able to allow things
to be less perfect that she nor-
mally likes them. What was dis-
appointing to me, though, was
the fact that my Mother is
ashamed of having CMT and
won't even talk about it with
me, of all turtles. I know so
much from working with the
CMTA and I feel like she would
actually be better off if she could
just get to the point of admit-
ting that, at times at least, she
can't do certain things anymore
because of her CMT.
My quandary? Talking to
my Mother about this problem.
What do you think ?



Meet a Shooting STAR: Jacqueline Dyer

BY WHITNEY KREPS

n June 20, 2009, a beautiful
child with golden blonde
pigtails and large blue eyes
slowly walked into my life with
the assistance of her family and
some incredibly cool pink AFOs.
Her smile was bright enough to
light up an evening sky. Two
years later, Jacqueline Dyer con-
tinues to share her contagious
smile without regard to
her declining condition
caused by CMT.

The history of this
hereditary disease has
haunted Jacqueline’s
relatives as far back as
her great-great-grand-
mother, great grandfa-
ther, her grandmother,
and her aunt. Yet regardless of
the effects CMT has challenged
her family with, they have main-
tained grace and class. Each
member of her family continues
to display an amazing and
courageous smile.

Opver the past two years,
Jacqueline’s disease has pro-
gressed rapidly causing her to
rely on a wheelchair and con-
stant care from family, who assist
with everything from eating to
brushing her hair. CMT has
stripped Jacqueline of every
ounce of strength, beginning
with her thin arms that no
longer allow her the ability to
lift or move them. Yet the coura-
geous spirit that Jacqueline pos-
sesses has not only given her
confidence and optimism, but
has allowed her to bestow hope,
joy, and inspiration on all she
comes in contact with.

On September 2, 2010,
Jacqueline was admitted to
Cooks Pediatric ICU for two
weeks with a collapsed left lung,
and pneumonia. The respiratory
distress as well as weakness
caused by Charcot-Marie-Tooth
had become life-threatening and
continues to cause concern.

Amanda Dyer, Jacqueline’s
mother, has shared an enormous

amount of encour-
agement and enthu-
siasm, allowing both
of them to live each
day to the fullest.
Merely two weeks
after being released
from the hospital
Jacqueline was hon-
ored at the 2010
Night of Superstars, where she
was treated like a star and even
strolled down the red carpet.
That same month Jacqueline
started cheerleading with Cross
Timbers Gym in Argyle, Texas
and has since performed at the
Dallas Cowboys Stadium and
even had a feature on the local
news station!

There are so many reasons
that Jacqueline qualified as a
contender for the Shooting Star
Award and the statements above
are simply a few. When I was
informed that she would be
awarded the honor at our Sep-
tember 2011 meeting, I was
overwhelmed with emotion.
Above all, I was filled with joy
knowing that out of the hun-
dreds of thousands of amazing
people who live with and suffer
daily with CMT, this inspira-

tional child was going to leave

our meeting with the under-
standing that she truly makes a
difference in the lives of count-
less people each and every day.
As I presented Jacqueline
with the award, my voice began
to shake and the words I had
prepared simply would not find
their way out. Tears began to
slowly make their way down my
cheeks, and as I looked up, I saw
that the room was filled with
emotion and no one, with the
exception of Jacqueline, had a
dry eye. Her face was filled with
excitement and surprise. This
was such a special moment that
her mother and I wanted to
extend this deserving honor to
her in front of our support and

action group and chose to keep
(continued on page 15)
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Amanda Dyer helps
her daughter Jacque-
line accept her plaque
and flowers as a
“Shooting Star.”
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The Chicago area
turned out in huge
numbers to participate
in the “Reach for the
STARS” fundraiser.

Fundraising for CMT

SWIM FUNDS

CMT RESEARCH

On September 4, a large contin-
gency descended upon Lake Val-
halla Club in Montville, NJ to
participate in the fifth “Swim for
the Cure” to benefit the CMTA
STAR campaign. “Team]Julia®
was formed in 2007 by Herb
and Rachael Beron, whose 11-
year-old daughter Julia has
CMT Type 2E. Back in 2007,
the only swimmers were Rachael
and her sister Cathy Bailey;
however, each year the swim
team has grown, and this year
there were over 30 swimmers
(half of them being between the
ages of 9 and 15!). Approxi-
mately 125 friends and family
came out to witness the event.
For the second year, a silent auc-
tion was held while the swim-
mers engaged in their one-mile
event. Among the highlighted
items auctioned off were visits to
the studio sets of “Modern Fam-
ily,” “The Ellen DeGeneres
Show,” “Wipe-Out,” and CBS
Sports’ “NFL Today,” as well as
several signed sports memora-
bilia items. In addition, souvenir
“Team]Julia *11” T-shirts were
designed by one of Julia’s best
friends and sold during the
event. In every way, this year has

research initiative.

been the most successful in the
swim’s history—not only did the
event attract the greatest number
of swimmers and spectators, but
it also raised $130,000 to date
and donations are still coming
in! If you'd like to contribute to
Team]ulia, please go to
www.cmtausa.org/Julia. In the
five years since “Team]Julia” was
launched, it has now raised in
excess of $400,000 for STAR.
Herb Beron, the newly appointed
Chairman of the Board of the
CMTA, has a goal to turn the
swim into a regional or even
national event. Please feel

free to reach out to Herb at
hberon@optonline.net if youd
like to discuss putting together a
swim team to participate in
Swim for the Cure 2012!

360-MILE RUN ACROSS
MICHIGAN'’S UPPER
PENINSULA RAISES
FUNDS FOR CMTA

In an effort to raise awareness
about his son’s rare disorder,
Doug Allie took on a run of
about 360 miles over a two-
week period. The run across the
Upper Peninsula of Michigan
equates to approximately a full
marathon per day. Doug had

i

TeamJulia grew to over 30 swimmers this year, all supporting the CMTA’s

prepared by running 80 miles
per week to build up his lungs
and muscles.

Doug’s 10-year-old son,
Jacob, was diagnosed with
CMT, and Doug felt that he
had to personally do something
to help push the research along.
Since there currently is no cure,
he felt that raising money and
awareness would be a worth-
while goal.

Both of Doug’s sons,
Jeremy, 15, and Jacob, 10,
accompanied him on the trip. In
their cases, it was a two-week
vacation to the Upper Peninsula,
although Jacob watched his
father complete the 350-mile
run because he was proud of
what his father did for him.

To date, the run has raised
$13,800.

WALK AND ROLL FUNDS
CMT RESEARCH

The Chicago Area support and
action group sponsored their
“Reach for the STARS Walk and
Roll” for the CMTA on Satur-
day, September 10th. The walk
took place at the Wolfe Wilder-
ness Refuge located in Oak
Lawn, IL. The pavilion was dec-
orated with Awareness Month



posters and STAR balloons. Raf-
fle tickets were sold and T-shirts
were for sale.

More than 100 people par-
ticipated this year. A personal
trainer and PE teacher started
everyone off with stretches before
the walk started. It was a beauti-
ful sunny day and the walk was
enjoyable.

After the walk, brats and hot
dogs were grilled and many peo-
ple made a day of the fun. As a
group, our goal is to raise

$10,000.

SINGING CONTEST AND
DISCO PARTY SUPPORTS
CMT RESEARCH

On July 28th the Acclaimed Idol
Singing Contest and Disco party
was held at the Boogie Café in
Ferndale, Michigan, to raise
money for the CMTA. Speaking
on behalf of the CMTA, Patricia
Santer, RN, talked about her own
CMT and how the disorder has
affected her and her family. Patri-
cia’s involvement with the CMTA
has helped to raise awareness in
southeastern Michigan, especially
among healthcare professionals.
One of the sponsors of the event
was Acclaimed Home Care.

On September 19th, Pat
accepted the check for $5,300
for the CMTA. Coincidentally,
the day was also Pat’s birthday.

Patricia Santer, RN, (right), accepted
the check on behalf of the CMTA
from Alice Salazar, RN, and Karen
Katko from the Acclaimed Family of
Companies.

RUNNING A MARATHON FOR CMT

hen I was in second grade, there was a race on the playground

at lunchtime. I could run like the wind. The race started—
one lap around the asphalt playground. Somehow I intuitively
knew about pacing, and I saved a burst of speed until I hit the last
turn. It was exhilarating, and I've been running ever since.

Now, some 47 years later, after running track in high school
and completing marathons, I was content to call it a day. Bug,
there was something gnawing at me. I have a nephew, Michael
Gene, who several years ago (when he was six or seven) began to
walk with an awkward gait. There was something about it that
troubled me. His gait was reminiscent of a boy I grew up with
who had Duchenne muscular dystrophy. I became afraid that
Michael Gene might have that affliction.

Over a period of time, Michael Gene was taken to various
doctors and medical experts. It was thought that he had an
orthopedic condition, and that surgery could correct the prob-
lem. I was relieved by the news because I felt that they could “fix
him.” As time went on, however, and the debate proceeded about
whether or not he would have the surgery, I confided in my wife
that I didn’t think Michael Gene’s problem was orthopedic in
nature because of the way it was obviously progressing.

Finally, it was determined that Michael Gene had CMT. Like
many people, I had never heard of CMT, even though it affects
one in every 2,500 Americans. I discovered that patients slowly
lose normal use of their extremities as nerves degenerate and mus-
cles weaken because the nerves no longer trigger motor function.

So where are we today? I have a wonderful nephew who is in
the seventh grade and has his whole life ahead of him. He never
complains as he puts on his leg braces, and he laughs and smiles
as he talks about fishing and his other passions, and he does not
mention the numbness that he occasionally experiences. He does
all that he can do seemingly without a care in his heart, but he
gets tired and welcomes the fact that his handicapped parking
pass is available to him. He looks at my surfboard and asks to
learn, and he watches his cousins play soccer while these things
are moving beyond what he can do. Those of us who love him
watch and wait. We hope that the disease won't progress, and that
it won’t hit his hands.

In an effort to help him, on Sunday, November 20, 2011, I
will run the Philadelphia Marathon as a fundraiser for the CMT
Association. The researchers are getting close, and they need all of
our help to get there. So, please,, in the name of Team MGF
send a tax deductible donation to: CMTA, PO. Box 105,
Glenolden, PA 19036.

Visit the following YouTube link to view a little video that
Michael Gene and I made to support our fundraising efforts:
youtube.com/watchiv=U_2ShhbKLYM  —Charlie Norris
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Mark Willis, Julie
Collins, Melinda
Lang and Susan
Ruediger were some
of the outstanding
participants in
Awareness Month.

AWARENESS MONTH

(continued from page 3)

CMTA’s Awareness Month
poster and T-shirt artwork.

Mark Willis-NJ led the
Facebook campaign charge,
by not only asking individ-
uals on Facebook to

change their profile pic-
ture to the Awareness
Month poster, but also by
posting daily CMT-
related messages. Mark
also received two CMT
proclamations and pre-
sented the “T Am a
STAR” award at the Team]Julia
Fundraiser, where he managed
the CMT info table.

Melinda Lang-NY built the
pathway to global CMT aware-
ness by contacting national and
international CMT organiza-
tions, inviting them to partici-
pate in Global Awareness during
the month of September.
Melinda also organized a CMT

Awareness Night benefit, reach-
ing approximately 5,000 fans
and raising $2,000 for STAR. In
addition, Melinda created a
blog, created the CMTA Zazzle
items, and received proclama-
tions from both New York State
and the mayor of Albany, NY.

Susan Ruediger spearheaded
our Awareness Month’s “Let Me
Tell You ‘Bout” fundraising
campaign. She also wrote the
article, “The Benefits of Exer-
cise” and produced a video
which demonstrated simple
exercises for all those with
CMT. In addition, Susan hosted
a picnic, which raised over
$2,500 for the CMTA.

My sincere gratitude goes
out to Steve Weiss, DC Metro
Area facilitator, for his help
spreading CMT awareness
through his Twitter activities and
his article describing the role and
function of the CMTA’s support
and action groups. I would also
like to thank both Vicki Pollyea-

FL for her informative OT arti-
cle entitled, “Occupational Ther-
apy and Charcot-Marie-Tooth
Disorder,” and Dick Kutz-CO
for designing the CMTA’s facili-
tator collage.

Awareness Month would
not have been possible without
the efforts of Kim Magee, who
mailed #// Awareness Month let-
ters and packages to members
and facilitators.

Last but not least, I would
like to congratulate all our
CMTA support and action
group facilitators and members
nationwide, as well as Beth and
Shannon from our PR firm
GatesmanMarmion+Dave for
their free-flowing creativity and
phenomenal service to the
CMTA throughout September’s
Awareness Month. Together,
we've left an indelible imprint
on the world, one which has
changed and will continue to
change the range, scope, and

face of CMT worldwide.

If you are inferested in creating a fundraising Circle of Friends or want your family or friends to donate money to the CMTA on behalf of your birthday, anniversary,

or special occasion, please let Jeana Sweeney know! You can email Jeana at: jeana@cmtausa.org. Working together, we can create a world without CMT!

DONATIONS WERE MADE TO

CHICAGO STARS WALK &
ROLL

Mrs. Hali Abruzzo

Mrs. Catherine A. Altobelli

Mr. Justin R. Andersen

Mr. & Mrs. Scott Ayres

Mr. & Mrs. Randy Barton

Mr. & Mrs. Richard Barton

Mr. & Mrs. Peter Batterman

Mr. Joe Batterman

Ms. Alice D. Blanchard

Ms. Alice L. Bolden

Mr. & Mrs. David Bufka

Mrs. Christine A. Burne

Mrs. Maria Cargill & Family

Mr. & Mrs. Bruce Carter

Ms. Mercedes E. Casarez

Mr. & Mrs. Jeffrey Csernica

Mr. David Cudnowski

Mrs. Angela Dahl

Ms. Angela Daniels

Mr. & Mrs. Ron DeBrock

Mr. & Mrs. Mark DiGiacoma

Mr. & Mrs. Frank Enright

Mr. & Mrs. Robert I. Facko

First Chicago Insurance Co

Ms. Mary L. Flavin

Ms. Rita M. Flynn

Ms. Elaine C. Framberg

Ms. Mary Frodin

Mrs. Linda J. Gonzalez

Mr. Harry Gottlieb

Mr. Tom Gottlieb

Mr. & Mrs. Edward T. Graney

Ms. Marion Gray

Ms. Carolyn M. Grela

Mr. Nick Gritti

Mr. Scott Haase

Ms. Veronica Hall

Mrs. Janice L. Hamning

Ms. Renee Harris

Ms. Terry Harrison

Mr. & Mrs. Edward C. Hill

Mr. & Mrs. Frederick Hill

Mr. & Mrs. Laurence E.
Houghtaling

Ms. Mary L. Jackson

Mr. & Mrs. Peter T. Jackson

The Jellyvision Lab, Inc.

Dr. Carl Kalbhen

Mr. Alan C. Kaspar

Ms. Bernice E. Keenan

Mr. Matthew Kelly

Ms. Anne Kerby

Ms. Geralyn Kilcoyne

Mr. Jeff Krause

Mr. Daniel J. Krause

Ms. Jacqueline A. Krause

Ms. Melinda J. Labarbera

Mr. Nicholas Lagoni

Mr. & Mrs. Jeff Laird

Mr. Matteo LaMarca

Ms. Barbara J. Lance

Ms. Margaret Carlson-Lane

Mr. & Mrs. William J. Langley

Mr. Theodore J. Larson

Mr. & Mrs. Mike Lessard

Mr. & Mrs. Carl D.
Lindokken

Mrs. Pamela T. Loewe

Mr. & Mrs. Edward Logan

Mr. & Mrs. Daniel Lopez

Ms. Karen Mackey

Ms. Andrea L. Manning

THESE CMTA CIRCLES:

Ms. Cathy Marose

Mr. & Mrs. Dennis McAdams

Ms. Gail L. McLean

Mr. Jon Montgomery

Ms. Doreen R. Moore

Mrs. Jeanine A. Mosher

Ms. Judith J. Munsch

Mr. & Mrs. Robert Murray

Mr. & Mrs. Michael J. Murray

Mr. Edmund O'Brien

Ms. Marie ODonnell

Mr. Corey L. O’Keefe

Ms. Kelly O’Kelly

Ms. Cheryl 0'Mally

Mrs. Bonnie J. Paciga

Mr. & Mrs. Jack A. Palmer

Mr. Richard Patap

Ms. Janeen Pikula

Mr. Robert Pomykala

Mr. & Mrs. Andrew A.
Pomykala

Mr. Kevin G. Pomykala

Preferred Risk Services, Inc.

Prestige Painting & Custom
Design, Inc.

Mr. & Mrs. Sam Rauch

Mr. Wayne C. Rogers

Mr. Tom Ryan

Ms. Eloise M. Ryan

Ms. Julieta Samayoa

Mrs. Linda K. Scobee

Dr. & Mrs. Michael A.
Shanholtzer

Ms. Tami Sharley

Mr. & Mrs. Jon H. Siggeman

Mr. & Mrs. Chuck Smith

Ms. Cindy Solar

Mrs. LaVerne Stahl

Mr. Shawn D. Straney

Mr. Mel Stuart

Mr. & Mrs. Gary W.
Szparkowski

Mrs. Telitha R. Tatum

Mr. & Mrs. Rick Thompson

Ms. Laurie Tsukuno

United Security Life & Health

Ms. Vaiva Vaisnys

Ms. Liza M. Vitello

Mr. Alfred Vorass

Mr. Robert Wagner

Mr. & Mrs. Tom Wallert

Mr. & Mrs. Andrzej Warciak

Mr. & Mrs. Tom Ward

Mr. & Mrs. Mark J. Watson

Mr. & Mrs. Robert J. Waunn

Mr. & Mrs. Keith Weigel

CHRIS’S RUN
Mr. & Mrs. Richard Cook
Mr. Mike Wodke

RUNNING THE UP
Mr. Dennis J. Allie
Main Beverage Co.

ERIN’S RUNNERS

Mr. Lawrence Babb

Mr. & Mrs. Steven Brouillard
Mrs. Marita Calabro

Mr. & Mrs. Peter DuBois
Mr. & Mrs. Dennis Haun
Mrs. Liz Kelly

Ms. Heather Majewski

Ms. Stacey Serrano

Mr. & Mrs. Shawn Tilstra
Mr. William Tynan

Mrs. Maureen Vargas
Mrs. Alison Zinser

FERGUS WALK

Ms. Joan Aitken

Mrs. Betty Arthurs

Mr. Mike J. Baillie

Ms. Diane Bender

Ms. Melissa Bends

Mr. & Mrs. Jesse Booker
Ms. Jody Booker

Ms. Ruby A. Bridle

Ms. Jessica Slater-Burns
Mr. Doug Clare

Ms. Annabelle Corley
Ms. Melanie R. D’Amico
Ms. Brenda Detta

Mr. Howard Detta

Ms. Doris J. Detta

Ms. Phyllis Detta

Mrs. Kelly Diljee

Ms. Pam E. Donkersgoed
Ms. Julie Duncan

Ms. Lorna Elliott

Ms. Deirdra Eurig

Mr. Pat Fleming

Ms. Melissa Fleming
Ms. Tracey Fleming

Mr. Robert B. Fletcher
Ms. Teresa Ghent

Mr. Robert Grant

Mr. Stan Groff

Ms. Tolia Gurwitz

Ms. Rebecca Hall

Mrs. Kelly A. Hall

@

Mr. Mark Hall

Mr. Chuck Hall

Mr. Doug Harkness
Ms. Deb A. Harper

Mr. Sean Hicks

Mr. Wayne Hilliard

Ms. Sherri Hodder

Ms. Angie Irvine

Ms. Helen Johnstone
Dr. Mike Joyce

Ms. June Kirk

Mr. Mark Lambert

Ms. Joan MacGregor
Mrs. Jennifer Martyn
Ms. Lynda McKeen
Mrs. Joyce E. McLean
Ms. Helen McLean

Ms. Barbara J. McLean
Mrs. Nicola Melchers
Mr. & Mrs. John Miles
Mr. Paul Milne

Ms. Amiya Mishra

Ms. Mandy N. Mulder
Ms. Krista L. Ososki
Ms. Roxane M. Pardiac
Ms. Linda Pehlke

Ms. Carolyn A. Prosje
Ms. Helen J. Ritchie
Mr. & Mrs. Frank Schmidt
Mr. Dave Sharp

Mr. Gerald N. Simpson
Mrs. Karen Smillie
Spoil Me Pets

Mr. Edward M. Stewart
Ms. Ashley N Teeter
Ms. Sandra L. Teusink
Mrs. Sue Thompson

Ms. Lindsay Thompson
Ms. Barb Troyer

Mr. Bob Truax

Ms. Renae Van Zeyl
Ms. Helen Watson

Ms. Lindsey M. Watson
Mr. Mike Wazonet

Mr. Gerry Winer

Mrs. Elaine E. Winger
Mrs. Maxine J. Woods
Mr. David Worton

Mr. & Mrs. Chris Worton

JUDE’S PHILLY

Mrs. Stacey Asbell

Mr. & Mrs. Chris Balfe
Ms. Rose Beltran

Mr. Mark Biezup

Mrs. Anne Coccia

Ms. Suzanne DeFruscio
Ms. Allison Fisk

Dr. Julie FitzGerald

Mr. Matthew Garter

Mr. & Mrs. Colin Mackay
Mr. Michael Matacic
Ms. Atsuko Murakami
Mr. Michael Reynolds

IN HONOR OF JIM & RACHEL
Mr. & Mrs. Edgar Gutoff

Mr. & Mrs. Harry Pinch

Mr. David Ware

TEAM MGF

Mr. & Mrs. Robert T. Adams

Mr. & Mrs. Robert N.
Albanese

Mr. & Mrs. Arie Attia

Ms. Suzanne Bange

Ms. Lisa Barootjian

Mr. & Mrs. Paul L. Battista

Mr. & Mrs. Russell J. Beckley

Mr. R. Bernstein &
Ms. J. Abbott

Ms. Jane Dell'Orletta-Bogart

Mr. & Mrs. William Brown, Jr.

Mr. & Mrs. Michael M.
Camras

Ms. Catherine Carnahan

Ms. Paula A. Cesarano

Mr. Robert M. Chemaly

Ms. Margaret M. Collins

The Color Schemer Ltd.

Mr. Thomas A. Culhane

Mr. & Mrs. Richard P.
D’Alessandro

Ms. Pam Daly

Mr. & Mrs. Robert C.
Del Bello

Mr. & Mrs. Robert N.
Delloretta

Mr. & Mrs. DeMarco

Doonan, Graves & Longoria

Dunning Design Center, Inc.

Mr. & Mrs. Robert C.
Edwards

Mr. L. William Fishman Esq.

Mr. & Mrs. Edward W. Gertz

Ms. JoAnne Giangrande

Ms. Susan Graziano

Ms. Carol J. Greenberg

Ms. Debra G. Hoch

Mr. & Mrs. Bradford
Jacobowitz

Mr. & Mrs. Lewis A. Kanner

Ms. Wendy Macaluso

Mr. & Mrs. Joseph P. Mancini

Mr. Teodorico Marino

Ms. Alina L. Massaro

Mr. Alan M. Neiditch

Mr. John O'Keefe

Mr. John W. Oliveri

Ms. Phyllis Dell Orletta

Ms. Gina Perriello

Mr. & Mrs. Ronald B.
Presser

Mr. & Mrs. Brian F. Reidy

Mr. Guillermo Reluzco

Ms. Eleanor H. Rice

Mr. & Mrs. Jon F. Rose

Mr. Michael Sabanos

Mr. Richard S. Scanlan

Mr. & Mrs. Steven Schmaling

Mr. & Mrs. David B.
Schribman

Mr. & Mrs. Philip P. Serraino

Mr. & Mrs. Robert Shandley

Mr. & Mrs. Lee R. Spiegel

Mr. & Mrs. Victor C. Spinelli

Ms. Clara V. Swee

Mr. & Mrs. Darryl Thompson

Mr. & Mrs. Christopher G.
Tinnirello

Mr. & Mrs. Frank A. Vieni

Mrs. Deborah von Glahn

Ms. Rachel von Glahn

Mr. Brian Wallach

Mr. & Mrs. Neal R. Weiner
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AL—Birmingham Area

No group currently meeting
Will accept calls

Dice Lineberry
205-870-4755

AZ—Phoenix Area
Arizona CMT Support
and Action Group
Pamela Palmer
480-926-4145

CA—Los Angeles Area
Southern California CMT
Support and Action Group
Dottie Zagar
661-433-2533

CA—Stockton

Stockton, CA CMT Virtual
Support and Action

Nina Anselmo

CA—South Bay Area
San Francisco Peninsula/
South Bay CMT Support
and Action Group
Elizabeth Ouellette
1-800-606-2682 x107
Rick Alber

650-924-1616

CA—Santa Rosa Area
Santa Rosa, CA CMT
Support and Action Group
Carol 0’Bryan
707-823-0165

Ronald Deghi
707-829-0911

CA—SF/East Bay Area

San Francisco/East Bay CMT
Support and Action Group
Donna Rennie
925-330-2790

CA—Visalia Area
Visalia, CA CMT Support
and Action Group
Melanie Pennebaker
559-972-3020

CO—Denver Area

Denver Area CMT Support
and Action Group

Ron Plageman
303-929-9647

Dick Kutz

303-988-5581

DC—Washington, DC Area
Washington, DC CMT
Support and Action Group
Steven Weiss

Kimberly Hughes
301-962-8885

FL—Inverness Area

West Central Florida CMT
Support and Action Group
Ronnie Plageman
352-860-1578

TAKE ACTION: If there is no support and action group in your area, consider becoming a facilitator!

FL—Orlando Area
Central Florida CMT
Support and Action Group
Julie & Mark Collins
407-786-1516

FL—Tampa Bay Area
Tampa Bay, FL. CMT
Support and Action Group
Vicki Pollyea
813-251-5512

GA—Atlanta Area
Atlanta, GA CMT

Support and Action Group
Susan Ruediger
678-595-2817

Jeannie Zibrida

IL—Chicago Area
Chicago Area CMT
Support and Action Group
Dale Lopez

708-499-6274

KS—Wichita Area
Kansas Area CMT
Support and Action Group
Karen Smith
316-841-8852

KY—Burlington Area
Pam Utz
859-817-9338

MD—Hagerstown Area
Hagerstown, MD CMT
Support and Action Group
Jeffrey Martin
301-582-2401

MD—Easton

Easton, MD CMT
Support and Action Group
Missy Warfield

ME—Portland Area
Portland, ME CMT
Support and Action Group
Celeste Beaulieu
207-284-1152

Mi—Chesaning Area
Chesaning, MI CMT
Support and Action Group
Carolyn Koski
989-845-5731

Ellen Albert
810-639-3437

Mi—Kalamazoo Area
Southwest Michigan CMT
Support and Action Group
Jori Reijonen
269-341-4415

MN—Benson Area

No group currently meeting
Will accept calls

Rosemary Mills
320-567-2156

MO—Anderson Area

No group currently meeting
Will accept calls/emails
Libby Bond

417-845-1883

MS—Mississippi/Louisiana
Clinton, MS CMT Support
and Action Group

Flora Jones

601-825-2258

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

Betsy Kimrey
919-833-3991

NH—New Hampshire/Vermont

New Hampshire/Vermont CMT
Support and Action Group
Margaret Healey
802-535-2797

NJ—Central New Jersey Area
Central New Jersey CMT
Support and Action Group
Mark Willis

732-252-8299

NM—AIbuquerque Area
CMT New Mexico CMT
Support and Action Group
Gary Shepherd
505-296-1238

NV—Las Vegas Area

Las Vegas, NV CMT
Support and Action Group
Diane Cencak
702-560-3647

NY—~Upstate New York Area
The Upstate NY CMT
Support and Action Group
Melinda Lang

518-783-7313

NY—Horseheads Area
Horseheads, NY CMT
Support and Action Group
Angela Piersimoni
607-562-8823

NY—Long Island Area
Long Island, NY CMT
Support and Action Group
Ruth Korowitz
516-318-3202

NY—Westchester Area
Westchester, NY CMT
Support and Action Group
Beverly Wurzel
201-224-5795

OH—Greenville Area
Greenville, OH CMT
Support and Action Group
Dot Cain

937-548-3963

If you are interested, please contact Jeana Sweeney at jeana@cmtausa.org.

0H—Zanesville Area
Zanesville, OH CMT
Support and Action Group
Tara Boehke
740-297-4940

OR—Portland Area
Portland, Oregon CMT
Support and Action Group
Debbie Hagen
503-333-7936

PA—Bucks County Area
Bucks County, PA CMT
Support and Action Group
Linda Davis
215-943-0760

PA—Johnstown Area
Johnstown, PA CMT
Support and Action Group
J.D. Griffith

814-539-2341

Jeana Sweeney
814-262-8427

PA—Northwestern Area
Erie, PA CMT Support
and Action Group

Joyce Steinkamp
814-833-8495

RI—East Providence Area
Rhode Island CMT
Support and Action Group
Meredeth Souza
401-433-5500

TN—Nashville Area
Nashville, TN CMT
Support and Action Group
Mark Hollingshead
615-480-2044

Bridget Sarver
615-3909-0699

TN—Savannah Area
Savannah, TN CMT
Support and Action Group
Reagan McGee
731-925-6204

Melinda White
731-925-5408

TX—Dallas Area
Dallas, TX CMT Support
and Action Group
Whitney Kreps
972-989-5743

VA—Harrisonburg Area
Anne Long
540-568-8328

VA—Williamsburg Area
Williamsburg, VA CMT
Support and Action Group
Jennie Overstreet
757-813-6276

Nancy Mollner
757-220-3578

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

WA—Tacoma Area
Tacoma, WA CMT Support
and Action Group

Carol Hadle

253-476-2345

WI—Milwaukee Area
Southeastern, WI CMT
Support and Action Group
Polly Maziasz
262-439-9009

Margaret Hoepner
414-788-9628

WI—Brodhead Area
Southern, WI CMT Support
and Action Group

Molly Hawkins
608-921-0032

Virtual/Discussion Groups

Anyone Can Fundraise

Archy and Friends
Discussion Group

Boston South Shore

Voice Discussion Group
CMT and Fatigue
Discussion Group

CMT and Pain—Share

Your Experience Discussion
Group

CMT Creates: Music Project
Discussion Group

Global Support and Action
Group Community

Hand and Finger Struggles
with CMT Discussion Group

Insurance and Benefits
Discussion Group

Most Support and Action
Groups, Virtual Groups and
Discussion Groups can be

accessed at www.cmtausa.org.

They can be found in the

CMTA Online Community under

Support and Action Groups.

The CMTA is looking
for facilitators for
Pittshurgh—PA,

San Diego—CA, and
Jacksonville—FL.
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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 permission in writing
from the publisher. The
opinions expressed in the
newsletter are not necessarily
those of the Charcot-Marie-
Tooth Association. The material
is presented for educational
purposes only and is not
meant to diagnose or
prescribe. While there is no
substitute for professional
medical care for CMT

| ASK THE DOCTOR

Dear Doctor,

My question is about pain med-
ication. Both Aleve and Celebrex
are effective for my knee pain at
the present time. However, both
have drawbacks. Aleve can cause
bleeding in the gastro intestinal
tract and there has been some
research about Celebrex and heart
attacks. Do either of these have an
effect on my CMT and is one bet-
ter than the other?

Dr. Louis Weimer replies,

The side effects listed are cor-
rect. I know of no extra concern
for CMT patients unless you
have one of the rare types with
coincident heart involvement.

Dear Doctor,

1 have a son that is a year old. [
was interested to figure out if there
have been any issues or problems

erations and 1 also carry the trait.
1 have been in the progress (which
means on a waiting list) of getting
my son tested to see if he carries
CMT, but have been worried
about him receiving all of the
infant shots and how it could
affect him if he has CMT. Have
there been any signs of these shots
affecting an infant with CMT?

Dr. Louis Weimer replies,

There is some debate about vac-
cines in neuropathy patients in
general but mostly concerning
patients with immune or inflam-
matory neuropathies and mostly
flu shots and HPV vaccine; the
evidence, even in these cases,
shows no clear link. Hereditary
neuropathies, such as CMT,
have a much lower concern. The
probable risk of these vaccines is
very low, but the complications

dangerous, especially to CMT
patients. I know of no pediatric
or neurologic authority that dis-
courages or questions vaccina-
tions at this age.

Dear Doctor,

1 have a child with Charcot-
Marie-Tooth disease and would
like a clarification. I was reading
the directions for using secnidazole
and metronidazole for genital
infections and found that they are
dangerous for those with problems
such as sensory-motor polyneuropa-
thy. If my daughter were to need to
make use of these products what
should I do? Can she take them?

Dr. Louis Weimer replies,
Although both can potentially
cause sensory neuropathy, the
problem is usually after extended
use, namely more than 1-2

disorders, these briefs offer
current medical opinion that
the reader may use to aid and

supplement a doctor’s
treatment.

connected to giving an infant his
shots if he has CMT. CMT runs
in my family through many gen-

of infections the vaccines are
designed to prevent (polio,
measles, diphtheria) are quite

months of continual use. The typ-
ical 7-10 day course for routine
infections carries minimal risk.

NEW MEXICO CHALLENGE
Mr. John R. Brown

Mr. & Mrs. Tze-Yao Chu
Mr. & Mrs. Richard Hanson
Mrs. Ruth Mareda

Ms. Carole Schoening

Mr. Gary Shepherd

Ms. Robin Thompson

Mr. William Wildes

ADOBE CAFE

Mr. & Mrs. Stephen J.
Barsony

Mr. & Mrs. James
Blackmore

Mr. & Mrs. Edward C. Boss

Mr. & Mrs. Mark Bottinger

Mrs. Christine K. Bradway

Mrs. Jude Burton

Mr. Francis J. Donnelly

Ms. Samantha Everhart

Ms. Christine Gessler

Gessler Landscaping, Inc.

Hair Jazz

Ms. Nicole Hanby

Mr. Robert W. Hansen

Mr. & Mrs. Thomas P. Lewis

Mr. & Mrs. Joseph F. Mazur

Mrs. Danielle McCormick

Mrs. Jessica M. McEntee

Ms. Cindy L. McGee

Mr. James Murphy

Ms. Candace Phillips

Mr. & Mrs. James Roberts

Mrs. Rosemarie Rudi

Mr. & Mrs. James F. Salley

Ms. Elizabeth Samarco

Mr. Jonathan Sand

Ms. Susan Schmeltzer

Ms. Amanda M. Schmeltzer

Mrs. Geraldine C. Stagliano

Mr. & Mrs. Brandon Stalte

Mr. Irvin A. Westerfer

Mr. Gary J. Westerfer

Mr. & Mrs. Roy T. Westerfer

Mr. & Mrs. Michael J.
Westerfer

Mr. & Mrs. David Westerfer

Mr. & Mrs. Francis W.
Westerfer

Mr. William H. Womer

IN HONOR OF

MARK & GWEN

Ms. Lauren Amos

Mr. & Mrs. David Barrow
Ms. Jill Bobbitt

Mr. Bob Bohnhoff

Ms. Michelle Booth

Mr. Hollan Bradley

Ms. Melissa Bullen

Ms. Stefanie Buneta

Mr. & Mrs. Dennis Campbell
Mr. & Mrs. Ray Carter
Ms. Patricia Carter

Ms. Mary Jane Carter
Mr. Columbus G. Cascio
Ms. Melissa Cassady
Ms. Sylvia Chirillo

Ms. Hilda M. Cooper

Ms. Christine Counts

Mr. & Mrs. Bobby Dempsey
Mr. & Mrs. Bob Dopuch
Ms. Trudy M. Favazza
Mrs. Roberta Foland

Ms. Diane Gibides

Mr. & Mrs. Ryan Gray
Ms. Millie Haecherl

Ms. Lorin E. Hamilton
Ms. Lauren Hamilton
Ms. Patti J. Hartke

Ms. Catherine L. Hartke

Mr. Banks Huntley

Ms. Rhonda Johnson

Ms. Katie Katzman

Mr. & Mrs. Chris Lambert

Mr. & Mrs. Gary Luker

Mrs. Virginia Mathis

Ms. Linda E. McCarver

Mr. Kevin McDonald

Ms. Maureen McElveen

Mr. & Mrs. Joe Miser

LTC & Mrs. Steven R. Moore

Mrs. Ashley Morrow

Mrs. Jennifer Preston

Mr. & Mrs. Roger Redick

Mr. Kenneth L. Reichert

Ms. Ashley Rubin

Rumbling Waters Health
Club LLC

Ms. Louise C. Sheets

Mr. Mel Smith

Mr. & Mrs. Donald L.
Warren

Mr. & Mrs. Sam Warren

Mr. & Mrs. Jeff Micah

Mr. & Mrs. Brian Wittling

TEAM JULIA

Mr. Andrew Gordon

Mrs. Joan Abramowitz

Dr. Robert Adamenko

Mr. & Mrs. Jon Alin

Mr. & Mrs. Steve Alper
Mr. & Mrs. Howard Alter
Mr. Steve Andrzejewski
Mr. & Mrs. Leslie S. Ash
Mr. & Mrs. Charles August
Mr. & Mrs. Scott Bailey
Mr. & Mrs. Larry Bailey
Mr. & Mrs. Brad Bailey
Mr. Joseph Balmer

Mr. & Mrs. Gregory Bauer
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Mr. & Mrs. Jeff Beier

Mr. & Mrs. Vincent Belcastro

Mr. & Mrs. Elliott Bender

Mr. & Mrs. Lloyd Bennett

Mrs. Nancy M. Berkley

Mr. & Mrs. Cliff S. Berliner

Mr. & Mrs. Alan S. Bernstein

Mr. & Mrs. Steven Bernstein

Mr. & Mrs. David C. Beron

Mr. & Mrs. Michael Beron

Mr. & Mrs. Herbert Beron

Mr. Evan Supcoff & Dr.
Elisabeth Beron

Dr. & Mrs. Keith Blicht

Ms. Elaine M. Blitz

Ms. Wendy Block

Mr. & Mrs. Jonathan Bloom

Mr. & Mrs. Sidney D.
Bluming

Dr. Bruce & Janice Bolten

Mr. Robert D. Borteck, Esq.

Mr. & Mrs. Marc Bortniker

Mr. & Mrs. Andy Boyer

Brahman Capital Corp

Ms. Joan Brock

Dr. & Mrs. Jeffrey T. Brodie

Ms. Marlene G. Brown

Mr. & Mrs. William D.
Bruen, Jr.

The Estate of Mildred Burg

Mr. Peter Burstein

Mr. Victor M. Canning

Mr. & Mrs. Yale H. Caplan

Mr. & Mrs. Michael Carus

Mr. & Mrs. Dan Carus

Mr. & Mrs. Michael Carver

Mr. George Cass

Mr. Eran Chen

Mrs. Renee Chioccariello

Ms Lisa Chiodi

Coffee Holding Co., Inc.

Mr. Paul Collins

Mr. & Mrs. Richard Davis

Mrs. Elizabeth C. Dell

Mr. & Mrs. Dan Denenberg

Ms. Angela Dethloff

Mr. & Mrs. Victor DiMeo

Dr. & Mrs. Gary Drillings
& Family

Mr. Marc Eisen

Mr. & Mrs. Karl Feaster

Mr. & Mrs. Jon Feinstein

Mr. & Mrs. Andrew Feinstein

Mr. & Mrs. Jesse A. Ferro

Mr. Steven Fisch & Ms.
Stephanie Alexander

Mr. & Mrs. Todd M.
Foreman

Ms. Cheryl Freeman

Mr. Rick J. Gardner

Mr. & Mrs. Ron Geffner

Mr. & Mrs. Ira B. Geller

Mrs. Roberta Ginsberg

Mr. Michael Goldenberg

Mr. & Mrs. Mitch Goldsmith

Mr. & Mrs. Alan D. Goldstein

Mr. & Mrs. Edward H. Gollob

Mr. & Mrs. Paul Gordon

Mr. & Mrs. Don 0. Gorman

Ms. Bonni Gould

Mr. & Mrs. Richard
Greenbaum

Mrs. Lesli Greenberg

Mr. & Mrs. Rick
Greenebaum

Ms. Blanche J. Greenfield

Mr. & Mrs. Steven G.
Grossman

Mr. Alan Guenzel

Mr. & Mrs. Samuel Guss

Mr. & Mrs. Mark Haft
& Family

Mrs. Donna Harris

Mr. Lawrence Hazan

Mr. & Mrs. Abe Heller

Mr. & Mrs. Harold J.
Hettleman

Mr. & Mrs. Brad Horowitz

Mr. & Mrs. Alex Huff

Ms. Rochelle Hyman

Mr. Daniel Indek

Mrs. Kerri Dubler Kaplan

Mr. & Mrs. Scott Karp

Mr. & Mrs. Herbert S. Kasoff

Mr. & Mrs. Alan R. Katz

Ms. Sandi Kelly

Mr. & Mrs. Robert Kirsch

Dr. & Mrs. Michael H. Kirsch

Mr. & Mrs. Hyman F.
Kleinman

Mr. Lee Kornbluh

Mr. Frank Kovar

Ms. Leslie Kravetzky

Ms. Reva Krieger

Mr. & Mrs. Sean Lang

Mr. Rocco Lavista

Mr. & Mrs. Marshall Layton

Mr. & Mrs. Larry Lerman

Mr. & Mrs. Steven Lerner

Mrs. Dana Z. Levitan

Mr. & Mrs. Ronald Liebowitz

Lipkin Family Foundation

Mr. & Mrs. David London

Ms. Lisa Loreto

Ms. Leslie Lutz

Mr. & Mrs. Jonathan Mach

Mr. & Mrs. Jeffrey G. Marcus

Mr. & Mrs. Ernest F. Masini,

Mason Harriman Group, Inc.
Mr. & Mrs. Larry May

Mr. & Mrs. Richard May

Mr. & Mrs. Robert Mayer

Mr. & Mrs. David Mazie

Mr. & Mrs. Patrick R.
Mc Namara

Mrs. Barbra McLaughlin

Mr. & Mrs. Seth Mendelson

Mr. & Mrs. Andrew J. Merkin

Mr. & Mrs. Robert Mersky

Mr. Nick Milonas

Mr. John Minicucci

Mr. James Montano

Mr. John Moran

Morgan Stanley

Dr. & Mrs. Steven E.
Morganstein

Mr. & Mrs. Roger Moss

Mr. & Mrs. Jason Nazmiyal

Mr. & Mrs. Clifford R.
Neukrug

Mrs. Clare Collins-Newton

Mrs. Jolanta Oliver

Mr. & Mrs. Brian Olson

Mr. & Mrs. Joel Orris

Mr. Glenn M. Parker

Mr. & Mrs. Eric Paulen

Mr. & Mrs. William Pittler

Ms. Lisa Poland

Mr. & Mrs. Christopher
Pompeo

Mr. Jonathan Posner

Mr. David Potischman

Mr. & Mrs. Stephen Press

Mr. & Mrs. Craig A. Pruett

Mrs. Geraldine Quartner

Mr. & Mrs. Andrew A.
Quartner

Mr. & Mrs. Jonathan H.
Quartner

Mr. & Mrs. James Radcliffe

Mr. & Mrs. Joel L.
Rauchberg

Mr. & Mrs. Mark Reichman

Mr. Robert M. Reilly

Mrs. Amy Resnikoff

Mr. & Mrs. John Reynolds

Mr. Michael J. Ricca

Robert & Carole Cerasia
Foundation, Inc.

Mr. & Mrs. Gregory Roberts

Mrs. Karen Robertson

Mr. & Mrs. Glenn Robinson

Mr. & Mrs. Mark D.
Robinson & Family

Mr. & Mrs.Tom Rogers

Mr. Alan K. Rothberg

Mrs. Jennifer Rubin

Mr. & Mrs. John Ruddy

Mr. & Mrs. Edward Russnow

Dr. Ron Sadler

Mr. Keith Safian

Ms. Trudy Sarver

Mr. & Mrs. Daniel Sauer

Mr. & Mrs. George Scarpa

Mr. & Mrs. Jim Schenkel

Mr. & Mrs. Geoffrey D.
Schenkel

Mr. & Mrs. David Schwartz

Mr. & Mrs. Daniel 0.
Schwartz

Mr. & Mrs. Steve Sefcik

Mr. Ted Segal

Mr. & Mrs. Jeff Shupack

Mr. & Mrs. Hadar Sieradzky

Mr. & Mrs. Jeffrey
Silverberg

Mrs. Fran Simmons

Mr. Scott Sklar

Ms. Sharon Slavitt

Mr. & Mrs. David E Slavitt

Mr. & Mrs. Marc Sokobin

Mrs. Andrea Sondak

Mr. & Mrs. Michael
Sonnabend

Rabbi & Mrs. Yosef Y.
Spalter

Mr. & Mrs. John Spielberger

Ms. Joan R. Spindel

Mr. & Mrs. Richard
Steinberg

Mr. & Mrs. Fred Stevens

Ms. Jennifer Stone

Mr. & Mrs. Mitchell Storch

Mr. & Mrs. Wesley C. Stultz

Mr. Baehyun Sung

Mr. & Mrs. Mark Tabakin

Mr. & Mrs. Jeff Tarlowe

Mr. & Mrs. Arthur S. Tauber

Mr. & Mrs. Daniel Tellem

Mrs. Maureen Torcivia

Mr. & Mrs. Michael
Trikouros

Mr. & Mrs. Nancy S.
Tuckman

Mr. & Mrs. Richard Tull

Ms. Wendy Turnbull

Mr. & Mrs. Kenneth N.
Vostal

Ms. Leticia Waelz

Dr. Barry N. Wasserman

Ms. Margaret Weber, RN

Mrs. Michele Weiner

Mr. & Mrs. Robert E. Weiner

Mr. David S. Weinerman

Mr. & Mrs. Jeff Weinflash

Ms. Karen B. Weinstein

Mr. Adam Weitzman

Mr. & Mrs. David Wirtshafter

Mr. Matthew Witschel

Mr. & Mrs. Alex Wittner

Mr. & Mrs. Larry Wolfson

Mr. Philson Yim

Mr. & Mrs. Joseph T.
Zangari

Mr. & Mrs. Barry H. Zucker




SHOOTING STAR

(continued from page 9)

it a secret. As she was presented
with a plaque, flowers, and a cake,
she cruised in her wheelchair with
grace and style. An enormous
smile lit up her face the entire
meeting, and no words can
describe the sentiment that was
flowing through the members of
our group.

Amanda concluded the award
ceremony by humbly stating,

“Our life is not easy. There are no
answers no matter how many doc-
tors you see. We never do anything
fast—slow is how we roll! There is
never a day where we are not stared
at or a day we don’t hear a whisper
or two as we walk by. But we keep
our heads held high, smiling all the
way. When we are stared at, we
smile back, and when we hear a
whisper we say ‘Hi!” Life, like
CMT, is about the choices you
make. You can wake tomorrow
thinking about how bad off you are
or you can wake up thanking God
for all the good in your life. Every-
thing happens for a reason though
we may never know why.” She con-
tinued by saying, “If you are not
moved by the story I have shared
with you, please spend a moment
or two with my little girl. I promise
you will have a different point of
view!”

Despite Jacqueline’s condi-
tion, she carries herself with poise
and purpose. She is wise beyond
her seven years of age and contin-
ues to teach all those she encoun-
ters that there is purpose in pain
and that regardless of what each
day may bring, a positive outlook
as well as a warm heart full of
hope can overcome all circum-
stances including those of a debili-
tating disease.

SUBSCRIPTION AND PUBLICATIONS ORDER FORM

NAME: / /

First Mi Last
ADDRESS:

CITY: STATE: ZIP:

COUNTRY/POSTAL CODE (IF NOT US):

DAYTIME PHONE: EVENING PHONE:

EMAIL:

Online subscription with PDF newsletter

Online subscription with printed newsletter

Mail subscription only with printed newsletter $30

(no access to online premium content)

The Patients’ Guide to Charcot-Marie-Tooth Disorders $15

[Print Format]

[CD Format] $10
CMT Facts | [ English [J Spanish $5
CMT Facts Il [J English [J Spanish $7
CMT Facts 11l $7
CMT Facts IV $10
CMT Facts V $15
CMT Facts VI $15
Teaching Kids about CMT...A Classroom Presentation $10
(1 hour DVD)

My Child Has CMT, A Guide for Parents $7

Cooking and Coloring Adventures with Archy $7

Be a Star Wristbands (Pack of 5) $5

Women’s Circle of Friends V-Neck T-Shirt $10

Quantity and Size: __ M __ L __ XL

Men’s Circle of Friends V-Neck T-Shirt $10

Quantity and Size: __ M __ L _ XL __ 2XL __ 3XL

West Coast Patient-Family Conference $20
(5 hours—2-DVD set)

CMT Informational Brochure, Neurotoxic Drug Card, FREE

and Letter to Medical Professional with Drug List

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 [ American Express (] MasterCard CIVISA

Card Number: Expiration Date:

Mail to: CMTA, P.0. Box 105, Glenolden, PA 19036

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?

» CMT is the most commonly inherited

peripheral neuropathy, affecting approx-
imately 150,000 Americans.

» CMT may become worse if certain
neurofoxic drugs are faken.

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

» CMT can, in rare instances, cause
severe disability.

» CMT is also known as peroneal
muscular atrophy and hereditary
motor sensory neuropathy.

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

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

» CMT does not affect life expectancy.

» CMT is sometimes surgically treafed.

» CMT causes footdrop walking gait,

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

CMT has no effective treatment,
although physical therapy, occupational
therapy, and moderate physical

activity are beneficial.

CMT is usually inherited in an auto-
somal dominant pattern, which means

if one parent has CMT, there is a 50%
chance of passing it on to each child.

CMT Types 1A, 1B, 1C, 1D (EGR2),
1E, 1F, 1X, 2A, 2B, 2E, 2F 2, 2J, 2K,
4A, AC, AE, 4F, 4], HNPP. CHN, and
DSN can now be diagnosed by a
blood test.

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

the CMT enigma.



