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OUR MISSION: To support the development of
drugs to treat CMT, to improve the quality of life for

people with CMT and, ultimately, to find a cure.
OUR VISION: A World Without CMT. Email the CMTA at




DEAR FRIENDS,

years ago, a group of

passionate individuals with

CMT founded the Charcot-
Marie-Tooth Association (CMTA). Like
you, they wanted to ensure a better
future for themselves, their families
and all people living with CMT.

This year, we're celebrating our 35th anniversary.
In this special edition of The CMTA Report, we've gone
back in time and highlighted milestones that have
shaped the CMTA. We've even dug into the archives
of The CMTA Report and adapted articles that have
appeared in past issues so that you can learn about
our history and celebrate our bright future.

We are immensely grateful that along the way,
friends like you have supported the CMTA to emerge
as the leader in CMT research through STAR, our
Strategy to Accelerate Research. Together, our 26 expert
scientific advisors have advanced 25 cutting-edge pro-
jects just this past year alone, addressing virtually all
types of CMT. We've also increased our research
alliance network with pharmaceutical, biotechnology,
and research service companies from two to 20 over a

1

==

THE

Report

. The C_rl'tf_j A Report

Wur Year in Review

two-year period. We're proud fo report that the

CMTA has spent more than $8 million on translational
or treatmentfocused research through STAR in recent
years, but the need remains to raise at least $10 million
more to support our strategy to deliver treatments to

our community.

It's clear that together, we have made significant
strides in CMT awareness, patient advocacy and
research through STAR—but we believe we're just get-
ting started. We have more hope now than ever before
that a treatment—a cure—for CMT is on the horizon.
That's why we hope you will make your urgently needed
year-end gift today. All donations designated for this
year-end appeal will be matched dollarfor-dollar, up
to $150,000 between now and December 31, 2018,
so the time is right to give.

As 2018 draws to a close and the new year
approaches, we're incredibly grateful to you for your
support.

Oy bow

AMY GRAY, Chief Executive Officer
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WE DIG INTO OUR ARCHIVES...

When Howard Shapiro, PhD, convened a small group in
1982, he believed that a newsletter would be an essential
component of connecting people, sharing information and
raising awareness of CMT. The first NFPMA Report, now

The CMTA Report, was published in 1987. It has had several
makeovers through the years, and the current magazine
format, which reaches thousands of people each year,

was rolled out in spring 2016.

35TH ANNIVERSARY EDITION THE CMTA REPORT
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ADAPTED FROM THE CMTA REPORT — WINTER 2003

The First Gathering for People with CMT
Took Place in 1983

Historic meeting paves the way for the CMTA.

It all began in an apartment in New York City.

Five people with a common cause came together
and laid plans for the National Foundation for
Peroneal Muscular Atrophy (NFPMA), which would
become the Charcot-Marie-Tooth Association (CMTA).

Here's the story:

nized the first-ever support

group meeting for people with
CMT. Robert Lovelace, MD,
Howard Shapiro, PhD, and
Redell’s nephews, George and

ln 1982, Carolyn Redell orga-

_ Howard Shapiro, PhD,
founded thesNational Foundation for
oneal Muscular Atrophy Atrophy in 1983.

The NFPMA became the CMTA in 1990.

>
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Frank Crohn, attended the meet-
ing in Carolyn’s New York City
apartment. Together, they formu-
lated plans for an organization
which they hoped would raise
money for CMT research while
also meeting the existing need for
patient self-help and education.
Dr. Shapiro had CMT, as did
several members of his family. His
work was instrumental in trans-
forming the hopes of the original
meeting attendees into a full-
fledged national non-profit
organization, the National Foun-
dation for Peroneal Muscular
Atrophy, as it was known until
1990 when it became the CMTA.
One of Dr. Shapiro’s most
important contributions was his
organization of the Second Inter-
national CMT Conference with
Dr. Robert Lovelace, who went on
to become the first chair of the
CMTA’s Medical Advisory Board.
Held in 1987 at Columbia Uni-
versity, the conference engendered
significant advancements in CMT
research. Following the confer-
ence, a textbook based on the
lectures given at the meeting was

()
Carolyn Redell organized
the first-ever support group
meeting for people with CMT.

published, and the publication of
significant research and journal
articles on CMT increased dra-
matically. This momentum led to
a number of significant break-
throughs in the CMT field, the
majority of them in CMT Type 1
research.

The programs initially estab-
lished by Dr. Shapiro to help
patients and advance research—
support groups, a newsletter (first
published in 1987), patient/family
seminars and research symposia—
have remained vital to the misson
of the CMTA to this day. In cele-
bration of its 20th anniversary, the
CMTA proudly named a grant in
honor of Dr. Shapiro in recogni-
tion of his lasting influence.



ADAPTED FROM THE CMTA REPORT - FALL 1991

CMTA Advisory Board Member

THE EARLY DAYS

James Lupski, MD, PhD, Identifies
Gene That Causes CMT1A

Early commitment to research drives the CMIA’s progress.

Since its inception in
1983, laying the
groundwork to find a
cure for CMT has been
at the forefront of the
CMTA’s mission.
Fortunately, early
breakthroughs by
scientists involved with
the CMTA provided the
foundation the CMTA
needed to move forward
with further research.

PhD, a member of the CMTA

Medical Advisory Board and
the principal author of the
research paper “DNA duplication
associated with Charcot-Marie-
Tooth disease type 1A,”
announced the identification of
the gene causing CMT1A.

Historically, diagnosis of

CMT had been done through
family history, clinical examina-
tion of nerve and muscle function,
electrodiagnostic testing and
sometimes by nerve biopsy. Now
the identification of a disease-
causing gene allowed for a simple
blood test to be used in some
CMT patients and families for
diagnosis.

In 1991, James Lupski, MD,

James Lupski, MD, PhD, identified the gene that causes CMT1A, which allowed for a simple blood test
to be used in some CMT patients and families for diagnosis.

Dr. Lupski and others devel-
oped the test at Baylor College of
Medicine. In the patients studied,
researchers found CMT is caused
by a duplication of DNA on
chromosome 17. According to
Dr. Lupski, who has CMT, “we
now have a direct diagnostic tool

for one form of CMT.”

Researchers first identified a gene
that causes CMT in 1991, and since
then, more than 100 more. Knowing
which genes cause CMT helps
researchers study therapies
and patients better understand
their disorder.

8.0 Yoy

In addition to providing clini-
cians with an important diagnostic
tool, the discovery led to greater
understanding of the underlying
causes of CMT and promoted
further investigation into the
genetic causes of CMT, work that
continues to help researchers

develop therapies to address CMT.

.o
: -
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ADAPTED FROM THE CMTA REPORT - APRIL 2001

National Institutes of Health Establishes
Rare Disease Clinical Research Network

Database created to address challenges in diagnosing
and treating rare diseases like CMI.

In 2003, the National Institutes of Health established

the Rare Diseases Clinical Research Network
(RDCRN) to advance medical research on more
than 190 rare diseases, including CMT, by providing
support for clinical studies and facilitating
collaboration, study enroliment and data sharing.

hrough the RDCRN,
Tresearchers from multiple

universities and organiza-
tions collaborated to create the
largest repository of information
on people with CMT. By con-
ducting evaluations of CMT
patients using standard proce-
dures, many of the CMTA’s
Centers of Excellence now help
ensure the validity of information

35TH ANNIVERSARY EDITION

contributed to the RDCRN by
people with CMT. This benefits
people with CMT in several ways.
First, the information compiled
in the database gives physicians and
researchers a more thorough under-
standing of all the clinical
symptoms that accompany the vari-
ous types and subtypes of CMT,
allowing them to say with certainty,
“This is what CMT actually is.”

Michael: Shy;,MD;.is.a;neurologist-atithe
CMTA Center of Excellence at the University
of lowa which contributes to the RDCRN.

Second, it provides clinicians
and researchers with a better
picture of the “natural history”—
the severity and progression—
of the various types of CMT.
This knowledge also:

* Makes CMT easier to diag-

nose.

* Is a blessing for those who
have lived—sometimes for
years—with the uncertainty of
whether or not they have
CMT.

* Provides a better picture of how
prevalent CMT actually is.

* Influences and perhaps
changes the direction CMT

research will take.

¢ Stimulates research interest
and attracts more research

funds.

Speeds up the pace of CMT
research by making the infor-
mation in the database
available to CMT researchers.

The more people who enroll in
the database, the more information
will be available to researchers—
information that will be critically
important as drug development for
CMT reaches the stage where
participants will be needed for

clinical trials.



NIH DATABASE & SUPPORT GROUPS

ADAPTED FROM THE CMTA REPORT - WINTER 2003 AND MARCH 2010

Community Leaders Form Support Groups
for CMT Patients and Families

Groups grow into a coordinated nationwide network.

The entire CMTA grew from a single support group started in 1982.
The members of that group formulated a plan for a larger organization,
initially hoping to raise money for research, but also recognizing the
need for a forum for patient self-help, discussions and resources.
These support groups have evolved into more than 70 CMTA branches
while staying true to their original mission of providing people with

CMT and their families with a place where they know they are not
alone in facing the challenges of living with CMT.

hile much has changed
within the CMTA
through the years, the

important thing the CMTA
learned from that very first sup-
port group was that allowing
people with CMT to come
together face-to-face can lead to
great things.

Throughout every year, people
from all over North America gather
to share stories, listen to expert

speakers and swap ideas on how
to live their best life with CMT.
These groups have also become
important centers for fundraising
and raising CMT awareness.

In 2010, support group
leaders from across the country
gathered for the first time to meet
each other and to learn more
about the work of the CMTA and
the STAR research program. The

meeting included 53 leaders and

co-leaders, six leading CMT
physicians and several other pre-
senters. The leaders left energized,
motivated and better informed to
unite the entire CMTA member-
ship and CMT community.
According to Bob Budde,
CMTA member and former
support group liaison, “Different
groups work in different ways,
but we are all working toward the
vision of a world without CMT.”

35TH ANNIVERSARY EDITION THE CMTA REPORT 7

LEFT TO RIGHT:
CMTA support
group liaison
Bob Budde, and
his successors,
Elizabeth Ouellette
(current Board
member and
volunteer) and
Jeana Sweeney
(current Director
of Development).

Laurel Richardson,
Director of

Community
Outreach, currently
coordinates the
CMTA Branches.
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ADAPTED FROM THE CMTA REPORT - APRIL 2002

Board Members Step Up

to Fund the CMTA’s Mission

Leading by example, Steve 0’Donnell
began a fundraising tradition.

CMTA Board Member Steve O’Donnell organized
the first “Swim for the Cure” in 2002. Following
Steve’s lead, many other board members have
organized major events including Elizabeth

and Chris Ouellette and
Gilles Bouchard’s Cycle 4
CMT, Herb and Rachael
Beron’s Team Julia and
Phyllis Sanders and

Alan Korowitz's New York
City Gala. All together,
these events have raised
$4 million for the CMTA.

8 THE CMTA REPORT 35TH ANNIVERSARY EDITION



FUNDING A CURE & LAUNCHING STAR

ADAPTED FROM THE CMTA REPORT - JANUARY 2008

The Strategy to Accelerate Research (STAR)

IS Launched with the Mission to Cure CMT
STAR program grows over a decade.

Originally called the
Accelerated Research
Collaboration, the
Strategy to Accelerate
Research was launched
in 2008. In just 10
years, STAR has spent
more than $8 million to
finance dozens of
research projects.

he genesis of STAR was in
T 2007 at the Second Interna-

tional CMT Consortium in
Snowbird, Utah. Sponsored by
the CMTA, the Consortium
brought together researchers and
clinicians from around the world.
Together with the leadership of
the CMTA, a group of these
researchers agreed to embark
upon a unique, cutting-edge
approach: managing research

according to sound business prin-
ciples. STAR aimed to bring
researchers out of their silos to
collaborate with each other, hold-
ing them accountable to projects
that focused on the known causes
of CMT and required them to
deliver results.

The Strategy to Accelerate
Research also presented a huge
fundraising challenge for the
CMTA: $10 million would be
needed to fund it. The first seed
money came from a Pennsylvania
couple, John and Joan Chernega,
who made a $100,000 gift to the
CMTA in honor of their son,
Jim, who has CMT.

Gilles Bouchard, who is now
chair of the CMTA Board of
Directors, and his wife Elizabeth
Quellette, also a CMTA board
member, also committed
$500,000 to create “The Yohan
CMT Research Fund,” a donor-
advised fund designed to support

The Bouchard family
in 2007

the critical research being con-
ducted by STAR.

“Now is the time to create
the financial foundation neces-
sary to support these efforts,”
Gilles explained. “Creating the
fund was very easy, and Elizabeth
and I urge others to follow our
lead. Working together, we can
make a difference.”

In addition to creating the
fund in honor of their son,

Yohan, who has CMT, Gilles and

(continued on page 10)

N

Remembering John Chernega
‘ N [ e are deeply saddened to announce the passing of our cherished friend and

community member, John Chernega. John, a retired electrical engineer, his
wife Joan and his entire family have been staunch supporters of the CMTA over
the years, and we genuinely appreciate their dedication, kindness and generosity.
The Chernega family’s contributions have provided hope, resources and inspiration
to individuals living with CMT; including their son, Jim. Regarding his gift to
launch the CMTA’s STAR initiative, John said, “We would just like to see some
sort of breakthrough in finding a cure and providing new hope for patients.”
In John’s memory, we will continue to fight relentlessly for a world without CMT.
Our hearts go out to the Chernega family at this very difficult time.

35TH ANNIVERSARY EDITION THE CMTA REPORT 9
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LAUNCHING STAR

(continued from page 9)

Elizabeth exemplify the commit-
ment of CMTA board members
who contribute their expertise to
further the mission of the
CMTA.

Now retired, Gilles spent the
majority of his career as an exec-
utive at Hewlett Packard, after
which he ran several companies
in the San Francisco Bay Area,
including Opnext and Live-
scribe. After his son Yohan was
diagnosed with CMT, Gilles
took a yearlong sabbatical to
work closely as a volunteer with
members of the CMTA Board of
Directors to develop the business
objectives and strategic direction
for STAR.

Elizabeth, who has a master
of arts in counseling psychology,
developed a unique presentation
to teach children and adults
about the kinds of challenges
facing those with CMT, and she
has a decade-long history of
helping organize and run CMT
support groups—now CMTA
branches—around the country.

10 THE CMTA REPORT 35TH ANNIVERSARY ISSUE

ADAPTED FROM THE CMTA REPORT - NOVEMBER 2010

The STAR Advisory Board
Propels CMT Research
Advisory board helps STAR shine

even brighter.

The STAR program has benefited from the
leadership and guidance of the world’s top CMT
experts. These researchers have come together to
guide STAR in its goal to discover treatments—and
eventually a cure—for CMT.

s the CMTA’s STAR
Astrategy has continued to

facilitate breakthroughs, our
commitment to research has kept
pace. In 2010, 35 researchers who
specialize in CMT Type 2 met in
San Diego to discuss the status of
their research and to make plans
about which form of CMT they
should collaborate on first. Several
were members of the STAR Advi-
sory Board, which, eight years

later, now includes 26 of the top
scientists in CMT and related
fields, and is comprised of scien-
tific, therapy expert and clinical
expert boards. These advisors
guide our path by providing scien-
tific input for ongoing and
proposed projects, ensuring that
each research project has transla-
tional value and supporting our
pharmaceutical partners to ensure
the success of our clinical trials.

In 2010, 35 researchers who specialize in CMT Type 2 met in San Diego to make plans to collaborate on CMT research.




Charcot-Marie-Tooth Association

$150,000

35th Anniversary
Research Challenge Match

Thirty-five years ago, a group of caring individuals with

CMT founded the Charcot-Marie-Tooth Association

(CMTA) because they wanted to ensure a better future

for themselves and their families. Thanks to your continued
support, the CMTA has become the leader in CMT research
through our STAR (Strategy to Accelerate Research) program.
Working collaboratively, our 27 expert scientific advisors have
advanced 18 cutting-edge projects, tackling virtually all types
of CMT. We've also increased our research alliance network
with pharmaceutical, biotechnology, and research service
companies from two to 20 over a two-year period.

RCMTA 3

Serving the CMT Community

We are determined to further accelerate our progress and
gain more ground on all fronts. That’s why we are asking you
to make your urgently needed year-end gift today so we can
continue our fight against the progressive and devastating
effects of CMT and ultimately find a cure.

All donations designated for this urgent year-end appeal
will be matched dollar-for-dollar, up to $150,000 between
now and December 31, 2018!

© € 6 00 5 0000000000006 6000000000000 00C66 ¢ 0005000000000 6C6EESODLDD0D00000000060CECELEOEDIOIDIDIOO0000060C0C6E60C6E€OCD0DIDLIDIDS

DETACH AND MAIL TO: Charcot-Marie-Tooth Association PO Box 105, Glenolden, PA 19036

Yes, double my contribution so we can continue the fight
against the progressive and devastating effects of CMT.

0 $75 QA $150 0 $300 4 Other: $
U I am interested in learning about leaving a legacy gift to the CMTA.
U Check enclosed, payable to the Charcot-Marie-Tooth Association. Donate online at www.cmtausa.org/35years

U Please charge my credit card. U Visa U MasterCard U American Express

Name Card # Exp. Date
Sighature Address
City State Zip Phone

Please send me CMTA updates via email. My email is:
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Camp Footprint Provides
Fun and Friendship for
Teens with CMT

Established in 2016, the CMTA's Camp
Footprint is the only camp in the
United States just for kids with CMT.

It is a free, five-day sleepaway camp

in Western Pennsylvania

for kids ages 10-18.

12 THE CMTA REPORT 35TH ANNIVERSARY ISSUE



CAMP FOOTPRINT & PAT DREIBELBIS

ADAPTED FROM THE CMTA REPORT - JANUARY 2015

The CMTA Celebrates the Life of Pat Dreibelbis

Beloved staff member and friend was with the CMTA for 23 years.

Every organization has one person who seems to know everyone—and every
thing—about the organization. For the CMTA, that person was Pat Dreibelbis.

s the editor of The CMTA
A Report, Pat played a crucial

role in disseminating news
and information to the CMT com-
munity. When publishing helpful
resources for parents and children
became a focus for the CMTA in
2008, Pat paved the way, creating
the booklet My Child Has CMT:
A Guide for Parents of Children
with Charcot-Marie-Tooth. Pat’s
memory lives on through the
numerous written treasures she
left behind, including 7he History
of the CMTA and her personal
favorite, her popular stories featur-
ing Archy the Turtle.

For Pat, the highlight of her

job was the opportunity to form
relationships with the people who

called her asking for help, advice

ADAPTED FROM THE CMTA REPORT - MAY 2009

Remember Archy, the CMTA Kids Mascot?
Archy the Turtle helps parents talk to their children about CMT.

and feedback. Herb Beron, a
CMTA board member, remem-
bers: “Pat Dreibelbis was one of
the first people I ever spoke with
when I contacted the CMTA
about my daughter Julia. We knew
nothing about the disease, and she
was a wealth of information to me
and my family. Over the years,

as | came to know Pat better, we
became good friends. I have always
considered her to be the ‘matri-
arch’ of our organization, and her
sudden passing left a void within
our organization that we can only
hope to fill with someone of Pat’s
character and kindness.”

Everyone who ever had the
privilege of working or speaking
with Pat found it a special plea-
sure. Her quick wit and incredible

sense of humor brought smiles
and laughter to many. The indeli-
ble mark she left on every layer of
the CMTA and the treasures she
left behind continue to be a
source of inspiration and infor-
mation to all.

ln 2008, Tina Marie Thomas created Archy, a turtle with CMT and high-arched feet. We thought he
would be a great mascot for kids with CMT, and Pat Dreibelbis began writing 7he Adventures of Archy, a
series of stories that explained how Archy coped with CMT in a variety of situations from going to school
to going to the doctor to getting braces. Beloved by all, were still not sure
who has had the most fun with Archy—the young or the not-so-young.
Another beloved member of the CMT community who is no longer
with us, Jerry Cross, created the Archy Train, and Jeana Sweeney, now
our Director of Development, created 7The Archy Cookbook to support
proper nutrition in young patients with CMT.

\
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ADAPTED FROM THE CMTA REPORT — NOVEMBER 2014, MARCH 2015 AND FALL 2017

STAR is Working

Research program brings breakthroughs

for CMTA diagnosis and treatment.

The past 35 years have been marked by incredible advances in CMT research
and knowledge. Thanks to patient support, STAR has identified promising drug
candidates. Through STAR, the CMTA has formed powerful alliances and
partnership agreements with the pharmaceutical, biotechnology and research
service industries, major universities, other non-profit research organizations
and the National Institutes of Health (NIH). Our list of partners has more than
doubled in 2018 to more than 20 companies across three continents, including
Genzyme (a Sanofi Company), lonis Pharmaceuticals, Acceleron Pharma,
InFlectis BioScience and Regenacy Pharamaceuticals, among others. These
companies are leaders in the latest genetic and neurological technologies.

STAR: Chonging the foces of CHT

Through STAR, we can imagine a future without CMT.
The faces of CMT in the March/April 2008 CMTA
Report then, as now, remind us of the urgent need for
research collaborations that deliver results.

14 THE CMTA REPORT 35TH ANNIVERSARY EDITION

Genzyme

In the world of Sanofi, a major
healthcare company headquartered
in Paris, France, and of its rare dis-
ease affiliate, Genzyme,
headquartered in Cambridge,
Massachusetts, the Tucson Com-
pound Library is highly acclaimed.
The library includes more than
2 million compounds that can be
tested to identify treatments and
cures for many diseases. Even
greater than the library is the team
of Tucson researchers committed to
finding drugs to treat rare diseases.
The CMTA's partnership with
Genzyme unlocked access to the
Tucson Library, where the team
completed an initial screen of
more than 1.8 million compounds

in a CMT1A cell model developed

in the labs of Drs. John Svaren
and James Inglese, both CMTA
investigators.

For three weeks, robotics were
used to inject each of the 1,586
tiny wells in a series of well plates
with CMT1A assays, and then
with luciferase, the enzyme that
makes fireflies glow. The com-
pound screen is designed to detect
the downregulation of PMP22,
the duplicated protein that causes
the nerves in CMT1A to demyeli-
nate. After three weeks of
robotically running the screen on
hundreds of well plates, the data
was translated through a computer
program into readable graphs.

The ultimate goal for our part-
nership with Genzyme is to identify
compounds to stop CMT in its
tracks and perhaps even reverse it.

gerzyme

A SANOFI COMPANY



RESEARCH BREAKTHROUGHS

Steps on the Path to Drug Discovery for CMT

Laboratory

For each type of
CMT, develop a
robust population
with offspring that
exhibit symptoms
and can be used
to test candidate
pharmaceuticals.

lonis

A new paper published in the Jour-
nal of Clinical Investigation revealed
an exciting potential treatment for
CMT. Scientists at Ionis Pharma-
ceuticals, in collaboration with the
CMTA, identified a promising
early-stage therapeutic approach
with antisense technology for
CMT1A, the most common form
of the disease, accounting for half
of all cases of CMT.

CMT1A is caused by the
duplication of the Peripheral
Myelin Protein 22 gene (PMP22)
which affects the myelin sheath of
the nerves, causing neuropathy
and muscular atrophy. Reducing
the level of PMP22 has long been
considered the most promising
treatment approach for CMT1A.
For the study, lonis researchers
used their expertise as a world

Assay
Models Development Screening

Pre-
Clinical

Drug

Screen the cellular
assays using the
chemical libraries
at the National
Institutes of Health
and major
pharmaceutical
companies.

11

leader in developing antisense
oligonucleotides, which precisely
target the genes that cause diseases.
The antisense drugs they
developed reduced the amount of
the PMP22 gene product (PMP22
messenger RNA). The researchers
then tested the most potent anti-
sense compounds in two different
animal models of CMT1A. In
both models, weekly injections of
the PMP22-targeting antisense
drug inhibited the progression of
neuropathy, and they even
improved some aspects of neu-
ropathy during the treatment.
“Our researchers have success-
fully developed antisense drugs for

Clinical
Phase 1

o g=
IND

Test the compounds
for dosage, toxicity
and viability in
private and academic
laboratories to
determine the exact
dosage that will
improve the root
cause of CMT.

other neurologic diseases, such
as spinal muscular atrophy and
TTR polyneuropathy,” says C.
Frank Bennett, PhD, senior vice

president of research and leader of
the neurological disease franchise

at lonis. “The results we have

seen thus far for CMT1A are very

promising, but more work is
needed to determine if these
studies in rodents can be trans-

lated to a therapy for CMT1A

patients. Our scientists are work-

ing diligently with the CMTA

and academic collaborators to

translate these exciting preclinical

studies to the identification of a
potential drug.”

> IONIS

=== pPHARMACEUTICALS
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Clinical
PhaseZ2

,«'

@

Conduct pre-clinical
phase 2 trials.
Recruited through
the CMT Centers of
Excellence, small
groups of people
with type-specific
CMT will participate
in pharmaceutical
trials to determine
the effect the drug
will have on CMT.
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CMTA Celebrates Its First CMT Awareness
Week—Then Awareness Month!
Recognition aims to raise awareness about CMT.

Empowered by and equipped with education about CMT, the CMTA
community moved forward and began to educate others about CMT.
One special week morphed into a full month of special activities
from webinars to Walks 4 CMT.

2015 CMT Awareness Month

rins with me.

7

ost Commonly Inherited
Peripheral Neuropathy

3 ek out phis
A fmne:r:.ﬂ"

www.CMTAUSA.org

September is

Awarenaess

Month
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ALASKA
Anchorage Area
Megan Rodgers
907-244-2100

ARKANSAS
Little Rock
Candice Cargile
501-516-5588

ARIZONA

Phoenix Area
Pamela Palmer
ppalmeraz@gmail.com
480-236-2445
Christina Fisher
623-742-8921

CALIFORNIA
Antelope Valley Area
Donna Murphy
661-317-6332
Danielle Metzger
661-317-6533
Los Angeles Area
Alani Price
310-710-2376
Sacramento
Holly Stevens
408-203-3804
Rashid Thomas
916-947-5377
Ernie Hinds
916-205-5682
Michael Huff
408-674-1281
San Diego Area
Annette Van Veen
760-473-5014
Kendall Trout
760-632-5654
South Bay Area
Ori Bash
408-829-4562
Tau 0’Sullivan
916-806-2173

COLORADO
Denver Area
Ron Plageman
303-929-9647
Dick Kutz
303-988-5581

CONNECTICUT
Hartford

Roy Behlke
239-682-6785
North Haven
Lynne Krupa
203-288-6673

DISTRICT OF
COLUMBIA
Washington, DC
Steven Weiss
Kimberly Hughes
301-962-8885

FLORIDA
Central Florida
Linda Davis
Mitch Davis
863-875-4239
Melbourne Area
Clark Semmes
410-350-4812
Maritza Lahodik
904-233-1900
Naples

Roy Behlke
239-455-5571
Sarasota Area
Rachel Rivlin
Manuel Goldberg
941-870-3326
Tampa Bay Area
Vicki Pollyea
813-251-5512
Edward Linde
813-712-4101
West Palm Beach
Phil Lewis
561-307-0100
Eileen Martinez
561-901-5566

GEORGIA
Atlanta Area
Jeannie Zibrida
404-307-6519

HAWAII
Honolulu Area
Bobbie Gomez
707-373-2357
James Cuizon
808-450-1236

IOWA

lowa City Area
Jeffrey Megown
319-981-0171

ILLINOIS
Chicago Area
Jay Pate
630-888-4673
Doreen Pomykala
815-351-1328

INDIANA

Fort Wayne Area
Aimee Trammell
574-304-0968

KANSAS

Kansas City Area
Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674
Wichita Area
Karen Smith
316-200-0453

LOUISIANA
Baton Rouge Area
Corey Dalfrey
Danielle Dalfrey
318-294-1976

MASSACHUSETTS
Boston

Mimi Works
617-913-4600

Jill Ricci
978-887-1014

MARYLAND
Baltimore
Clark Semmes
410-350-4812
Easton

Clark Semmes
410-350-4812

MAINE
Portland Area
Mary Louie
207-450-5679

MICHIGAN

Grand Rapids Area
Cabrielle Rudisill
717-816-4986

Amy Reynolds
616-916-6732

MINNESOTA
Central Minnesota
Jo Smith
612-807-4729
Minneapolis Area
Marilyn Menser
320-522-0871
Mark Jeffris
651-222-4504

MISSOURI

St. Louis Area
Payton Rule
618-401-4822
Amanda Rule
618-698-3039
Springfield Area
Jessica Brantner
417-468-8049
Jessica Hardy
417-434-1656

NORTH
CAROLINA
Charlotte Area
Carrie Johnsen
704-904-2828
Durham Area
Jeanne Boehlecke
919-942-7909
Rick Nelson
919-889-9776
Wilmington Area
Laurel Richardson
910-515-8488

NEBRASKA
Lincoln Area
Brandon Lederer
402-680-0502

NEW JERSEY
Central New Jersey
Mark Willis
732-252-8299
Jacqueline Donahue
732-780-0857

NEW MEXICO
Albuquerque Area
Gary Shepherd
505-296-1238

CMIA

Branches

Most CMTA Branches can be accessed

online at www.cmtausa.org/branches

NEVADA

Las Vegas Area
Sylvia Cross-Bias
775-537-8427

NEW YORK
Buffalo Area
Peter Morris
716-866-3519
Maryann Ciskal
716-435-3899
Kristen Braun
716-270-3095
Upstate New York
Elizabeth Misener
David Misener
518-527-0895
Westchester Area
Beverly Wurzel
Frank Wurzel
201-224-5795

OHIO
Cincinnati Area
Jill Stuhlmueller
513-254-4065
Jo Koenig
513-607-2822
Cleveland Area
Heather Hawk Frank
440-479-5094
Shelly McMahon
440-781-8329
Columbus Area
Jessica Diamond
216-570-6432

OREGON

Grants Pass
Jessica Barton
541-218-5350 (cell)
541-846-8525
Portland Area
Debbie Mchugh
503-201-7284 (H)
503-310-7229 (M)

PENNSYLVANIA
Bucks County Area
Tara Cave
856-361-5740
Julie FitzGerald
315-573-3919
Chester County
Ashley Trout
484-364-9334
Harrisburg

Erin Weierbach
717-379-7504
Johnstown Area
J.D. Griffith
814-539-2341
Jeana Sweeney
814-269-1319
Northwestern Area
Joyce Steinkamp
814-833-8495
Pittsburgh

Debra Czarnecki
412-331-6744

SOUTH
CAROLINA
Columbia Area
Zack Boyd
803-622-6565
Kyle Bryant
803-378-6202
Greenville Area
Rebecca Lauriault
864-918-2437
Amanda Jenkins
864-313-2872

TENNESSEE
Nashville Area
Bridget Sarver
615-390-0699
Teresa Shoaf
615-772-8810

TEXAS

Austin Area
Nate Halk
512-415-6097
Dallas/Fort Worth
Amy DeSilva
770-826-6007
Thomas Roderiguz
817-913-8477
El Paso Area
Jo Ann Longoria
915-526-0676
Olivia Longoria
915-491-0786
Houston Area
Kristin Leard
713-516-8630
Benjy Hershorn
832-731-0121
Meredith Wells
832-264-7312

UTAH

Orem Area
Melissa Arakaki
801-494-3658

VIRGINIA
Frederickshurg
Leigh Van Doren
540-370-1968
Harrisonburg Area
Jeanette Thompson
540-383-6195
Suffolk Area
Jordan Harness
843-303-0648

WASHINGTON
Seattle Area
Denise Snow
206-321-1261
Emily Osborne
425-220-4225

WEST VIRGINIA
Charleston Area
Karen McClure
304-548-4413

WISCONSIN
Madison Area
Debi Weber
608-712-8709
Milwaukee Area
Frank Gess
414-475-1515
Lois Hawkins
414-249-0390

CANADA
Southern Ontario
Kelly Hall
519-843-6119
Toronto Area
Linda Scott Barber
416-997-5084

Interested in starting a branch
in your area?

Contact CMTA Director of Community Outreach

Laurel Richardson at laurel@cmtausa.org.

35TH ANNIVERSARY EDITION

THE CMTA REPORT



Whatever your 100% looks like...

>nC

allard

allardusa.com

info@allardusa.com
Toll Free 888-678-6548

KCMTA CENTERS OF EXCELLENCE

www.cmtausa.org/coe

CMTA CENTERS OF EXCELLENCE are patient-centric, multidisciplinary CMT clinics
where children, adults and families affected by CMT can be assured of receiving
comprehensive care by a team of CMT experts. The Centers roughly correspond to the
21 international sites that make up the NIH Inherited Neuropathies Consortium (INC)—
a group of academic medical centers, patient support organizations and clinical
research resources sponsored in part by the CMTA. The centers will become even more
important as the CMTA begins clinical trials, which will depend on how much we know
about the “natural history” of CMT—how different types of CMT progress over time and
whether novel medications are slowing the course of the disease. Much of that
information will be supplied by the Centers of Excellence.

\
CMTA CENTER OF EXCELLENCE
Cedars-Sinai Medical Center (Los Angeles)
Children’s Hospital of Philadelphia (Philadelphia).
Children’s Hospital of Pittshurgh (Pittsburgh)*....
Connecticut Children’s Medical Center (Farmingto!
Massachusetts General Hospital (Boston)............
Johns Hopkins University (Baltimore) ...............coce.....
Lucile Packard Children’s Hospital at Stanford (Palo Alto)...
Nemours Children’s Hospital (Orlando).....
Northwestern Memorial Hospital (Chicago)*.
Ohio State University (Columbus) .........ccccc......
Oregon Health & Science University (Portland)*..
Stanford Neuroscience Health Center (Palo Alto)
University of Florida (Gainesville)*
University of Illinois at Chicago (Chicago)*
University of lowa (lowa City) .............
University of Miami (Miami)...............
University of Minnesota (Maple Grove) ...
University of Missouri (Columbia)
University of North Carolina (Chapel Hill)*
University of Pennsylvania (Philadelphia) ............
University of Pittsburgh Medical Center (P|ttsburgh)
University of Rochester (Rochester, NY) ...
University of Texas Southwestern (Dallas)* .
University of Utah (Salt Lake City).........
University of Washington (Seattle)
Wayne State University (Detroit)
*These Centers of Excellence are not part of the INC.

INTERNATIONAL

The Children’s Hospital (Westmead, Australia) ...........ccccocvievennes Dr. Manoj Menezes

The National Hospital for Neurology

& Neurosurgery (London, England) Dr. Mary Reilly

C. Besta Neurological Institute (Milan, Italy) Dr. Davide Pareyson
University of Antwerp (Edegem, Belgium).......ccoveevvircnininnnnes Dr. Jonathan Baets

CLINICAL DIRECTOR

Drs. Robert Baloh and Richard Lewis
..Dr. Sabrina Yum

..Dr. Hodas Abdel-Hamid

..Dr. Gyula Acsadi

..Dr. Reza Seyedsadjadi

..Dr. Thomas Lloyd

..Drs. John Day and Ana Tesi Rocha
..Dr. Richard Finkel

..Dr. Daniela Maria Menichella

..Dr. Amro Stino

..Dr. Chafic Karam

Dr. John Day

Dr. James Wymer

..Dr. Charles K. Abrams

..Dr. Michael Shy

..Dr. Mario Saporta

Dr. David Walk

Dr. Raghav Govindarajan

..Dr. Rebecca Traub

..Dr. Steven Scherer

..Dr. Sasha Zivkovic

..Dr. David Herrmann

..Drs. Susan lannaccone and Diana Castro
..Dr. Russell Butterfield

..Dr. Michael Weiss

Dr. Jun Li
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MORE PUBLICATIONS
AVAILABLE ONLINE!

Visit www.cmtausa.org
to download a growing library
of free publications ...

»x

A Guide to
Physical and
Occupational

Therapy for CMT

¥

VHHJIJiiiI}

occupational therapy

CMTA MEMBERSHIP, PUBLICATIONS & ACCESSORIES ORDER FORM

NAME: / /
First Mi Last

ADDRESS:

CITY: STATE: ZIP:

COUNTRY/POSTAL CODE (IF NOT U.S.):

DAYTIME PHONE: EVENING PHONE:

EMAIL:

***If you are a STAR member or are joining as a STAR member now, you may purchase publications
and accessories at discounted prices. (Some exclusions may apply.) To check your membership
status, please call 1-800-606-2682, ext.105.***

Subscription Membership Benefits: STAR Membership Benefits:
* « Online access to valuable information * All of the benefits of Subscription Membership
¢ about living with CMT PLUS
 An information kit and a 10% discount « One free pair of Aetrex Shoes in the style of their choice
¢ atthe CMTA store (new STAR members only)
s, Quarterly delivery of The CMTA Report * 50% off all Aetrex shoes (new and renewing STAR members) <
(electronic and/or hard copy) * An expanded and updated copy of the CMT Survivor's Guide
* A 20% discount at the CMTA Store
* One You're a STAR auto decal

JOIN THE CMTA:

Choose your magazine format
(check one or both)

] PDF OJ Print

Subscription Membership 1$30
STAR Membership []$100

QUANTITY CcoST
Regular Price STAR Member Price

TOTAL

Progress
through
Partnerships

NOW ON KINDLE! “101 Practical Tips Kindle version available for $7.95 on Amazon.com:
for Dealing with Charcot-Marie Tooth Disease” www.amazon.com/ebook/dp/B06ZZ4QGN1
My Child Has CMT I $5 I
MANY ADDITIONAL PUBLICATIONS ARE AVAILABLE FOR DOWNLOAD ON THE CMTA WEBSITE.

CMTA Shark-0 T-Shirts $20

Quantity and Size: S___ M___ L___ XL___ 2XL___ 3XL___
Be a STAR Wristbands (Quantity discounts for this item available online) $1.50 each
CMTA Brochure & Neurotoxic Drug Card FREE

Donation to the CMTA (100% Tax-deductible)

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

ORDER TOTAL

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

[J Money Order [J American Express [J MasterCard CJVISA

Card Number: Expiration Date:

Mail to: CMTA, P.0. Box 105, Glenolden, PA 19036; 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: The Charcot-Marie-Tooth Association

P.0. Box 105

Glenolden, PA 19036

1-800-606-CMTA (2682) FAX (610) 499-9267
www.cmtausa.org

Serving the CMT Community

WHAT IS CMT?




