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Report

Researchers Gather to Discuss
CMT Type 2 Direction

BY PAT DREIBELBIS

rom November 10-12,

thirty-five researchers who

specialize in CMT Type 2

met in San Diego, Califor-

nia, to discuss the status of
their personal research and to
make plans regarding the most
likely form of CMT on which
to collaborate. The workshop
was entitled, “Defining Thera-
peutic Approaches to CMT2.”

The meeting began with a

welcome from CMTA CEO
David Hall and a brief talk by
Chairman and President of the
CMTA Board, Patrick Livney,
who introduced many of the
investigators to the work of
STAR, the Strategy to Accelerate
Research, and the CMTA’s
ongoing relationship with NIH
and their high-throughput
screening lab. The first presen-
ters all discussed axons and

axonal degeneration to supply
the background needed before
possible “corrections” could be
considered for the Type 2 forms
of CMT.

Stepan Zuchner, from the
University of Miami, discussed
the pathophysiology of CMT2A
in cell and animal models. Type
2A is the most common form of
axonal CMT, affecting about
20% of CMT cases. They have
indentified mitochondrial fusion
factor 2 (MFN2) as a cause for
CMT2A. However, the MFN2
knock-out mice they created
showed no signs of neuromuscu-
lar disease and died in utero.
Therefore, the need to create a
good mouse model for the axonal
neuropathies is imperative. Based
on the success of the mouse
model for PMP22, a mouse
model should lead to promising

TURTLE LOVERS
GATHER IN
FLORIDA:

Jeana Sweeney,
dressed as Archy’s
sister, Tara, posed with
the Cooterfest official
turtle in Inverness,
Florida.

See page 12

results for future treatment of the
Type 2 forms of CMT.

Dr. Ronald Liem, of
Columbia University, discussed
CMT Type 2E. Mutations in the
neuronal intermediate filament
gene, NEFL, have been shown as
a possible cause for Type 2E.
Mutations in this gene are
responsible for approximately
2% of all CMT cases. It is
believed that inhibitors of neuro-
filament misassembly will lead to
therapies for CMT. Therefore,
the goals of Dr. Liem’s research
group are to identify small mole-
cules that inhibit misassembly
and to test their effects in a
mouse model of CMT2E.

Another group of researchers
discussed less common causes of
CMT2 such as GARS, YARS,
FIG4, and TrpV4.

(continued on page 2)
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CMT RESEARCH DIRECTION
(continued from page 1)

Finally, Jim Inglese, from
the NTH’s Chemical Genomic
Center, discussed high-through-
put screening, and dosage ver-
sus gain of function approaches.
Then, the group learned about
the “Valley of Death” and the
challenges of bringing candi-
date medications to successful
therapies.

The final day revolved
around summaries from the var-
ious investigators and their dis-
cussion groups and questions
and answers from the attendees
as to the probability of success
in each strategy. The discussion
was lively and probing.

As with most of the consor-
tiums I have attended, the over-
whelming feeling of this meeting
was that there are amazingly
committed and brilliant minds

working on CMT Type 2
research. In the elevators, at the
breaks, and at the meals, the talk
was always about someone’s pre-
sentation and how an idea they
proposed might work in some-
one else’s plan. Consortiums
really are a time for devoted
researchers to learn about the
work of others and to share their
discoveries so that the whole
world of CMT research can

move forward constructively. i

Organized by Dr. Michael Shy and Dr. Steven Scherer, thirty three distinguished researchers
gathered in San Diego, California, to discuss how best to proceed with research on Type 2
forms of CMT.

RESEARCH ABSTRACT

(CMT) neuropathy type 2E.

To address whether CMT2E disease is
potentially reversible, we generated a mouse
model with a conditional doxycycline-responsive
gene system that allows repression of mutant
hNF-LP22S transgene expression in adult neu-
rons. The hNF-LP22S;tTa transgenic (tg) mice
recapitulated key features of CMT2E disease,
including aberrant hindlimb posture, motor
deficits, hypertrophy of muscle fibres and loss

Reversal of neuropathy phenotypes in conditional mouse model
of Charcot-Marie-Tooth disease type 2E

(from Hum Mol Genet. 2010 Jul 1;19(13):2616-29. Epub 2010 Apr 26)
Dequen F, Filali M, Lariviere RC, Perrot R, Hisanaga S, Julien JP.
Research Centre of CHUQ, Department of Psychiatry and Neurosciences, Laval University, Québec, Canada.

utations in the gene encoding for the
M neurofilament light subunit (NF-L) are

responsible for Charcot-Marie-Tooth
disease efficiently down-regulated expression of
hNEF- LP22S and it caused reversal of CMT
neurological phenotypes with restoration of

of muscle innervation without neuronal loss.
Remarkably, a 3-month treatment of hNF-
LP22S;tTa mice with doxycycline after onset of

muscle innervation and of neurofilament pro-
tein distribution along the sciatic nerve.

These data suggest that therapeutic
approaches aimed at abolishing expression or
neutralizing hNF-L mutants might not only halt
the progress of CMT2E disease, but also revert
the disabilities. <
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enator Robert Casey (D-PA)

is seeking the support of his

fellow members of the
United States Senate to join him
in nominating Penn State foot-
ball coach and CMTA
spokesman Joe Paterno for the
Presidential Medal of Freedom.

The Presidential Medal of
Freedom is a decoration
bestowed by the President of the
United States and is—along
with the equivalent Congres-
sional Gold Medal bestowed by
an act of Congress—the highest
civilian award in the United
States. It recognizes those indi-
viduals who have made “an espe-
cially meritorious contribution
to the security or national inter-
ests of the United States, world
peace, cultural or other signifi-
cant public or private endeav-
ors.” The award is not limited to
U.S. citizens, and, while it is a
civilian award, it can also be
awarded to military personnel
and worn on the uniform.

Senator Casey’s letter (right)
will be sent to every member of
the United States Senate seeking
their support. We need your
help—please contact your sena-
tor (email, letter, phone) and ask
him/her to support Coach
Paterno’s nomination. You can
find your senator’s contact infor-
mation at the following link
(www.senate.gov).

Coach Paterno has been a
tireless advocate for charitable
causes during his legendary
career, and the CMTA is hon-
ored to have him as our
spokesman. 3

Joe Paterno Nominated for
Presidential Medal of Honor

President Barack Obama

The White House

1600 Pennsylvania Avenue, NW
Washington, DC 20500

Dear Mr. President:

We are writing to request that you consider Penn State University football coach
Joe Paterno for the Presidential Medal of Freedom given his substantial contributions to
collegiate athletics, higher education and American society.

Coach Paterno’s accomplishments on the football field are nothing short of leg-
endary. His 396 career wins, amassed during his 44-year tenure at Penn State, are more
than any other coach in Division I history. He has coached five undefeated teams, two
national championships teams, won three Big Ten conference championships, and has been
named “Coach-of-the-year” five times by the American Football Coaches Association.

While these numbers are unrivaled, his contributions to society beyond the field of
play are even more noteworthy. Under Coach Paterno, Penn State’s football program is
consistently ranked by the NCAA as among the best in the nation for graduation success
rate. Fifteen Hall of Fame Scholar-Athletes, forty-four Academic All-Americans, and 18
NCAA Postgraduate Scholarship winners are evidence of his dedication to helping his
players excel in both athletic and academic endeavors.

Coach Paterno and his family have also made monetary donations to the University
that have benefited all students at Penn State. These contributions, which total more
than $4 million, include their donations to the University Library, which named a wing in
their honor. It is common for a university to name a field of play after a coach that has
contributed immensely to that institution’s athletic program. Coach Paterno’s name is on
the library because he has contributed immensely to academics at Penn State.

Coach Paterno’s dedication to charitable causes is also remarkable. He has con-
tributed to the State College community in substantial ways, including a $1 million dona-
tion to Mount Nittany Medical Center for the construction of a new 42,000-square-foot
wing. Coach Paterno is a strong supporter of the Special Olympics of Pennsylvania, and
he and his wife Sue were inducted into this organization’s Hall of Fame in 2008. Coach
Paterno worked closely with Bob Casey, Sr. in the 1970s to support Easter Seals’ efforts
to help individuals with disabilities and special needs. He is also a national spokesman for
The Charcot-Marie-Tooth Association. This organization raises awareness about Charcot-
Marie-Tooth (CMT) disorders, which is the most commonly inherited neurological disorder.

Awarding the Presidential Medal of Freedom to collegiate coaches is not unprece-
dented. Two coaches with comparable success in their sport have been awarded the
medal: Paul “Bear” Bryant and John Wooden. Joe Paterno’s celebrated accomplishments
on the field and his significant contributions off of it make him worthy of joining these
coaches as recipients of the highest civilian award of the United States government.

We recognize that this award recognizes meritorious contributions to the national
interests of the United States. Coach Paterno’s work exceeds this standard by a consid-
erable degree. Throughout his time at Penn State, this man has shown tremendous char-
acter and loyalty to which we all can aspire and has remained committed to reaching
goals without sacrificing the ideals that are central to higher education. The content of
his character, along with his contributions to college athletics, higher education, and
charitable causes, make Joe Paterno deserving of the Presidential Medal of Freedom.

Thank you for your consideration of this matter.
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Awareness Week 2010:
Our Volunteers Shine

BY ELIZABETH OUELLETTE

The breeze, the trees, the honey
bees—All volunteers!
—Juliet Carinreap

he idea of an awareness

week was planted during a

May 2010 conference call

with the CMTA’s support

and action group facilita-
tors (SAGFs). We were dis-
cussing our frustration about the
lack of knowledge and basic
understanding of CMT among
the general public and health
professionals alike. “What about
a CMT Awareness Week?” one
of our leaders inquired. With
that one comment, the seed was
planted and the idea rooted,
blossoming into the first
National CMT Awareness
Week, September 19-25. It will
become a perennial event,
changing the face of the CMTA
for years to come.

From May 2010 through
September 2010, our network of
nation-wide SAGFs worked with
undeterred passion and commit-
ment to create a CMT awareness
campaign from start to finish.
Planning innovative and creative
programs to successfully spread
CMT education and under-
standing during the designated
week in September, our CMTA
team (CEO David Hall, SAGFs,
CMTA family and friends,
CMTA staff; and our publicity
firm, Gatesman, Marmion,
Drake, and Dave) went into a
full strategizing mode with
energy and enthusiasm.

Members and friends of the Albany, NY, Support and Action
Group helped raise money with a fundraising event at TGI
Friday's restaurant. From left to right: Cheryl Traeger, Rich
Piche, Donna Piche, Joe Pingielski, Kathy Pingielski

In addition to creating a
CMT Awareness Week micro-
website (www.wearethecmta.com),
where members uploaded their
pictures, signed the signature
board, and interacted with the
week’s on-line events, we also
came up with CMTA Awareness
Week posters, postcards, and fly-
ers for distribution. We mailed
out CMTA personalized items
(STAR necklaces, balloons,
bracelets, Archy stickers, and
buttons), available to both
CMTA facilitators and mem-
bers, to draw attention to CMT,
this little-known disease, affect-
ing so many people, in so many
different ways.

‘What our members and
friends accomplished, under the
guidance of our team of SAGFs,
before, during, and after Aware-

ness Week is truly commendable.

In honor of Awareness Week,

our association sent out more
than 2600 posters, 7000 post-
cards, and 15,000 brochures.
Our committed facilitators took
charge, not only making sure
these materials were posted and
distributed for public consump-
tion, but also organizing a wide-
array of activities: fundraisers,
information booths at local
health care centers, media-related
events, letter-writing campaigns
to state representatives, and
school outreach programs.

In addition, a few facilitators
took on special projects: Dick
Kutz (CO) created a SAGF col-
lage, Gretchen Glick (CA) took
on Awareness Week organization
and various community outreach
projects, Susan Ruediger (GA)
managed the popular email chain
letter, Karen Smith (KS) rallied
members around the Archy the
Spokesturtle contest, and Mark
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Willis (NJ) undertook Facebook’s
profile picture initiative. More-
over, a round of applause is in
order for radio personality Sha-
doe Stevens, who graciously vol-
unteered his time to be the voice
of the CMTA throughout the
week. Thanks to Ruth and Alan
Korowitz, the CMTA partnered
with Clear Channel, who aired
the Shadoe Stevens public service
announcement across the coun-
try and ran CMT Awareness
Week banner ads on each of its
radio station’s websites.

On the following pages, you
will read more about the people
who took action, uniting across
the country toward one com-

mon goal: a world without
CMT. The CMTA is fortunate
to work with such a dynamic
and passionate group of individ-
uals, willing and able to make
the world a better place for all
those with CMT. Personally, I
would like to send my profound
gratitude and a sincere thanks to
each and every one of our facili-
tators, members, and friends
who gave contributions of time
and energy, successfully bringing
the first national CMT Aware-
ness Week to fruition.

As Vicki Pollyea, a SAGF
from Florida recently wrote in a
well-crafted letter to her state
Senator, Representative Kathy

Castor, “Of course the goal is for
a world without CMT but first
we have to make the world aware
of CMT! Perhaps with this ongo-
ing grassroots campaign, we can
change peoples’ awareness of what
CMT is.”

And we've only just begun.
The foundation has been set. In
2011, CMT organizations from
around the globe will join the
CMTA to dedicate the month
of September to CMT aware-
ness. My hope is that you will
join the 2.6 million people
worldwide who have CMT, giv-
ing the world’s most commonly
inherited peripheral neuropathy
the recognition it deserves. ¢

The Support and Action Groups that went above and beyond

the call to promote CMT Awareness were:

California - Santa Barbara and
the Tri-Counties

Awareness Week included six
days of harvest wine tasting at
Bella Cavalli Farms and reached
nearly 600 people. A “Glee for
CMT” fashion preview sold out
to 200 people for the second
rehearsal. At the final perfor-
mance, an anonymous donor
pledged $25,000 if Macy’s will
match that. Gretchen Glick
spoke to three Rotary groups
and contacted 15 independent
radio stations who agreed to air
a public service announcement
for two weeks.

California - Los Altos

The group held a very successful
garage sale at leader Elizabeth
Ovuellette’s house. They placed
collection jars in local stores
with the tag line, Time for
Change, Fund STAR. They also

walked around their neighbor-
hoods putting up Awareness
Week posters.

California - Visalia

Melanie Pennebaker contacted
local newspapers and ended up
getting articles in four local
papers. She sent the CMTA
press release, pictures of her fam-
ily, and a picture of the CMTA
poster, as well as her personal
story of living with CMT.

Colorado - Denver Area

In conjunction with Awareness
Week, the support group held a
fundraiser at Chad’s Grill in
Lakewood, CO. Diners who
brought the CMTA's flyer with
them, had 20% of their pur-
chases contributed to the STAR
program to continue the goal of
creating a world without CMT.
Additionally, the 7imes Call

published a story about a group
member, Marianne Nyman,
who related her journey with
CMT and the journey of get-
ting a diagnosis. Diane Coving-
ton, the Denver CMT SAGE,
also contributed to the article
by describing the loss of sensa-
tion and how it resulted once,
in a dark movie theater, of her
stumbling and falling right into
an unknown man’s lap. They
also wrote to the governor
informing him about Awareness
‘Week and had one member,
Jonah Berger, compete in a
triathlon, along with orthotist,
Sean McKale.

Florida - Tampa Bay Area

Group leader Vicki Pollyea had

two articles about CMT pub-

lished in the Tampa Bay Area.

She also was able to get a
(continued on page 6)
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Support Groups participate in Awareness Week

(continued from page 5)

response from her Representa-
tive, Kathy Castor, who read
into the United States House of
Representative’s Congressional
Record information about
Awareness Week and CMT
which Vicki had written for her.
Representative Castor finished
her presentation to the House
by saying, “Raising awareness
about CMT through CMT
Awareness Week will help to
educate communities about this
disease and help to find a cure

for this disorder.”

Georgia - Atlanta Area

The group started by visiting
doctors’ offices and leaving
Awareness Week posters and
support group postcards. Five
doctors chatted with members
about CMT. On Thursday,
group members set up an infor-
mation booth at Children’s
Heathcare of Atlanta. Many
nurses, parents, patients, and
caregivers stopped by for infor-
mation and a STAR necklace.
Several nurses who came by
were excited to be able to share
CMT information with their
doctors. The week ended with a
group picnic attended by 20
members. The group enjoyed a
BBQ lunch and good conversa-
tion about each other and CMT.

llinois — Chicago Area

The Walk and Roll for the
CMTA took place on Saturday,
September 25th. Before the walk
started, we enjoyed donated
doughnuts and bagels, and cof-
fee and hot chocolate served by
Starbucks. The pavilion was dec-

fuunrﬁua =
a S
.!‘“NLT* »

P
155 A
=
, sign:umm
e
1hﬂlﬂiﬁlﬂ

In North Carolma, Susan Salzberg, Jeanne Gresko, and Lee
Lichtenwalter staffed a booth at a local shopping center to
raise awareness and educate people about CMT.

orated with balloons and CMT
awareness posters. CMTA
Chairman Patrick Livney gave
an inspiring speech before the
group headed out, and a physi-
cal therapist put the group
through stretching exercises. The
walk was through a beautiful
paved wilderness area. After the
walk, hot dogs were barbecued
along with Polish sausages. Dan
Lopez played the guitar while
people enjoyed the barbecue.

Kansas — Wichita Area

Karen Smith, the facilitator of
the group, held a balloon
launch to bring attention to
Awareness Week. The group
also manned an information
booth and distributed posters
throughout the area.

Kentucky — Burlington Area

Pam Utz did outreach to area
schools by using the CMTA
T-shirts and other awareness
materials to help her explain
about her daughter's CMT. She
also provided information that
would help the schools know
more about having a student

with CMT in the classroom.

Maryland - Hagerstown Area
Jeff Martin and his group
planned and held a scrapbook-
ing event to raise funds for the
CMTA. He promoted the event
on Facebook and encouraged
people in his area to support the
event. The group also handed
out Awareness Week materials
and hung posters in local stores

and hospitals.
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Nevada - Las Vegas Area

The Archy Train, driven by Jerry
Cross, appearanced at area fairs
and festivals. Additionally, the
group participated in the MDA
Stride and Ride and took part in
the Pahrump Fair and parade.

New Jersey — Central NJ Area
The highpoint for the group
was the Dine to Donate night.
Applebec’s in Bridgewater,
Flemington, and Lacey, the
T.G.L Friday’s in Freehold and
Marlboro, and the Stirling
Diner in Stirling, provided a
percentage of each dinner
ordered to the STAR program.
The members were able to
reach hundreds of people and
raise funds as well. Members
also mailed postcards to their
own medical communities and
hung posters in medical centers,
supermarkets, and libraries.
Lastly, Archy the turtle did a lot
of sightseeing around New Jer-
sey and New York.

New York - Upstate Area

The upstate New York group
raised $885 from a T.G.I. Fri-

Awareness Week.

day’s Awareness Week fundraiser
for STAR. They had an infor-
mational table set up where
they handed out brochures and
sold magnets, bracelets, and
STAR necklaces. They distrib-
uted posters to 30 hospitals and
pharmacies. Letters were written
to medical practitioners, local
newspapers, health journals
(one was published), and local
radio stations. Melinda Lang
has spoken about living with
CMT to a class of physical ther-
apists at a local college for the
past three years.

North Carolina - Triangle Area
The members of the North
Carolina group set up an infor-
mation table at The Shops at
Eastgate and had CMT
brochures to hand out along
with an easy CMT quiz for
people to take. Nearly 40 peo-
ple stopped by in the three
hours they were there. A man
who worked at an adjacent Rite
Aid store stopped by and said
that CMT runs in his family
and he was looking for
resources.

Heidi Welch, Whitney Kreps, Stewart Kouba, and Patti Bennett
volunteered at a booth at the University of North Texas during

Pennsylvania - Johnstown

To kick off Awareness Week in
Johnstown, the support group
and Jeana Sweeney did a balloon
release at the top of the John-
stown Incline Plane. They also
set up a booth at the Cone-
maugh Neuroscience Center
where they handed out CMT
brochures and free items from
Awareness Week. Many local
radio stations broadcast infor-
mation about CMT. During the
week, Jeana attended her
daugther’s preschool and handed
out postcards and STAR neck-
laces for the children to wear
during the week.

Tennessee — Savannah Area

The group had a booth at the
Trail of Tears motorcycle event.
They also had tables at the ECM
and Helen Keller hospitals. Dur-
ing the entire week, they had a
display at Sunset Trust Bank to
help raise understanding of CMT.

Texas — Dallas Area

The group headed by Whitney
Kreps set up a two-day event at
the University of North Texas.
Three group members teamed
up with Alpha Kappa Delta (an
international honor society for
sociology) and spoke to hun-
dreds of students, professors, and
other college employees, educat-
ing them on CMT. By selling
freshly baked cookies, wrist
bands and T-shirts, the group
was able to raise $250.

Virginia - Williamsburg Area
The group distributed PSAs to
local radio stations. They also
got articles in several local daily
newspapers. They also did a
classroom presentation on CMT
to an elementary school. 3
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The CMT “Circle of Friends”

s you can see, the past several months have been a busy time for the CMTA

Circle of Friends program.

Chris Wodke ran the Fox Cities Half Marathon (www.cmtausa.org/Chris) on
September 19th, and Ellen Welby reached the summit of Mt. Kilimanjaro on Sep-

tember 22nd (www.cmtausa.org/Ellen).

Grace's Courage Crusade held their 3rd Annual Dinner Party on September
26th, and, to help celebrate CMT Awareness Week, several other “Chicago

STARs” joined Tyler's Walk, which was also moved up fo the 26th and renamed the “Reach for the STARs
Walk & Roll” (www.cmtausa.org/chigagostar).
Next up, Mary Louie walked the 26.2-mile Mount Desert Island Marathon on October 17th
(www.cmtausa.org/Mary), and then it was time for Tyler’s 4th Annual Benefit on November 5th.
And there’s more to come. In 2011, Ken Gomez is going fo ride from Anacortes, WA, to
Bar Harbor, ME, and up to $22,000 in sponsoring gifts will be matched by the Paul Flynn Charitable Trust
(visit www.cmtausa.org/kensride for more info).
Also in July, 2011, Doug Allie, who doesn't have CMT, is planning a 14-day, 355-mile run across Michigan’s
Upper Peninsula to help find a cure for CMT on behalf of his son Jacob (www.cmtausa.org/runacrosstheup).
Whether you walk, run, or climb or would just like to help raise funds for CMT research, you can take up
the challenge and start your own Circle of Friends. It's easy. Just call us today at 1-800-606-2682, email us at
cof@charcot-marietooth.org, or visit us on the web at www.charcotmarietooth.org/cof.
Working together, we can create a world without CMT!

DONATIONS WERE

Chris’ Run:

Mr. Steven J. Bain

Ms. Antoinette Cole

Mr. & Mrs. Frank J. Collins

Mr. Peter P. Colosimo, DDS, SC

Mr. Richard A. Dowdell

Mr. & Mrs. Bob Fennig

Dr. Ali Garba

Ms. Cheryl A. Haese

Mr. & Mrs. David W. Hays

Ms. Linda M. Horn

Hupy & Abraham, S.C.

Ms. Kelly Jerome

Mr. & Mrs. Gary J. Klumb

Ms. Dona V. Leitzke

Mrs. Deborah L. Pavela

Mrs. Martha Peplow

Mrs. Kathy Perazzo

Mrs. Betty Reichertz

Mrs. Carla R. SanFilippo

Dr. & Mrs. Michael A.
Shanholtzer

Mrs. Ruth M. Sorenson

Ms. Mary Vandehei

Ms. Christine L. Wodke

Mr. Norbert F. Wodke

Grace’s Courage
Crusade

Mr. & Mrs. Milton S. Abrams

Mr. & Mrs. Albert Alba

Ms. Carol J. Allard

Mrs. Kathleen M. Allen

Mr. & Mrs. Lincoln D. Aimond

Mr. & Mrs. John Anderson

Mr. & Mrs. Lionel G.
Archambault

Ms. Emelie Arruda & Mr.
James Ely

Ms. Patricia A. Aschaffenburg

Mr. & Mrs. Marc Assante

Col. & Mrs. William P. Babcock

Mr. & Mrs. James Barbera

Ms. Sue Leilani Baris

MADE TO THESE CMT CIRCLES:

Mr. & Mrs. Ron Barlow

Mrs. Holly H. Barton

Mr. & Mrs. Robert W. Benjamin

Mr. & Mrs. Paul T. Bernardi, Jr.

Mr. & Mrs. Irwin M. Birnbaum

Mrs. Mary Ann Boulanger

Mr. & Mrs. David & Gloria
Boylan

Mr. & Mrs. Joseph Brian

Mr. & Mrs. Robert D. Brown

Mr. & Mrs. Louis A. Bruno

Mr. & Mrs. Douglas J.
Buonanno

Mr. Thomas Cabral

Ms. Alberta R. Caldarone

Mrs. Laurie J. Capizzano

Ms. Julie A. Casey

Mr. & Mrs. Guy W. Cassaday

Ms. Milva Catallozzi

Mrs. Marie Catuogno

Dr. & Mrs. Vincent Ciaramella

Mrs. Deborah Cole

Mr. Joseph Creedon

Mr. Angelo M. Cristofaro

Mr. & Mrs. T. G. Crotty

Mr. & Mrs. Dean D’Andrea

Mr. William D’Eletto

Mr. & Mrs. Albert I. Darbey

Mrs. Susan C. Davis

Ms. Enes De Carlo

Mr. & Mrs. William de Silva

Mr. & Mrs. Patrick Deady

Mrs. Jane A. Degnan

Mr. & Mrs. Kevin J. DeLoge, Sr.

Ms. Donna DeLorenzo

Mr. & Mrs. Russell Demarco

Mrs. Jeanne A. Deus

Mr. & Mrs. John H. Devereaux

Mr. & Mrs. David A. Devine

Mr. & Mrs. Louis DiFante

Ms. Donna Dilorenzo

Mrs. Rosemary Dumberger

Ms. Marianne Dussault

Mr. & Mrs. Frank Dziekan

Mr. & Mrs. Robert J. Egan

Mrs. Jaclynn M. Ferria

Mr. & Mrs. Jeffrey E. Fischer

Mr. & Mrs. Douglas J. Fischer

Mr. & Mrs. Leo H. Fox

Mrs. Catherine Ann Hughes-
Fury

Mr. & Mrs. Preston S.
Gardiner

Geaber’s Cleaning Services

Mr. & Mrs. John F. Gervasini

Ms. Katherine M. Gibson

Mrs. Assunta Giglio

Dr. & Mrs. James R. Guthrie

Mr. & Mrs. John Hamill

Mr. & Mrs. Kevin P.
Harrington

Mrs. Carol A. Hartley

Mr. & Mrs. Lewis Hassell Ill &
Family

Mr. & Mrs. Lewis Hassell

Mrs. Dawn Haynes

Mr. & Mrs. James R. Heagney

Mrs. Dawn M. Healy

Mr. & Mrs. Joseph D.
Heineman

Mr. & Mrs. David Henry, Jr.

Mr. & Mrs. David Henry

Mrs. Patricia G. Houston

Mrs. Laurie Howard

Mr. & Mrs. Daniel J. Hughes

Mr. & Mrs. Edward D.
Hutchinson

Mr. & Mrs. Mark G. Ingalls

Mr. & Mrs. Mark R. Johnson

Mr. & Mrs. Vincent J. Joyce

Mr. & Mrs. John S. Kanakry

Mr. Charles W. Killian, Jr.

Ms. L. Eleanor King

Mr. & Mrs. Donald E. Klein

Mr. & Mrs. Richard J. Lafond

Mr. & Mrs. Matthew Lang

Sr. Aideen Langan

Mr. & Mrs. Mark Larned

Mrs. Mary E. Lenihan

Mr. & Mrs. Mark E. Liberati

Mrs. Rosanne Litchman

Mr. & Mrs. Carol Liu

Ms. Alicia A. Loffredo

Mr. & Mrs. Craig F. Louzon

Mrs. Gail MacDonald

Ms. Lauren D. Manning

Mrs. Sandra R. Mara

Ms. Kendra L. Marasco

Ms. Jeanette Marley

Mr. & Mrs. Joseph L.
Mclintyre

Ms. Patricia McGauran &
Mr. Ken Richmond

Mr. & Mrs. Gerard
McLoughlin

Mr. & Mrs. Andrew P.
McMahon

Mr. & Mrs. John D. McNeill

Ms. Brenda Medina

Mr. & Mrs. Michael P. Merner

Mr. & Mrs. Christopher B.
Metcalf

Ms. Debbi A. Miceli

Mr. & Mrs. John W. Miller, Jr.

Mr. & Mrs. Joe Miltimore

Mr. & Mrs. Tushar K. Misra

Mrs. Donna Villari-Monast

Mr. & Mrs. Brendan T. Murphy

Ms. Patricia A. Murphy

Mrs. Claudia P. Murphy

Mr. & Mrs. Vito J. Navarro

Mr. & Mrs. James T. Neary, Jr.

Mr. & Mrs. William J. Nee

Mr. & Mrs. Lane W. Newquist

Mr. & Mrs. Joseph A.
Notarantonio

Mr. & Mrs. John Oberle

Mrs. Iris M. Ornberg

Mr. & Mrs. Jerry Otis

Ms. Elizabeth Ouellette & Mr.
Gilles Bouchard

Mr. & Mrs. Geoff Owren

Ms. Tonia C. Papitto

Mr. Julius F. Papitto

Mr. & Mrs. Robert T. Parker

Mr. & Mrs. Robert M. Parrillo

Mrs. Jennifer Pepperman

Mr. & Mrs. James E. Peters

Mr. & Mrs. David M.
Reddington

Ms. Cynthia Reiser

Mrs. Jennifer A. Ricci

Ms. Susan Lynn Riccio

Mr. Kenneth Richmond

Ms. Margaret Pilkington Riley

Mr. & Mrs. Eugene Rizzo

Mrs. Anita L. Rolin

Mr. Raymond G. Romatowski

Mr. & Mrs. Albert W. Rotella

Mr. & Mrs. Everett Salisbury

Mr. Domenic Scardera

Mr. Tom Scherer

Mrs. Nikki G.Scott

Mrs. Donna L. Sgro

Mr. & Mrs. James P. Sheehy

Dr. & Mrs. Eugene J. Sidoti

Dr. & Mrs. Paul A. Sidoti

Mr. & Mrs. Peter Sidoti

Mr. & Mrs. Mark S. Sidoti

Mr. & Mrs. Anthony N. Silvestri

Mr. & Mrs. Robert Smith

Ms. Ann Snell

Mr. & Mrs. Ted Sorlien

Mrs. Meredeth Souza

Mrs. Elizabeth M. Stearns

Mr. & Mrs. Timothy J. Sullivan

Ms. Sarah Ann Szumita

Thero Con Inc.

Mr. & Mrs. Joe Thompson

Mr. & Mrs. Joseph Torrente

Mrs. Brenda Vecchio

Mr. & Mrs. Henry A. Walker

Ms. Stacey Waterman

Mrs. Paula J. Whalen

Mr. & Mrs. George F. White, IlI

Mr. Walter A. Young, Jr. &
Ms. Sylvia C. Blanda

Mr. & Mrs. David A. Zaborski

Mr. Gregory M. Zenion

Mr. Jonathan W. Zeyl
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CMTA Member Completes Half-Marathon

BY CHRIS WODKE

am a triathlete and long-dis-
tance runner. On September
19th I lined up with 1500
other runners for the Com-
munity First
Fox Cities Half
Marathon.
Because I was
running to raise
funds and aware-
ness for CMT, I
was chosen as
one of the 20
“Inspiring
Women of the
Race” and given
a special pink
singlet to wear.
As I toed the
line, I had wor-
ries like no other
runner because I
also have CMT.
When I was diagnosed with
CMT this year, it was actually a
relief to put a name to symptoms
I have had my whole life. I was
always a horrible runner as a
child, ridiculed for being slow.
Gym class was a nightmare
because I couldn do things that
other kids could do easily. When
I was in college, I began to run
and enter races. I loved the chal-
lenge and the competition. I
took on the challenge of training
for my first marathon. I began to
win medals and finished four
marathons. For the first time in
my life, I felt like an athlete.
While I am so blessed to be
able to run, the CMT does
cause complications. I have
extremely high arches and
almost no flexibility in my legs.

in a half marathon and
came away with a medal.

I have been told I don’t have
enough flexibility to walk prop-
erly, much less run long dis-
tance. With every stride I land
on the ball of
my foot and
this can be very
painful, espe-
cially over long
distances. The
foot drop I have
means I must
concentrate on
every step to
avoid tripping.
Sometimes I am
so profoundly
tired at the end
of the day that I
want to go to
sleep, not go
out and train.

A friend
recently asked me why I run. I
run to preserve the athlete inside
of me. For all the challenges of
running, it brings me great joy.
Running is a lot like life, some-
times it’s painful but I can’t sit
on the sidelines. I run to raise
money and awareness for CMT.
I run to inspire others to do
whatever their CMT permits. I
run to find a cure because my
20-year-old niece with CMT
wears braces. No young man or
woman should have to wear
braces.

I was able to complete the
half marathon in 2 hrs and 12
minutes—20 minutes slower
than I could run one only a few
years ago. Sometimes I am sad
because of what I am losing, but
I have to remember how blessed I

am to be able to run when so
many with CMT struggle with
everyday tasks. I am inspired by
them to keep going. My next
goal is to run the Boston
Marathon in 2012 again to bring
awareness of CMT to a wider
audience. I will be training to
qualify for this event over the
next year. My running and other
fitness activities have kept me
strong. I will need this strength as
I strive for my goal to qualify and
run the Boston Marathon. 3¢
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A Final Act Raises Money for the CMTA

ona Steward of Hernando, Florida, spent her life

M following her passions and doing for others.

One of her goals was to honor her friends from

The Thunder Inn, a biker’s haunt, with a collection of

their favorite recipes. The proceeds were designated to

benefit the Charcot-Marie-Tooth Association.

Mona had CMT, along with congestive heart fail-

ure and cancer. She kept going despite her medical
problems, but succumbed on August 22, 2010. She
was very proud of the fact that she lived long enough

to

see the cookbooks turn a profit of $1,000. The leftover

cookbooks were sold at Cooterfest in Inverness, FL in
late October.
Mona was a member of the Inverness Support

and Action Group, headed up by Ron Plageman, and
she worked hard on the cookbook so she could leave
memories of herself and bring awareness of what she
suffered from. She was born in upstate New York and
attended Oswego College, intending to be a math
teacher. She loved the arts and often painted and pho-
tographed sunrises and sunsets. She spent her profes-
sional life with the Xerox Corporation as a graphics
illustrator in New York and California.

Her mother and sister wrote of her: “Mona will
always be in our hearts. She touched many with her
generosity, her infectious smile, and her great sense of
humor. Think of her when you see a beautiful sunset
or hear a motorcycle in the distance.” 3
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Doing the Impossible: Climbing Mt. Kilimanjaro

BY ELLEN WELBY

ve wanted to climb M. Kili-

manjaro since 2006. That’s

when I hiked to base camp on

M:t. Everest and thought,

what’s next? But the road to
Kilimanjaro has been a rocky one;
plantar fasciitis, ankle surgery, and
an eventual diagnosis of CMT 1B
last year. If I was going to climb
Kilimanjaro, my best chance of
success was 70w!

The first step was finding
the right route. Most tour com-
panies take the Marangu or
“Coca Cola” route in about 5 to
7 days. The day before reaching
the summit you hike to the
highest camp, rest for a few
hours, and then get up at about
11:00 pm to hike through the

night to arrive at the summit
around sunrise. Then you hike
back down the mountain the
same day. That sounded way too
grueling so I found a company
that took the Lemosho /Western
Breach route in 9 days. It’s a bit
further, and technically the most
difficult route, but this route
gives you more time to acclima-
tize, and the summit day starts
at 5 am instead of 11 pm the
night before. Its still a 12-mile
day, but that’s an improvement.
Now the hard part—train-
ing for the climb. My approach
to CMT is “keep what you have
strong.” I dont have control over
what I've lost or will lose, but I
do have control over keeping
what I have left strong. I work
with a personal trainer twice a

week. We focus on balance and
core strength. I also take yoga
once a week. And walk. Even if
it’s just a mile walk during my
break, two miles after lunch, or a
6- to 8-mile hike on the week-
end. I have foot drop, twist my
ankles, and can trip over noth-
ing. Hiking poles have been the
best aid I've used yet. They don
completely prevent falls, but they
have helped a lot.

I was fitted for leg braces
before the trip and planned to
take them with me, but all my
test hikes caused major blisters
on my heels. So I ended up leav-
ing them at home.

I made arrangements with
the tour company to have a
“tough guy” porter or guide to
hike with me and carry my day

DONATIONS WERE MADE TO THESE CMT CIRCLES:

Ellen’s Climb

Mr. Mark Bowen

Mr. Leon G. Cheney
Mrs. Jackie J. Ferreira
Mrs. Theresa Ives

Mr. David J. Miller
Mrs. Eve M. Nuti

Mr. & Mrs. Art Peil
Qualcomm

Mr. & Mrs. R. Stuart Russell
Mr. W. John Seaborn
Mr. John Toaspern
Mr. Robert B. Welby
Mrs. Mary L. Welby

Donna’s Quest

Mr. Richard Blalock

Ms. Katie Colberg

Mrs. Samantha K. Dickey
Ms. Victoria Haigh

Mrs. Nina Jack

Ms. Khara Y. Mills

Mrs. Abby J. Powlett

Mr. Fredrik Sorvig

Ms. Lisa Stansbie

Ken’s Ride

Mr. Ron Campanaro

Mrs. Diane Covington
Mrs. Mary Csernica

Ms. Diane M. Flynn, LLC
Ms. Jeanann Georgianna
Mr. Ken Gomez

Mrs. Stephanie M. Hadley

Mr. & Mrs. Kevin Haley

Mr. Nicholas Hepler

Mr. John E. Knapman

Mr. Joseph A. Licata

Mr. & Mrs. Robert Mann

Mrs. Reagan J. McGee

Mr. & Mrs. Rich Owens

Ms. Sophia M. Perrone

Mr. Jordan A. Ryan

Ms. Heidi K. Sawyer

Mr. & Mrs. Donald M. Scheck

Ms. Michelle Stahl

Mr. Robert W. Thomas

Mr. & Mrs. Phillip J. Tonachio

Mr. & Mrs. Michael J. Tucci

Mr. & Mrs. Michael C.
Woodruff

Mary’s Marathon

Ms. Laura E. Rich Acosta
Ms. Lacey Bohonnon

Mr. Richard L. Carter

Mr. & Mrs. Bob Carter, Jr.
Mr. & Mrs. Stephen F. Flynn
Ms. Marieke Jansen

Ms. Linda S. Jensen

Mr and Mrs. Jan Louie
Mr. Warren Louie

Mr. & Mrs. Pete Mayo
Mrs. Mary Moy

Ms. Karen O’Rourke

Ms. Cynthia J. Pappas
Mr. & Mrs. Louis Pirone
Ms. Michele Polacsek
Mr. & Mrs. Steve Richard

Ms. Maryfrances S. Smith
Mr. Henry Stabler

Mrs. Lori E. Sturgeon
Waddler Day Care

Ms. Judith Webster

Team Julia 2010

Mr. & Mrs. Robert T. Abbott, Il

Dr. Robert Adamenko

Ms. Marne Altbaum

Mr. & Mrs. David Beron

Caribbean Blue Pools &
Spas, Inc.

Mr. & Mrs. Frank Coppola

Ms. Lauren Eras

The Execu/Search Group

Mr. & Mrs. James K.
Greenberg

Mr. & Mrs. Rick Greenebaum

Mr. & Mrs. Samuel Guss

Mrs. Donna Harris

Mr. & Mrs. Robert Lowenfish

Mason Harriman Group, Inc.

Mr. & Mrs. Christopher
Maurizi

Ms. Joann Minardi

Morgan Stanley Smith Barney
Global Impact Funding
Trust, Inc.

Mr. & Mrs. Jason Nazmiyal

Prudential Foundation

Mr. & Mrs. Andrew A.
Quartner

Mrs. Karen Robertson

Mr. & Mrs. Tom Rogers

Mr. & Mrs. Richard B.
Rubenstein

Mr. & Mrs. Steven M. Scheine

Mr. & Mrs. David Schwartz

Rabbi & Mrs. Yosef Y. Spalter

Tyler’s 4th
Annual Benefit

Mrs. Catherine A. Altobelli

Mrs. Felicia A. Alves

Mr. & Mrs. Richard Barton

Mr. & Mrs. Randy Barton

Mr. & Mrs. Todd Blue

Mrs. Christine A. Burne

Mrs. Jill A. Cano

Mrs. Bridget Dickinson

Ms. RaeJean Egan

Estate Planning Consultants,
Inc.

Mr. & Mrs. Dave Fedro

Ms. Virginia M. Fisher

Dr. Diane Garrison

Ms. Patti A. Hayden

Ms. Lisa Hill

Mr. & Mrs. Edward C. Hill

Mr. & Mrs. Frederick Hill

Ms. Bernadine A. Hill

Ms. Kristina Hill

Mr. & Mrs. Peter T. Jackson

Mr. Jack Kane

Mr. George J. Kartsounes

Mr. Arnold Kaslofski, Jr.

Mr. Ronald T. Keenan

Ms. Mary King

Mr. Daniel J. Krause

Mr. & Mrs. Donald E. Krause
Mrs. Jeannette Lahart

Mr. & Mrs. Bruce Longanecker
Mr. Kevin O. Lopez

Ms. Cathy Marose

Mr. Franklin A. Marshall

Ms. Jeanine A. McNichols
Mr. & Mrs. Wayne A. Meyer
Ms. Doreen R. Moore

Mr. Scott C. Nicholson

Park Lane Enterprises, Inc.
Mrs. Sharon Prill

Mr. Brian P. Randle

Mr. & Mrs. Wayne C. Rogers
Mr. & Mrs. Hazim Saadan
Mr. Dean K. Vellenga

Mr. & Mrs. Darren W. Waunn
Mr. & Mrs. Robert J. Waunn

Doug Allie—
Running the UP

Mr. Jeff Csuy
M & M Distributors, Inc.

Ryan’s Quest
Mrs. Elayn C. Cook

Mr. & Mrs. David Miller
Mr. & Mrs. Jim Ris
Ms. Nancy C. Sims

Mr. Harvey Steinberger
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pack on the two hardest days of
the hike; the day we climbed the
Western Breach and the day we

reached the summit. But the
third day into the trip was actu-
ally the most difficult for me.
It was a relatively easy day, only
7 miles and the trail was flat or
very gradual incline. The eleva-
tion wasn't very high either, at
around 12,000 to 13,000 feet.
But my legs felt weak and shaky.
Fortunately my guide took my
raingear into his pack to lighten
my load, and stuck with me for
the hike. With every difficult
step, | was thinking of all my
friends and family who made
donations to CMTA in support
of my climb and that really
helped me keep going. In the
end, I arrived at camp just about
10 minutes behind the rest of
the group. And I felt much
stronger on subsequent days.

Many people with disabili-
ties have successfully climbed
Mt. Kilimanjaro. According to
Kilimanjaro—A Trekking Guide
to Africas Highest Mountain by
Henry Stedman:

“Every year there is at least one
group of blind trekkers who,

incredibly, make it to the top by
using the senses of touch and hear-
ing alone. And in January 2004
Jour climbers who had been dis-
abled on previous expeditions on
other mountains all managed to
make it to the summit. The party
consisted of Australian Peter Steane,
who has permanent nerve damage
and walks and climbs with the
help of two leg braces; his compa-
triot Paul Pritchard, who has lim-
ited control over his right side;
Singaporean David Lim, partially
disabled in his right leg and lef
hand after contracting the rare
nerve disorder Guillain-Barré Syn-
drome; and Scotland’s Jamie
Andres, an amazing man who had
to have his hands and feet ampu-
tated after suffering severe frostbite
during a climbing expedition near
Chamonix, France in_January
1999, and yer who made it to the
top of Kilimanjaro with artificial
limbs and prosthetic arms.”
These are just a few of the
amazing people who have
climbed Mt. Kilimanjaro with
major disabilities. And persons
with disabilities can apply for
permits that give them more
time to climb the mountain. >

STEPPING IT UP FOR CMT

BY JEANA SWEENEY

ast week I was invited back to the Richland
LElementary to do “Step it up for CMT.” I

left again with a great feeling of accomplish-
ment. All the children remember me and my
buddy Archy, but the greatest thing is the chil-
dren were actually saying the words Charcot-
Marie-Tooth Disorder and they explained
CMT to me this time!

Within the last two days, I have heard
three different stories about the children at
Richland. A young girl approached ].D. Grif-
fith’s daughter in a store asking her for a dona-
tion for the CMTA. The school called me
about a 14-year-old child going to area busi-
nesses looking for donations, and then another
phone call came in about two 10-year-old girls
who had set up a CMTA booth at a local store
to raise money for CMT (see picture below).

Keep in mind that these children had not
even started stepping! These are kids. It’s amaz-
ing to me that three different kids are giving a
whole new meaning to “Stepping It Up,” and
who knows what the other children have
planned. I wanted to share this with all of you,
because it shows no matter how big or small,
we can all make a difference!

I also would like to share with you some
of the other things that I have been up to.

I had the pleasure of visiting three schools
this month, one of them being in Kansas. I was
truly honored to be asked to bring the stepping

(continued on page 18)
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Jerry Cross drove
the Archy train all
the way from
Nevada to Florida
to be able to
spread awareness
and provide fun for
all the little kids
who took a ride
during Cooterfest.

Archy Goes to Cooterfest

ow! I just got back

from Florida, where

it was hot and

humid, but there

were so many turtles!
I was in heaven. I've never been
so appreciated in my life. This
kind of adoration could go to a
small turtle’s head!

We were invited to Inver-
ness, Florida, by Ronnie Plage-
man, who is the support and
action group facilitator down
there. He began talking about
going to Cooterfest when we
were in Las Vegas for the Sup-
port and Action Group Facilita-
tor’s conference. Elizabeth
Ovuellette and Pat Dreibelbis
wondered what on earth a
“cooterfest” might be, and only
after reading the website did
they realize that it was a celebra-
tion of a turtle who saved the
animals that lived on the shores
of Lake Tsala Apopka.

It seems that there was a
very noisy gator who had been
making a terrible ruckus and
keeping the animals awake.
They nominated Turtle to han-
dle the problem because he was

a perfect choice (he could swim
and he had a hard shell to pro-

Jacqueline Dyer and Kaitlyn Mattheis (and her cat, Theo)
pose with a stuffed Archy that they won in the Flat Archy

photo contest.

tect him). When he swam out to
meet the gator, Turtle was gob-
bled up, encased safely in his
shell, before he could even talk
to the alligator. When he
thought it was safe, Turtle
peeked out
and saw a
sharp spike
from a trout’s
fin embedded
in the side of
Gator’s stom-

ach. Turtle Archy,” our mascot, writes for
pulled the the CMTA newsletter about his
spike out

and a great

roar resounded around him.
Then he was thrown from the
belly into the lake.

Gator felt so much better
that he returned Turtle to the
shore on his back, promising
friendship and quiet forever.
Turtle was cheered by the ani-
mals and called “Courageous
Turde” by Possum. Baby Mouse
couldn’t quite say that so he
called him “cooter.” And that
was the name that stuck. Now,
the Great American Cooterfesti-

val in Inverness celebrates the lit-
tle turtle with the big heart.
Jerry Cross drove my
“Archy” train all the way from
Nevada to Inverness so that the
kids at the festival could ride
and he could raise
money and awareness
0 about CMT. He is
such a nice man! I
really loved him,

A
R
C
H
Y
*

mostly because he
really loves me and
that’s pretty hard to
resist. He was helped

experiences as a turtle with CMT. by his wife Irene and

his brother-in-law,
Ralph. Without all of them, the
festival would have been boring
for the little kids. The train was
a huge hit...some kids wouldnt
get off the train and rode 7
times in a row.

My sister Tara came with me
and she was another big hit.
She’s really cute and all the other
bigger turtles at the fair wanted
their pictures taken with her. She
took the tickets when the kids
got on the train ride and the lit-
tle kids were really in awe of her.
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“Chicago STARs” Walk and Roll for CMT Research

Walkers (green italic)
& Their Sponsors

Pete & Sue Batterman

Mr. & Mrs. Peter Batterman

Mr. Kenneth Carlson

Mrs. Linda J. Gonzalez

Mr. & Mrs. Michael A.
Husar, Sr

Ms. Margaret Carlson-Lane

Mr. & Mrs. Michael J. Murray

Mrs. Christine N. Tredup

Mr. & Mrs. Andrzej Warciak

Frank & Jennifer Gaidjunas
Mr. Anthony G. Barulic

Mr. & Mrs. Jeff A. Bitterman
Mr. Jim Campbell

Ms. Janet M. Fabra

Mrs. Margaret G. Faucher
Mr. & Mrs. Frank Gaidjunas

Mr. Harry M. Gates

Ms. Joan Gates

Mr. John E. Masterson
Mrs. Martha McGlinchey
Ms. Kathy J. Silk

Ms. Laura F. Vecchio

Anthony LaMarca

Mr. & Mrs. Darrin Funk
Mrs. Maria R. Lopez
Mr. Ryan P. Sparks
Ms. Liza M. Vitello

JoAnn & Hunter Haase
Mr. & Mrs. John H. Bintliff
Mrs. Kristine M. Chapman
Ms. Cathryne J. Gross
Ms. Denise M. Heelan

Ms. Dee A. Karleskint

Ms. Alison B. Koehler
Mrs. Pamela T. Loewe

"

Organized by Dale Lopez, Chicago Area support and action gro

Mr. Scott C. Nicholson
Ms. Linda Rudin

Ms. Katherine Swaback
Mr. Timothy A. Theis
Mr. Richard F. Tufo

Ms. Angie Valinskos
Mrs. Diana Y. Yang

Bill & Doreen Pomykala
Mrs. Pattee Beckstrom
Mr. Joe J. Farnham

Mrs. Janice L. Hamning
Mr. Theodore J. Larson
Mr. & Mrs. Mike Lessard
Ms. Beth Lessard

Mr. Bret M. Lessard

Mr. James C. Mazzoni
Ms. Gail L. McLean

Mr. James H. Montgomery
Mr. Scott R. Peterson
Ms. Betty J. Pomykala

Mr. Robert Pomykala

Mr. & Mrs. Andrew A.
Pomykala

Ms. Miriam Wilson

Dan, Dale & Tyler Lopez
Mr. & Mrs. Michael E. Brown
Mr. & Mrs. David Bufka
Mrs. Jill A. Cano

First Chicago Insurance Co
Ms. Mary L. Flavin

Mr. & Mrs. Edward T. Graney
Ms. Marion Gray

Ms. Nancy L. Harhen

Mr. George V. Henseler

Ms. Margaret Hermann

Ms. Bernadine A. Hill

Mr. Paul Hill

Mr. James Kapocius

Mr. George J. Kartsounes
Mr. & Mrs. James Lagoni

up facilitator, this year’s
Walk and Roll brought out a crowd of supporters and participants. With the help of the
Chicago support and action group members, the walk raised $7,678 for CMT research.

Mr. & Mrs. Edward Logan
Mr. & Mrs. Daniel Lopez
Mr. Paul J. Lopez

Mr. & Mrs. Rubin Lopez
Ms. Karen Mackey

Ms. Andrea L. Manning

Mr. & Mrs. Wayne A. Meyer
Microsoft Giving Campaign
Ms. Lea A. Montgomery
Mrs. Jean A. Moore

Mrs. Harriet Neitzel

Mr. & Mrs. Douglas J. Pagel
Mr. & Mrs. Wayne C. Rogers
Mr. & Mrs. Robert G. Rudolph
Mrs. Annette L. Schuman
Mrs. LaVerne Stahl

Mr. & Mrs. Dennis M. Swatek
Ms. Geraldine L. Szparkowski
Ms. Peggy Voss

Hill Family Reunion

I think she enjoyed being there
as much as I did. Lots of people
learned what CMT is from Eliz-
abeth and Dana and Pat, who
worked at the ticket booth. We
even went to a support and
action group meeting Sunday
before the fair started and met a
lot of nice people and talked a
lot about CMT and what’s going
on with the STAR program.

All in all, I would say that
the trip to Florida was pretty

excellent. I didn’t get eaten by
an alligator (I was a little wor-
ried about that), and we accom-
plished a lot.

Now, I'm going to do
something that I usually don’t
do. 'm going to ask you all to
consider buying my cookbook
for the kids you know. Jeana
Sweeney gathered the recipes
and Dana and Pat worked to
get out Cooking and Coloring
Adventures with Archy so they

would be ready for the Cooter-
fest and the holidays. The books
sell for $7 and are 75 pages in
length. There are pictures of me
to color and a crossword puzzle
and word search that I made up
all by myself. The cookbooks
are on the order form in this
newsletter and on the website,
as well. T'll really appreciate any-
thing you can do to help us
raise money for our research
efforts.
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Holiday Gift Ideas
Gifts that give back to the CMTA

ong-time CMTA member
Jack Graves has just pub-
lished a book of juvenile
fiction called One More
Time that should appeal to
children in the primary grades.
Allison, the “star,” is a third
grader who can't seem to control
the urge to do some question-
able activities, “just one more
time.” Generally, the results of
her not stopping
when told to are
somewhat calami-
tous. The book is
in a large format,
has brightly colored
pages and because
of the repetition of
the phrase “just
one more time,” it

should be a good
“read aloud” book.

The book is avail- (=
able from major _
booksellers. The '
cost is $17.95.
Another
CMTA member
with the pseudo-
nym R.J.Huddy,
has written a sec-
ond book, Learn
Thai with Me. This
book follows his previous publi-
cation, The Verse of the Sword. In
this book, two teachers arrive in
Saudi Arabia to work together at
the same school. Placed as
roommates, they develop a bond
of friendship that eventually
takes them around the world
during 1980 with the newly dis-
covered AIDS epidemic and
US-backed insurgents in
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Afghanistan fighting to oust the
Soviet Empire. The book is
available from Amazon.com for
$12.00.

The CMTA has available a
Pandora-like bead that features
the STAR for our research ini-
tiative. The bead is $20 and can
be sent to you in time for holi-
day giving. See the website,
www.cmtausa/bead for more
information. This
STAR bead was
commissioned by
the De Silva fam-
ily and is also
available on Amy
De Silva’s Face-
book page, as well
as directly from
us.

Conceived by
Jeana Sweeney, a
cookbook called
Cooking and Col-
oring Adventures
with Archy is now
available for pur-
chase and is
geared toward kids
who can easily
help prepare the
recipes that are
included. The cost
is $7 and the proceeds will go to
the STAR program. Lots of cool
pictures of Archy to enjoy and
to color are found in the book.
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ZAZZLE.COM

See the order form at the back
of the newsletter.

If your fancy runs to
T-shirts, mugs, stamps, and
shopping bags, then you might
want to visit Zazzle at
www.zazzle.com/cmtaatzazzle to
find those items. Designed by
Jennifer Gaidjunas, the items
will return a portion of the pur-
chase price to the CMTA.
Increase the amount the CMTA
earns by signing up for
igive.com before you shop. Zaz-
zle gives 10% to the CMTA,
but signing up for igive increases
our percentage to 18%. All of
these purchase help the CMTA
continue to fund the STAR ini-
tiative.

Just a friendly reminder to
sign up for and use igive.com, a
website that sends donations to
the CMTA whenever you make
a qualified online purchase at no
additional cost to you. Also,
please tell your friends and fam-
ily about igive.com. When you
sign on to igive.com, choose the
Charcot-Marie-Tooth Associa-
tion as your charity of choice.
Then, whenever you shop on-
line, at any one of the many
stores iGive features, a percent-
age of your purchase automati-
cally goes to the CMTA, and it
costs you nothing, It is easy, it is
free, and the CMTA benefits
enormously. If you are not
familiar with iGive, go to:
hetp://www.charcot-marie-
tooth.org/PDF/iGive.pdf to
learn more.

Happy holidays and thanks
for supporting the CMTA. ¢
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CMT Support and Action Groups

AL—Birmingham Area

No group currently meeting
Will accept calls/emails

Dice Lineberry

205-870-4755
sag_birmingham@cmtausa.org

AZ—Phoenix Area

Ken Wysocki

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

CA—Los Angeles Area

Ryan Conlon

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

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

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

CA—Sacramento Area

Rashid Thomas

916-947-5377
sag_sacramento@cmtausa.org

CA—San Diego Area

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

CA—Santa Barbara Area
Gretchen Glick

805-693-9511
sag_santabarbara@cmtausa.org

CA—Santa Rosa Area

Carol O’Bryan

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

707-829-0911
sagcf_santarosa@cmtausa.org

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

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

CO—Denver Area

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

303-988-5581
sagcf_denver@cmtausa.org

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

FL—Inverness Area

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

FL—Orlando Area

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

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

GA—Atlanta Area

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

IL—Chicago Area

Dale Lopez

708-499-6274
sag_chicago@cmtausa.org

KS—Wichita Area

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

KY—Burlington Area

Pam Utz

859-817-9338
sag_burlington@cmtausa.org

MD—Baltimore Area

Bruce Egnew

410-729-2297
sag_baltimore@cmtausa.org

MD—Hagerstown Area
Jeffrey Martin

301-582-2401
sag_hagerstown@cmtausa.org

ME—Portland Area

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

Mi—Ann Arbor Area

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

MI—Chesaning Area

Carolyn Koski

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

810-639-3437
sagcf_chesaning@cmtausa.org

MI—Kalamazoo Area

Jori Reijonen

269-341-4415
sag_kalamazoo@cmtausa.org

MN—Benson Area

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

MO—Anderson Area

No group currently meeting
Will accept calls/emails
Libby Bond

417-845-1883
sag_anderson@cmtausa.org

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

MS—Mississippi/Louisiana
Flora Jones

601-825-2258
sag_clinton@cmtausa.org

NC—Triangle Area

Betsy Kimrey

919-833-3991
sag_trianglearea@cmtausa.org

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

NJ—Central New Jersey Area
Mark Willis

732-252-8299
sag_centralnj@cmtausa.org

NM—AIbuquerque Area

Gary Shepherd

505-296-1238
sag_albuquerque@cmtausa.org

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

NV—Reno Area

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

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

NY—Greater New York Area
Dr. David Younger
212-535-4314
sag_nyc@cmtausa.org

Bob Wine

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

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

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

NY—Long Island Area

Ruth Korowitz
516-318-3202
sag_longisland@cmtausa.org

NY—Westchester Area
Beverly Wurzel

201-224-5795
sag_westchester@cmtausa.org

OH—~Greenville Area

Dot Cain

937-548-3963
sag_greenville@cmtausa.org

OR—Portland Area

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

PA—Bucks County Area

Linda Davis

215-943-0760
sag_buckscounty@cmtausa.org

PA—Johnstown Area

J.D. Griffith

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

814-262-8427
sagcf_johnstown@cmtausa.org

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

PA—Philadelphia Area
Dana Schwertfeger
1-800-606-2682
sag_philly@cmtausa.org
Walter Donikowski
610-960-1199
sagcf_philly@cmtausa.org

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

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

TN—Nashville Area

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

TN—Savannah Area

Reagan McGee

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

731-925-5408
sagcf_savannah@cmtausa.org

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

VA—Harrisonburg Area

Anne Long

540-568-8328
sag_harrisonburg@cmtausa.org

VA—Williamsburg Area

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

757-220-3578
sagcf_williamsburg@cmtausa.org

WA—Seattle Area

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

425-335-0272
sagcf_seattle@cmtausa.org

WA—Tacoma Area

Carol Hadle
253-476-2345
sag_tacoma@cmtausa.org
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BOOK REVIEW

Shadows on the Ceiling—a memoir of Disability and Abuse

by Susan Wheeler

or many chil-

dren, shadows

on the ceiling

created by the

smiling man in
the moon or night
lights mean comfort,
protection, and
safety. Susan
Wheeler, however,
was not so lucky.
Not only was Susan
diagnosed with Charcot -Marie-
Tooth neuromuscular disease,
but she found no comfort, secu-
rity or protection in the “shad-
ows” she saw. Family secrets
were burdensome for this child
and developed unspeakable
responsibilities. Driven by an
inner grace, Susan forged ahead,
inspired by a strong will and a
deep inner light.

In her memoir, Shadows on
The Ceiling, Susan writes with

shadows on the ceiling

IS

e

susan wheeler

clarity of resilience
against all odds in
her life. Alco-
holism, betrayals,
physical disability,
and sexual abuse at
age eleven colored
her world, in which
a palate of “secrets”
was always kept.
The greys, the
browns, the black-
est darkness and despair left
Susan struggling in an adult
world, while she was still so
small.

This is a brilliantly written,
unforgettable story of the life of
a physically disabled and abused
child, determined to claim her
own destiny against impossible
odds. Susan’s narrative discusses
a life with shocking secrets that
offers a glimpse into the dark
recesses of our human culture.

Moments of lightness per-
vaded her young life with her
friend “Muggle,” but Susan
knew that her favorite doll
should not see the darkness
coming and would hide Muggle
for his own protection. No one,
absolutely no one, could protect
Susan. She was left on her own
to find a job to support herself
before she was legally able to
work. With true grit and deter-
mination, Susan rises to the
challenge of that first job and
the others that follow with
courage, grace, and persistence
to protect herself, thus develop-
ing a deep inner reliance to
move forward and honor her
feelings of despair.

— Gretchen Glick

This book is available at
www.shadowsontheceiling.com
The author’s website is
www.susanwheeleronline.ca

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.

[J Check Enclosed

O VISA [ MasterCard [J American Express

Honorary Gift: Memorial Gift: Amount Enclosed:
In honor of (person you wish to honor) In memory of (name of deceased)
Card #
Send acknowledgment to: Send acknowledgment to: Exp. Date
Name: Name: Signature
Address: Address: Gift Given By:
Name:
Occasion (if desired):
CBithday ~ [ Holiday [ Wedding Address:
(1 Thank You [ Anniversary [ Other
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L GIFTS WERE MADE TO THE CMTA

IN MEMORY OF:

Helen Brown
Mr. and Mrs. John Esch
Mrs. Sandra L. McPhee

Frank T. Eckman
Mr. and Mrs. Frank Tamburello

Paul Flynn
Mrs. Stephanie M. Hadley

Clarke Harrison
Ms. Maureen Griswold

Patrick Joyce

Mr. and Mrs. Steve Lawrence
Mr. and Mrs. Randall T. Nowell
Mr. and Mrs. Robert B. Nowell

Lester Kass
Mr. Richard S. Gesoff

Charles T. Lynch, PhD
Mr. Thomas Lynch

Paul J. Ries
Fr. James Ries and the parishioners of
St. Mary’s Catholic Church

Michael E. Roberts
Ms. Jeanne Watson

Roger Sandusky
Mr. and Mrs. Myron Martenson

Len Soffer
Mr. and Mrs. John D. Buhl

Ramona Steward
CMTA Community

Sarah E. Swain
Mr. Lawrence D. Senear

John Anthony Zibrida
Ms. Jeannie M. Zibrida

IN HONOR OF:

Alexa Arbore-Queen
Paul J. Bellew Elementary School

Riley Ashe
Mrs. June Q. McCarthy

Lessia Bemmel

Mr. Edwin P. Bemmel
Ms. Wilma S. Lieuw
Mr. Rohit Paulus

Yohan Bouchard
Mr. and Mrs. Steve Vandevord

Robbie Campbell
Mrs. Krystin J. 0’'Dowd
Mr. and Mrs. Edward J. O’Dowd, Sr.

Peggy Carter
Mr. and Mrs. Robert Carter, Jr.

Joy Colby
Mr. and Mrs. W. W. Wyatt

Zac Collins
Ms. Pamela Brewer
Ms. Patricia A. Johnson

Tim and Owen Croshy
Ms. Donna Mackenzie

Matt and Marc Davis
Ms. Katie M. Elbe

Sandra Ettelson
Mr. and Mrs. Mike Wald

Gary Everhart — Happy Birthday!
Ms. Teresa E. Hill

Jim Freeman
Mr. Tony Kriseman

Louise B. Givens
Mrs. Jennie L. Deming

Debbie Hagen
Mr. Michael C. Bohrer
Ms. Audrey L. Normoyle

John and Michelle Hallamek -
Congratulations on your Wedding!

Mr. Archie Giannella

Ms. Vicky Pollyea

Jim Freeman and Carla Jimenez -
Happy 30th Anniversary!
Ms. Victoria Pollyea

Paul D. Krepps
Mr. Paul R. Barton
Mr. Timothy J. Kolich

Margaret Lee

Ms. Elaine Jenkins
Mr. Nicholas Kailos
Mrs. Karen S. Snyder

James Martin
Mrs. Elizabeth Evans

Jacob Mattheis

Ms. Wendy Disarno

Mr. and Mrs. James Harris

Mr. and Mrs. Michael Hoffmann
Mr. and Mrs. Paul Stetz

Sally Mayers — Happy Birthday!
Ms. Marjorie L. Grodin

Dominic and Patrick McHugh
Mrs. Charlene McHugh

Johnny McSween
Ms. Delores F. Ashlin

Nancy Moliner
Ms. Erin Steele

Marita Moniger
Ms. Mary K. Dove

Barbara Pearce
Ms. Beth A. Bauer

Bruce Pearce
Mrs. Marilynn K. Pearce

Donna Piche
Mr. and Mrs. Francis J. McCloskey

Vicki Pollyea
Ms. Crystal Coovert
Mr. and Mrs. Rik Ghesquiere

Darin Ramsay
Mr. Gavin Ramsay

Susan Salzherg
Ms. Susan L. Cheng
Mrs. D. C. West

Scott Sanford
Mr. Stephen C. Locker

Dr. Leonard Sarvela
Ms. Judith Sarvela

Shirly Schneller
Xi Nu Zeta Chapter

SF/EastBay Support Group
Mrs. Pamela S. Taylor

Frances Torone
The Fitzgerald Family

Vasi Vangelos
Mr. and Mrs. David Bent

Jacob I. Walfish
Mr. and Mrs. Jerry Walfish

Mark Willis
Mr. and Mrs. Jerry Walfish

Gretchen Zimmerman
Mr. Stephen Gardella

Happy 50th Anniversary!
Flora and Billy Jones
Olivia

Mrs. Rosemarie K. Burda

NJ CMT SAG
The Stirling House Diner

In Appreciation for all you do!
Dr. Michael Shy, Carly Siskind,
Lindsey Miller, Shawna Feely

Jonah Berger, Marilyn Berger,
Steven Weiss, Harriet Weiss
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The CMTA Report is
published by the Charcot-
Marie-Tooth Association,

a registered non-profit
501(C)(3) health organiza-
tion. © 2010, 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.

STEPPING IT UP FOR CMT
(continued from page 11)

program to Kansas. Up until the
family met me, they had never
met anyone else with CMT, so
my being there not only brought
awareness in their community,
but also comfort to their family.

GE Aviation in Durham,
North Carolina held their Sec-
ond Annual CMTA golf outing.
More than 80 employees of GE
golfed this year, and many put
their own money into the
lunches, prizes, and gift bags. 1
had the pleasure of attending this
outing with Dave Hall.

I would like to point out
that there is no CMT in the GE
Aviation plant. They are doing
this because one of their
employee’s family members has
CMT (my brother-in-law). So
remember it can never hurt to
ask your employer for a little

sle
prY

love.

| ASK THE DOCTOR

Dear Doctor,

Currently I have an off and on
again very irregular heart beat.
Tésting shows mildly refluxing
mitral and tricuspid valves by
ultrasound, PACs by event monitor,
and a normal cardiolite stress test to
a heart rate of 84 bpm. I also have
GERD and severe varicose veins
with valves that also reflux. My
question is twofold: Can CMT
(my type CMT 1 A) cause valves
in numerous body systems to reflux?

And do conduction issues in the
heart relate to my kind of CMT.

Dr. Steven Scherer answers:
To the best of my knowledge,
there are no cardiac (or stomach)

problems associated with
CMTIA.

Dear Doctor,

My neurologist is thinking about
having me try Ampyra for my
CMT. Are others using this drug?

Dr. Louis Weimer answers:
Ampyra is the brand name

for the drug, 4-aminopyridine
(4-AP) that blocks a subset of
potassium channels. Although
there are theoretical reasons why
4-AP might help conduction in
other demyelinating diseases

besides multiple sclerosis (the
disease for which it was recently
approved), such a benefit was
not found in the one paper that
investigated this possibility.

Dear Doctor,
My daughter just had soft tissue
surgery of the left foot for CMT.
The anesthesiologist recommended
a nerve block as part of her anes-
thesia and sent her home with
ropivacaine 0.2% administered by
peripheral nerve catheter. He said
it was safe and would help control
her pain, which it did. It stayed in
Jor 48 hours. Is it really safe? Are
there any long-term effects we need
to look for?

Dr. Louis Weimer answers:
The nerve block should have
no higher complication rate in
CMT patients than in others.
I am not quite sure what she
means by the peripheral nerve
catheter—it might be an
epidural anesthesia. The anes-
thetic is not a significant con-
cern, assuming that there is
proper care of the catheter itself.

Dear Doctor,
My wife has been prescribed

injections of Boniva. Since she has

taken two shots, she has not been

feeling well. Is there something in
the shot that is bad for her CMT?

Dr. Louis Weimer answers:
We have had many questions
about Boniva. There are no
CMT-related problems, but
there are many side effects of
taking the drug and those
should be addressed with her

treating physician.

Dear Doctor,

This year the flu shot is combined
with the HINI shot. Is that safe
Jor CMT patients to take?

Dr. Louis Weimer answers:
The flu shot is a common ques-
tion that is problematic to answer
fully. The shots are more of a
concern in patients with acquired
immune neuropathies such as
CIDP. My opinion for CMT
patients is generally that the flu is
a real concern and is potentially
harmful. Also, the bedrest associ-
ated with the flu can cause mus-
cle disuse that can set patients
back considerably. However, the
risk of worsening from the vac-
cine is very small. Thus, the small
risk is heavily outweighed by the
significant benefit.
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Cooking and Coloring
Adventures with Archy is o
new publication which com-
bines fun recipes that parents
and kids can do together with
puzzles and objects to color
on many pages. lt's an easy
book for a child to make
his/her own.

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

The book is 8 inches by

5 inches and contains

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

MEMBERSHIP APPLICATION/PUBLICATIONS ORDER FORM

NAME: / /

First Mi Last
ADDRESS:
CITY: STATE: ZIP:

COUNTRY/POSTAL CODE (IF NOT US):

DAYTIME PHONE: EVENING PHONE:
EMAIL: USER NAME:
Required for PDF Newsletter/Website Access Required for Website Access
Note: If you are joining now, you may
purchase publications at active member prices. 0 D OTA
MEMBERSHIP

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

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

Receive both Print and PDF Newsletters $30

The Patients’ Guide to Charcot-Marie-Tooth Disorders active members $10
[Print Format] nonmembers $15

active members $7.50
[CD Format] nonmembers $10

active members $3

CMT Facts | [J English [ Spanish nonmembers $5

active members $5

CMT Facts Il I English [ Spanish nonmembers $7

active members $5
CMT Facts Il nonmembers $7
CMT Facts IV active members $8

nonmembers $10

active members $12

CMT Facts V nonmembers $15
active members $12
CMT Facts VI nonmembers $15
Teaching Kids about CMT...A Classroom Presentation active members $7.50
(1 hour DVD) nonmembers $10
. . active members $5
My Child Has CMT, A Guide for Parents nonmembers §7
NEW! cooking and Coloring Adventures with Archie $7
Be a Star Wristbands (Pack of 5) $5
Women’s Circle of Friends V-Neck T-Shirt active members $9
Quantity and Size: __ M __ L __XL nonmembers $10
Men’s Circle of Friends V-Neck T-Shirt active members $9
Quantity and Size: __ M __ L _ XL __ 2XL __ 3XL nonmembers $10
West Coast Patient-Family Conference active members $15
(5 hours—2-DVD set) nonmembers $20
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 (1 American Express (1 MasterCard CIVISA

Card Number: Expiration Date:

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

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



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)

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
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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.
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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), TE,
1F, 1X, 2A, 2B, 2E, 2F, 21, 2J, 2K,
4A, 4C, 4E, 4F, 4), 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.



