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A Message from CEO Amy Gray

DEAR FRIENDS,

ummer is often a time to slow down, relax and rest. But, here

at the CMTA, we find ourselves working harder than ever to

best serve the 2.8 million people around the world who are
living with CMT. As you dive into this issue of The CMTA Report,
you might notice something new. To best meet your needs, we
have organized our content into three main sections—research,
living with CMT and community engagement. We hope this will
give you a clearer picture of where we're headed with research,
how you can live your best life now and how you can get
involved in our community.

On the research front, we're celebrating 10 years of discovery with our Strategy to
Accelerate Research (STAR) program. The CMTA has engaged the top 25 scientific experts
in the field and is now working with more than a dozen pharmaceutical and biotechnology
companies, including Genzyme (a Sanofi Company), lonis Pharmaceuticals, InFlectis
BioScience and Acceleron Pharma, just to name a few. Through STAR, the CMTA currently has
more than 25 active research projects and has invested more than $8 million. In this issue of
The CMTA Report, you'll learn more about these partnerships and projects, as well as how
you can participate in research.

While we look toward the future, we also know how important it is to offer resources that
will help you manage your symptoms and live your best life now. In this issue, you'll find
articles written by experts on breathing and hearing issues that can affect people living with
CMT. We hope you will find them helpful and informative.

One of the most important functions of the CMTA is to provide a community in which
people feel embraced, engaged and supported. In this issue, you'll discover how the CMTA
remains committed to this community by offering more than 70 branches, 20 Centers of
Excellence and other support programs. Every summer, we also host Camp Footprint—a camp
created especially for children. We encourage you to take advantage of the opportunities
near you—from Walks 4 CMT to educational sessions to group meet-ups, there is truly
something for everyone. There will be a lot of events occurring in September during CMT
Awareness Month, so get involved!

As we honor our commitments and priorities, we also want to take time to thank you
for your financial contributions, as well as the gifts of your time, talent, enthusiasm and
knowledge. We truly couldn’t do everything we do without your support.

With thanks,

O o

AMY GRAY, Chief Executive Officer
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STAR:

THE CMTA’S PLAN FOR FINDING
TREATMENTS AND CURES FOR CMT

OUR VISION IS BOLD. We want to create
a world without CMT. In fact, we have a
strategy that is working, and we believe
our vision is realistic. To better understand
why we are confident, it is important to
understand our Strategy to Accelerate
Research, also known as our STAR
program.

Launched in 2008, STAR brings
together researchers with pharmaceutical
and biotechnology companies fo find
treatments for CMT. We currently have
more than 25 active research projects
with top labs worldwide, and we have
formed robust alliances with more than a
dozen leading companies.

In this research section of the
newsletter, you will learn more about one
of our exciting projects and get to know
two of our key alliance partners. Because
we know that our research is powered by
our community, we are sharing
information about how CMT patients can
get directly involved with research
through our Patients as Partners in
Research program.

While the challenge ahead of us
looms large, we are confident that with
our committed community, amazing
partners, scientific know-how and
unrelenting drive, we will someday
live in a world without CMT.

SS” CMTA

STAR

STRATEGY TO ACCELERATE RESEARCH
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CMTA RESEARCH SPOTLIGHT:
Alliance Research Partners

For the last decade, the CMTA has led the way with

its Strategy to Accelerate Research (STAR) program.

As mentioned at left, we now have partnership agreements
with more than a dozen pharmaceutical and biotechnology
companies across three continents including Genzyme

(a Sanofi Company), lonis Pharmaceuticals, InFlectis
BioScience, Acceleron Pharma and many others.

They are leaders in the latest genetic and neurological
technologies such as CRISPR, gene therapy, gene silencing,
and axon and muscle regeneration and are working with the
CMTA to accelerate the development of treatments for CMT.

NEW CMTA ALLIANCE PARTNER
INFLECTIS BIOSCIENCE ANNOUNCES
PHASE 1 CLINICAL TRIAL

he CMTA recently
T announced a new strategic

research partnership with
InFlectis BioScience, a drug dis-
covery company committed to the
development of innovative thera-
peutics in CMT and other
diseases.

The early focus of the collab-
oration has been on pre-clinical
studies, clinical planning and
understanding the impact of the
disease on patients.

“This is the CMTA’s Strategy

to Accelerate Research in action,”

CMTA CEO Amy Gray said.

“We develop world-class research
tools and provide access to
expertise that attracts partnerships
with companies like InFlectis
BioScience. The goal of these
partnerships is ultimately to
develop therapies that have the
potential to treat people living
with CMT. We are very excited
that InFlectis BioScience has
received approval to begin Phase 1
clinical trials. This is one of many
examples of how the CMTA’s
research strategy is indeed moving
us closer to a world without

CMT”

InFlectis
BioScience
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THE CMTA FORMS ALLIANCE WITH ACCELERON PHARMA

TO ADVANCE CMT TREATMENT OPTIONS

strategic partnership with

Acceleron Pharma, a Cam-
bridge-based biopharmaceutical
company dedicated to developing
medicines to treat serious and rare
diseases, including CMT.

The CMTA’s Strategy to
Accelerate Research (STAR) con-
nects top CMT clinicians and
academic researchers with phar-
maceutical partners committed to
developing treatments, and ulti-
mately, a cure for CMT. Strategic
alliances with corporate partners
like Acceleron support innovative
drug development with a goal to
rapidly deliver therapies to CMT
patients.

“We are excited to establish
this partnership with Acceleron
as they work to advance their
lead neuromuscular therapeutic
candidate, ACE-083, through an
ongoing Phase 2 trial in patients
with CMT,” said CMTAs CEO
Amy Gray. “Strategic research
partnerships with great companies
are proof that the work done by
CMTA researchers is paramount
to understanding the disease and

T he CMTA has announced a

developing innovative medicines.
In the 10 years since establishing
the program, STAR has generated
important findings for advancing
the science of CMT and attracting
pharmaceutical companies to work
on CMT. We share Acceleron’s
enthusiasm and passion for
developing life-changing treat-
ments for patients.”

The partnership with
Acceleron will include preclinical
research and close collaboration
with the broader CMT commu-
nity through the CMTAs Patients
as Partners in Research initiative
aimed at raising awareness for the
thousands of patients living with
CMT. The partnership will seek
to incorporate the voice of the
patient in drug development and
future clinical trials through

patient initiatives such as focus
groups and surveys. Learn more
about the Patients As Partners in
Research Focus Group that was
recently hosted with Acceleron
on page 6.

“It’s a privilege to partner
with the CMTA in this important
initiative, as our missions are in
complete alignment,” said Ravi
Kumar, PhD, Chief Scientific
Officer of Acceleron. “Both orga-
nizations are deeply committed to
scientific innovation, but develop-
ing transformative therapies
cannot occur within the vacuum
of a laboratory setting. Ongoing
input from the patients we’re
working to help is essential for
success in these pursuits, and this

arrangement will help ensure that
CMT patients are heard.”

—---l
——= ACCELERON
ﬂ
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CMTA RESEARCH SPOTLIGHT:
Patients as Partners in Research Program

ultimately a cure for CMT.

The CMTA is pleased to announce the launch of our Patients as Partners in Research initiative!
The goal of Patients as Partners in Research is to advance the work of our STAR program and to
enroll the patient community in the critical work of furthering the development of treatments and

may be able to get involved
in the CMTA’s Patients as

Partners in Research include:

* Completing surveys about your
symptoms and experiences with
CMT

* Participating in focus groups
with the CMTA and our strate-
gic partners in the biotechnology
and pharmaceutical fields

* Enrolling in CMTA-funded
research studies with our clinical
and scientific partners

* Joining clinical trials for which
you may be eligible

S ome examples of ways you

4

N

. |

-l

6 THE CMTA REPORT SUMMER 2018

We have already created two
opportunities for people with
CMT to get directly involved with
research:

Acceleron Pharma Focus Group
One of the first projects under-
taken through our new research
initiative was a Patients as Partners
in Research Focus Group held in
early June 2018. In partnership
with the Cambridge, Massachu-
setts-based biopharmaceutical
company Acceleron Pharma, the
CMTA brought together patients
to participate in a focus group. The

BECOME A

S P BRRTNER

WE ALL DREAM OF A WORLD WITHOUT CMT.

Now there are even more ways for you to get involved!

% Complete surveys about your symptoms and
£ experiences with CMT
%

* Participate in focus groups with the CMTA and
our strategic partners in the biotechnology and
pharmaceutical fields

% Enroll in CMTA-funded research studies with our
clinical and scientific partners

Join clinical trials for which you may be eligible

Please visit www.cmtausa.org/patient-partners
for more information on these and upcoming
ipportunities for you to become a partner.

group’s aim was to develop a greater
understanding of CMT and to
gather information that will help
advance the field and inform the
development of new therapies.
Topics discussed included specific
muscle weaknesses, CMT subtypes,
healthcare utilization and current/
developing treatment options.

CMT2A Breathing Study

The second CMTA Patients as
Partners in Research opportunity is
a new study with the University of
Iowa CMT Clinic and CMTA
Center of Excellence to look at pul-
monary function for people who
have CMT2A. You are eligible for
this project if you are 15 and older
and have a diagnosis of CMT2A.
If you decide to participate in this
study, the University of Iowa will
evaluate your symptoms, and you
will have pulmonary function tests
to assess any problems with your
breathing. This may then lead to a
nighttime breathing treatment sim-
ilar to CPAP for sleep apnea which
could be tried to see if it would
help with your breathing. The
University of lowa will follow up
over time, so after the first visit
they will see participants back at
three months, six months and

12 months to see if this works in
people with CMT2A.

If you are interested in learn-
ing more about participating in
this study, please contact Emilee
Gibson with the University of
Iowa CMT clinic at 319-356-3894

or emilee-gibson@uiowa.edu. *



be the
breakthrough
in their lives

Thanks to your support, Charcot-Marie-Tooth Association’s STAR
research program is where it is today — on the verge of delivering
treatments for CMT, the progressive neuromuscular disease that

affects more than 2.8 million people worldwide.

BUT OUR WORK IS FAR FROM DONE.

In the next three years, the CMTA will need $10 million in
funding from people like you to maintain the quickened pace of
its research. With these funds, the CMTA will be able to:

¢ Conduct clinical trials on drugs already identified to treat CMT,
Eoising them for Food and Drug Administration approval.
[ ]

e the search for other treatments for 1A, 1B, 2A, 2E,
1X, 4C, and other types of CMT.

¢ Continue to pursue every promising avenue toward a cure
until we reach our goal of ending CMT.

More than most people, you know what a drug treatment for CMT
will mean. You undoubtedly have your own living example. Give
today, because there are 2.8 million reasons to end CMT.

Your gift is welcomed and appreciated and
is tax-deductible as allowed by law.

Please donate online at www.cmtausa.org/cmthreakthroughs
or complete the form below and mail to:

CHARCOT- MARIE-TOOTH ASSOCIATION
PO Box 105 ¢ Glenolden, PA 19036

Yes, the CMTA can count on my contribution to be the breakthrough in
their lives and accelerate research for a treatment for CMT!

O $75 0 $150 O $300 U Other:$

O Iaminterested in learning about leaving a legacy gift to the CMTA.
O Check enclosed, payable to the Charcot-Marie-Tooth Association, or
Please chargemy: O Visa O MasterCard 1 American Express

Name

Card # Exp. Date

Signature

Address

City State Zip

Phone
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BIOMARKER PROJECT SPOTLIGHT:
Developing Critical Tests to Accelerate

Treatments

BY JOHN SVAREN, PHD,
U. OF WISCONSIN-MADISON

ecause clinical trials involve
a large investment of both
time and funding, many
conversations with CMT
pharmaceutical partners
about potential therapies focus on
how to design clinical trials that
will quickly address a new medica-
tion’s efficacy. Consequently, one
of the most urgent needs in the
CMT field is to find better ways
to assess the dysfunction of the
peripheral nerves in patients
with CMT.

Building upon the neuropathy
score developed by the CMTA’s
Centers of Excellence in con-
junction with the Inherited
Neuropathy Consortium, a collab-
orative project that is funded in
part by the CMTA and directed
by CMTA board member Dr.
Michael Shy, several efforts have
been launched to develop addi-
tional measures that will provide
an assessment of neuropathy.
Because CMT is a slowly progres-
sive disease, developing these
measures is a challenge.

Some recent progress toward
this goal has come from magnetic
resonance imaging (MRI) studies
of calf muscle. Initiated in the
United Kingdom under the direc-
tion of Dr. Mary Reilly, a member
of the CMTA’s STAR Advisory
Board, and independently vali-
dated in collaboration with Dr.
Shy at the University of Iowa,
these studies show that the mea-
surement of muscle mass can be a
sensitive measure of neuropathy
progression. Moreover, recent
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studies from Dr. Reilly and Dr.
Alexander Rossor in London indi-
cate that blood samples can be
used to measure a protein called
Neurofilament L that is released
from CMT nerves.

Since the focus of several
CMT 1A therapies is reducing the
expression of the PMP22 gene
that causes neuropathy, the collab-
oration of Dr. Shy with Dr. John
Svaren at the University of Wis-
consin has turned to the analysis
of both blood samples and skin
biopsies. There are nerves present
in the skin, so the affected
Schwann cells—the cells in the
peripheral nervous system that
produce the myelin sheath around
neuronal axons—can be assessed
by sensitive gene detection meth-
ods to determine the level of
PMP22. This type of analysis was
used in the recently published
study of antisense oligonucleotides
in rodent models of CMT1A.This
study was published in December
2017 by scientists at lonis Phar-
maceuticals, in collaboration with
the CMTA.

In a recently awarded project
by the CMTA, Drs. Shy and

Svaren will collaborate to measure

PMP22 and other genes in skin
biopsies from CMT1A patients.
They also will see if similar gene
expression changes can be mea-
sured in the other major forms of
CMT: CMT2A, CMT1B and
CMT1X. In addition, blood sam-
ples will be used to identify
changes in not only nerve pro-
teins, but also other proteins and
RNA substances that are released
from Schwann cells that are
affected in CMT'1 neuropathies.
The goal of these studies is to
establish more sensitive ways to
determine the earliest indications
of whether therapeutic agents are
improving neuropathy in people
with CMT. We hope to find
blood tests that may be specific to
the aforementioned subtypes of
CMT, as well as some that could
apply generally to multiple types
of CMT. Given the progress the
CMTA and its strategic partners
are making toward clinical trials,
the development and validation of
these tests is critically important
and urgent, and it will provide a
more comprehensive battery of
tests that can be used to assess
whether new therapies have the
intended effect in clinical trials. *



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, PO Box 105, Glenolden, PA 19036.

Honorary Gift:

In honor of (person you wish to honor)

Memorial Gift:

Send acknowledgment to:

Name:

In memory of (name of deceased)

Card #

Name:

Address:

Send acknowledgment to:

Amount Enclosed:
[J VISA [ MasterCard

[ Check Enclosed

[J American Express

Address:

Occasion (if desired):
[J Birthday
[J Thank You

[ Holiday
[J Anniversary

[J Wedding
[ Other

Name:

Exp. Date

Signature

Gift Given By:

Address:

THE CMTA GRATEFULLY ACKNOWLEDGES GIFTS...

IN MEMORY OF:

WILBUR ADAMS, JR.
Ms. Nancy Drouin

JAMES ARUFFO
Ms. Diane Keeler

MARGUERITE ASHBROOK
Mr. Robert DeRosa
Mr. and Mrs. Frank Wurzel

MARCEIL CASEY

Ms. Virginia Anderson
Mrs. Mary Jo Casey
Ms. Barbara Casey
Ms. Mary Gissal

Ms. Christine Otto
Ms. Linda Rebrovic

CECILIA CLEMENTE
Mr. Richard Clemente

JOSEPH COMEAU
Mr. and Mrs. Stephen
Doyle

RONALD G. DANIELS

Ms. Sharon Bayliff

Mrs. Diana Daniels

Ms. Brenda Matthews

Mr. and Mrs. Roger Myers
Ms. Alma Snider

Mr. and Mrs. Darin Spinner

PRIMO DIPAOLO
Friends and Family
PhRMA

GERARD DONOVAN
Mrs. Elaine Donovan

PAULINE DUCHARME

Debbie and Dave Amos

Mr. and Mrs. Robert Benoit

Ronald and Jane Ducharme

Mr. and Mrs. Maurice
Godfroy

Mr. and Mrs. Robert
Guillemette

Mary Gail, Bob, Ryan and
Tim McCarthy

Mr. Joseph Pentedemos

Ms. Irene Ricard

Mr. and Mrs. Robert
Valcourt

THOMAS EGAN

Ms. Violet Addis

Mr. Eric Austermann

Mr. and Mrs. Daniel Bigalke
Mr. Greg Brainer

Ms. Christine Briggs

Mr. and Mrs. Rodney Bright
Mr. and Mrs. Jeffrey Bright
Ms. Lynne Calderwood

Mr. Chris Egan

Mr. and Mrs. Allan Crocker
Ms. Simone Daleen

Ms. Elgene Doinidis

Ms. Noelle Gailey

Ms. Elizabeth Gilbert

Ms. Susan Haerle

Ms. Sandra Horuczi

Mr. Richard Hubbell

Ms. Linda Kallabat

Ms. Nicole Kappes

Ms. Valerie Kligys

Ms. Linda Mitchell

Ms. Lynn Molinari

Mr. Roger Mosser

Ms. Joyce Oldham

Ms. Sue Carol Paul

Ms. Susan Radovich

Ms. Georgeann Rivas

Ms. Evonne Simoff

Ms. Stacy Thompson

Ms. Karen Twigg May

Ms. Leigh Vander Molen
Ms. Barbara Vastine

Ms. Heather J. Weyand

JO A. EHLERS

Ms. Ann C. Deuster
Dougherty

Ms. Shirley Hammock

Mr. and Mrs. Lee Tyne

JAMES FARLEY
Ms. Juli Anne Hornsby
Ms. Therese Miller

EVELYN FOOTE

Ms. Jean Bailey

Mr. Edward Fancher

Ms. Valerie Niederhofer

The James Platt Family

Mr. and Mrs. Mark Restivo

Ms. Joyce Robinson

Rochester Corvette Club

Mr. and Mrs. Robert Wells

Mr. and Mrs. David
Westlund

LORRAINE GORDON

Ms. Laurie Church

Mrs. Deborah DeGirolamo

DiBlasi Associates, P.C.

Mr. and Mrs. John Doyle

Mr. and Mrs. David
Gordon

Mr. and Mrs. Daniel
Luvender

Mr. and Mrs. Stanley Kosik

Mr. and Mrs. Michael
Orlando, Jr.

Mr. and Mrs. Joseph
Orlando

Ms. Kathryn Romano

Mr. and Mrs. Donald
Santoro

Mr. and Mrs. Irving
Silverman

Mr. and Mrs. Graciano
Trujillo

Mr. and Mrs. Frank Wurzel

DR. CARL BERRY
HATCHNER
The Hatchner Family

LARRY HOUGHTALING
Mr. and Mrs. James Bylsma
Mrs. Jacquelin Houghtaling

FLORA JONES

Mrs. Cindy Chesteen

Mr. and Mrs. Raymond
Jones

Ms. Sandra Patin

Ms. Mary Ann Wilke

KEVIN C. MEAD

Mr. Hugo Benitez

CGT Ltd

Corinthian Textile
Solutions

Independent Boat
Builders, Inc.

Mr. Mark Goldstone

Kennicott Dental Lab

Mr. Peter Kowalski

Mr. Mark Satcher

Mr. Thomas Solomon

Spradling International,
Inc—South

Triton Industries, Inc.

Mr. and Mrs. Donald
Warmoth

DONALD MELLOWE

Mr. and Mrs. Frank
Gunnison

Bruce Middleton

Ms. Katherine Touchstone

MARILYN MORFORD
Ms. Lisa Phillips

GREG NAMETZ

Ms. Nancy Gebert

Mr. and Mrs. Thomas
Weber, Jr.

ANNE OAKLEAF

Mr. and Mrs. Alfred
Overbay

Ms. Maryalice Rapp

Ms. Clair Schell

MICHAEL L. ROBINSON
Mr. and Mrs. Donald
Vancleve

CHRISTINE ROGERS
Mr. and Mrs. Bob Coley
Ms. Jill Harrison

PAUL RYAN
Mr. James Ryan

CHARLES SMITH, JR.

Ms. Libby Chesteen

Ms. Victoria Cox

Mr. and Mrs. Randy
Johnson

Ms. Pamela Malito

Mr. Chris McConnell

Ms. Mildred F. Mills

Mr. and Mrs. Russ Munger

Ms. Lisa Rish

SHIRLEY SPALTER

Mr. and Mrs. Sam
Bernstein

Mr. and Mrs. Roy Diton

Ms. Natalie Kaufmann

Mr. and Mrs. Jay Stoller

JANE SOFIELD
Ms. Arlene Stec

DONNA STONEBREAKER

Ms. Karen Bennett

Ms. Diane Bird

Ms. Marianne Buzinski

Mr. and Mrs. Michael
Slanec

Mr. Kent Stonebreaker

BERNARD STRITTMATTER
The Strittmatter Cousins

BETTY SWEENEY

Mr. and Mrs. Rodney
Derricott

Mr. and Mrs. John Hudak

Ms. Joanne Knapp

Ms. Karen Sweeney

Mr. and Mrs. Robert
Sweeney

BARRY TARTER
Ms. Patricia Cullen
MARION TERLIZZI
Ms. Nicole Negron
JENNY WEATHERS
Ms. Katherine Carr
Touchstone
DAVID WESLEY

Antique Automobile Club
of America

IN HONOR OF:

LYDIA ARUFFO

Mr. Anthony Aruffo

CINDY BAER

Ms. Maureen Aitchison

JONAH BERGER—

Happy Birthday!

Mr. and Mrs. Frank Weiss

BERGER FAMILY

The Sheila and Kenneth
Handel Foundation

ELISE BIDWELL
Ms. Ruth Todd

ERIN BLACK
Ms. Patricia Berger

MADELEINE BROWN

Mr. and Mrs. Mel Ross

Mr. and Mrs. Bernard
Squirrell, Jr.

TERESA CARROLL
Ms. Sherry Cook

RYAN CASTORO
Mr. Robert Hill

NICK DAMMER
Ms. Ranae Bunker

ROY AND HELEN DITON
Mr. Bob Chandler

Mr. Burton Herman
Ms. Carol Weis

JOHN ELDRIDGE

Ms. Morgan Sax

HOPE FREDERICK-
HYATT—“Happy
Mother’s Day!”

Ms. Coral Hilby

THE GENTRY FAMILY
Ms. Jessica Szempruch

DENNY GIRON
Ms. Deborah Korpar

LANA HARVISON-WELLS
Ms. Heather Trout

ALEXANDRA JOHNSON
Mrs. Beverly Johnson
CARRIE JOHNSEN

Mrs. Blair Blum

BRETT JOSEPH
Mr. Charles L. Blauer

DIANE LINDSAY
Mr. William Katzer

TODD LONG

Mr. and Mrs. George
Barnhardt

Mr. and Mrs. James
Caldwell

Mr. and Mrs. Bill Hirsch

Ms. Brenda Long

JOE METZGER
Ms. Helen Whitaker

BRENDA PEPPER
Terry Pepper

LAUREL RICHARDSON
Mrs. Blair Blum

BOBBIE AND ANGIE
RIFFLE

Mrs. Kim Guyor
RACHEL RIVLIN

Mr. Manuel Goldberg

ADAN ROGERS
Ms. Kay Rosenwald

COLIN ROGERS

Ms. Regina Rogers

Ms. Stacey Stroth
ESTHER ROTENBERG
COHEN

Mr. Charles S. Rotenberg

ANNA LEIGH SCHROETER
Ms. Louise Hannah

SACHI SHENOY
Ms. Suzanne Skees
AMY AND DANNY
SOLOMON

Ms. Lise Danforth

LAURA TERRY

Ms. Maureen Carleton
FRANCES TORONE
Mr. John Fitzgerald
ANTON AND ANNETTE

VAN VEEN
Ms. Lois Faure

SUSAN WEINER
Mr. and Mrs. Frank Weiss

INNA-LEENA ZAFIRIS
Ms. Staci Oien
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Charcot-Marie-Tooth Disease
& Pulmonary Care

BY ASHRAF ELSAYEGH, MD, FCCP, PULMONARY /CRITICAL CARE, CEDARS-SINAI MEDICAL CENTER

harcot-Marie-Tooth
Disease (CMT) is a
spectrum of disorders
(CMTI1A, CMT1B,
CMT2, CMTX, CMT3,
CMT4, and CMT5-7) that
affect peripheral nerves that
carry motor and sensory infor-
mation to and from the brain.
These include the phrenic
nerves, as well as other periph-
eral nerves that control the
function of breathing. This
produces symptoms of peripheral
nerve dysfunction, which can
result in difficulty breathing,
Although respiratory dysfunction
is not a very common hallmark of
CMT patients, it can occur.

DIAPHRAGM DYSFUNCTION:
Although breathing is controlled
by multple muscles, it appears
that the diaphragm plays the most
significant role. The diaphragm is a
muscle at the bottom of your chest
cavity controlled on each side by
the right and left phrenic nerves. If
the phrenic nerve becomes affected
or damaged, the diaphragm will
not be able to contract properly,
resulting in shortness of breath,
also called dyspnea. An early sign
of diaphragm dysfunction is dysp-
nea while lying flat. Patients will
have obvious shortness of breath or
difficulty catching their breath
when in a supine position—lying
facing upward—usually relieved by

sitting upright or sleeping at an
angled position.

Diaphragm dysfunction may
be diagnosed using multiple test-
ing. The simplest test is
pulmonary function, which tests
the strength and efficiency of
breathing. A full pulmonary func-
tion test (PFT) is not typically
recommended in CMT patients,
but could be performed if there
are any symptoms of breathing
problems. If abnormalities are
detected on initial testing, then
this can be followed by just the
spirometry portion at least twice a
year. Many clinics have this avail-
able in the office. Given that
respiratory decline is rare and slow
to occur in CMT, spirometry is
usually not indicated. The major
components of the PFT that are
helpful in patients with neuromus-
cular weakness are the Forced
Vital Capacity (FVC), which tests
the total volume of air one can
breathe out, and the Negative

Inspiratory Force (NIF), which
measures the force with which one
can take a deep breath in. Data is
not available to prove superiority
of FVC versus NIF in monitoring
respiratory decline; therefore, it is
important to monitor both for a
more accurate gauge of respiratory
dysfunction.

Another relatively easy test to
evaluate diaphragm dysfunction is
a SNIFF test. This test requires
the patient to sniff while undergo-
ing fluoroscopic imaging. This will
measure the movement of the
diaphragm. In general, this does
not need to be performed unless
surgical intervention on the
diaphragm is required, which is
discussed below.

Finally, phrenic nerve conduc-
tion and/or diaphragm EMG may
also be performed to evaluate
diaphragm function. The phrenic
nerve study is similar to the nerve
conduction study done for the
diagnosis of CMT except the
phrenic nerve is stimulated in the
neck and the recording is done
with sticky pads on the chest wall
and lateral rib. It is safe, and no
more uncomfortable than routine
nerve tests. The diaphragm EMG
requires a needle in the area of the
diaphragm and carries some small
risks. More recently, ultrasound to
evaluate the diaphragm has been
utilized in some centers. Again,
these are usually not necessary to

INIV is a portable noninvasive ventilator. Trilogy and Astral are two common brand names. CPAP and BiPAP are extremely uncomfortable for
neuromuscular patients with respiratory problems. When working with an NIV, the physician can program many more variables (rather than
just a simple pressure), so it becomes much better tolerated by the patient. When treating sleep apnea, neuromuscular patients have a higher
percentage of central sleep apnea (rather than obstructive). A CPAP would worsen central apnea, so NIV is again the device of choice.

10 THE CMTA REPORT SUMMER 2018



perform unless surgical interven-
tion is needed.

When respiratory decline is
discovered, early management is
necessary. The mainstay of therapy
is noninvasive ventilation (NIV).
Continuous Positive Airway Pres-
sure (CPAP) therapy is not
recommended in neuromuscular
disease. Although Bilevel Positive
Airway Pressure (BiPAP) therapy
is better than CPAD, there are now
more sophisticated forms of NIV
that are much more comfortable
for and much better tolerated by
patients. Also, as the respiratory
function declines further, the
newer forms of NIV are far supe-
rior in managing the respiratory
complications. They are superior
in maintaining the respiratory sys-
tem, as well as maintaining a
proper carbon dioxide (CO,)
level. If the patient has reached the

point of retaining CO,, he or she
should already have been placed
on noninvasive ventilation. There-
fore, monitoring blood gases to
follow the CO, level is usually not
indicated. It is a painful invasive
test that will not add much infor-
mation or contribute to changes in
management. The exception is if
the patient has signs of hypercap-
nia—high CO,—such as altered
mental status, headaches or diffi-
culty to arouse. At that point,
measuring CO; levels with a
blood gas will help in adjusting
the NIV settings. The recommen-
dation is to wear the NIV at night
while sleeping to start. If needed,
NIV may be used during the day
if dyspnea occurs.!

In CMT, as with other neuro-
muscular disorders, the weakness
in breathing usually does not
affect oxygen levels, but as men-

tioned above, may increase CO,
levels because of the inability to
blow CO; out of the body. There-
fore, supplemental oxygen is rarely
needed in CMT and may actually
be harmful in some patients.

If the respiratory decline has
reached a point that the patient is
requiring NIV 24 hours a day or
NIV is no longer benefiting the
patient, a tracheostomy may be
considered at that point. The
patient would then be attached to
a portable ventilator through the
tracheostomy. This situation is
exceedingly rare in CMT.

Diaphragm pacing always
comes up when discussing respira-
tory dysfunction in neuromuscular
patients. Diaphragm pacing has
equivocal results at best in neuro-
muscular patients and has never

been tested specifically in CMT

(continued on page 14)
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Make a difference in people’s lives and always be remembered
for your contribution. Benefit yourself, your family and the
Charcot-Marie-Tooth Association with your planned gift. Help us
fulfill our mission for many years and generations to come.

One of the easiest and most meaningful ways to leave a

lasting legacy is by making a bequest to the CMTA.

With the help of an advisor, you can include language in your will or trust specifying
a gift be made to family, friends or the CMTA as part of your estate plan.

With Your Kindness,
the Promise of a Brighter Future
for So Many is Close at Hand

1.You can gift a specific dollar amount or asset.

2. You can gift a percentage of your estate.

3.You can gift from the balance or residue of your estate. n
4.You can make a baneficry designation of ceran assls (
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B2 WHAT'S ON YOUR MIND? A Davi

Dear David,

Growing up, I watched my dad
miss out on a lot of family fun
because he was too self-conscious
to use a cane as he got older. He
was grumpy a lot and hardly ever
spoke of his CMT. As a young
boy, I was determined not to fol-
low in his footsteps. Although I'm
happy to be walking well with my
new braces, I am a little self-con-
scious and worry that wearing

Write to David at
info @cmtausa.org.

David Tannenbaum has

an LCSW degree and has ~ Draces separates me from others.
been a psychotherapistin - At 37, I would like to meet some-
New York City for the past— 4¢ 19 share my life with, but I

30 years, specializing in

helping others with the task féﬂr that my disabilit_‘y will make

of growing emotionally and  that impossible.
spiritually through physical
challenges. David replies:

My dad was stubborn as well, and
he also deprived himself of many
pleasurable experiences. Although
he had mobility issues that were
non-CMT-related, he saw using a
cane or wheelchair as a sign of

weakness. I failed to change his

mind. So, he passed at 87 and
spent the last years of his life feel-
ing like his body had failed him.

At some point in our lives,
hopefully sooner than later, we all
need to accept that we are indeed
a litdle different from others. That
difference does not have to deprive
us of most of the joys in life. In
fact, for many of us, the challenges
of CMT can help us develop qual-
ities like sensitivity, compassion
and kindness that will serve us
well in life. While there are people
who will judge you only by physi-
cal appearance, there are others
who will appreciate the more
human qualities you have culti-
vated over the years. A very
famous philosopher once said that
if you have a “why,” you can cope
with just about any “how.”

See your braces or any other
equipment that you need as sim-
ply the tools to reach your goal.
Don't focus on feelings around

needing some mechanical assis-
tance. Be practical and focus on
what you want to achieve. When I
was first diagnosed at 19 and
wanted to travel to Europe for the
summer, a doctor told me that
some of the best trips he took
were in a wheelchair. He had
polio, and it obviously didn stop
him from leading a full, purpose-
ful life. Of course, I was mortified.
This was not what I wanted to
hear. Yet many years later, I did
need the occasional assistance of a
wheelchair and experienced a great
trip to Europe. I was sorry only
that I didn't do it sooner. I was
proud of myself for letting go of
feeling self-conscious and was
determined not to allow CMT to
stand in my way. Instead of being
self-conscious, be conscious of
your best self, which has less to do
with focusing on your limitations
and more to do with loving your-
self for exactly who you are. *

/CMTA 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)..
Connecticut Children’s Medical Center (Farmington)
Massachusetts General Hospital (Boston)
Johns Hopkins University (Baltimore)...........

Lucile Packard Children’s Hospital at Stanford (Palo Alto)

Nemours Children’s Hospital (Orlando).............
Northwestern Memorial Hospital (Chicago)*.
Ohio State University (Columbus) .....
Oregon Health & Science University (Portland)*...
Stanford Neuroscience Health Center (Palo Alto) .
University of Florida (Gainesville)* ................
University of lllinois at Chicago (Chicago)*...
University of lowa (lowa City) ......

University of Miami (Miami)......
University of Minnesota (Maple Grove)
University of Missouri (Columbia).........
University of Pennsylvania (Philadelphia) .
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) .............

The National Hospital for Neurology
& Neurosurgery (London, England)
C. Besta Neurological Institute (Milan, Italy) .
University of Antwerp (Edegem, Belgium)

................ Dr. Manoj Menezes

\

CLINICAL DIRECTOR
Drs. Robert Baloh and Richard Lewis
.Dr. Sabrina Yum
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
.Melissa Himes
.Dr. Charles K. Abrams
.Dr. Michael Shy
.Dr. Mario Saporta
.Dr. David Walk
.Dr. Raghav Govindarajan
.Dr. Steven Scherer
Dr. David Herrmann
Drs. Susan lannaccone and Diana Castro
.Dr. Russell Butterfield
.Dr. Michael Weiss
Dr. Jun Li

Dr. Mary Reilly
.Dr. Davide Pareyson
Dr. Jonathan Baets
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NJ/NYC PATIENT /FAMILY CONFERENCE A SUCCESS
E

Our next Patient/Family Conference and Youth Outing will be here before you know it—

SAVE THE DATE TO JOIN US IN SEATTLE ON OCTOBER 20TH!

he association between hear-

ing loss and CMT has long

been recognized, with the

first published work on the

subject dating back to the
1970s. This association is not sur-
prising, because our sense of
hearing relies on nerves—called
cochlear nerves—to connect our
inner ear sound detection system
to the part of our brains that inter-
prets sound. Just as the nerves in
our legs and arms can be affected
by CMT, so can the cochlear
nerves. Interestingly, the rate of
incidence of CMT-related hearing
loss varies by CMT subtype.

The Inherited Neuropathies
Consortium (INC) Natural
History Study, the most com-
prehensive effort to date to
characterize the way the different
subtypes of CMT progress over
time, studied the number of
patients with various types of
CMT who complained of hearing
loss. Approximately 15 percent
of patients with CMT1A, the
most common type of CMT,
complained of hearing loss,
underscoring the need to better
characterize and understand this
relatively prevalent complaint.

An even larger proportion of
patients with CMT1B and reces-
sive forms of CMT (CMT4) noted

Hearing Loss & CMT

BY MARIO A. SAPORTA, MD, AND TIFFANY GRIDER, MS, CGC

the same issue (28.2
percent and 30 per-
cent, respectively).
Other CMT subtypes
associated with
hearing loss include
hereditary neuropathy
with liability to pres-
sure palsies (HNPP),
CMT1X and
CMT2A. CMT-related
hearing loss usually
affects both ears equally,
interferes with mid and
high frequency sounds and
ranges from mild to severe.
A common complaint
among patients with CMT-related
hearing loss is difficulty under-
standing others when in an
environment with loud back-
ground noise—a party or concert,
for example. Hearing loss can sig-
nificantly affect the quality of life
of people with CMT, including
impairing the communication and
learning development of children
with CMT, especially if left undi-

agnosed for a long period of time.

Stapes

Malleus

External
Auditory Canal

Tympanic
Cavity

Tympanic
Membrane

Round
Window

Hearing screening tests and
active discussions between patients
and physicians are important and
helpful strategies to identify and
cope with CMT-related hearing
loss. The use of hearing aids also
can be very useful. New technol-
ogy using dedicated mobile apps
allows for customized adaptations
to the hearing aid system in
response to specific environments
and social circumstances. *
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Our sense of
hearing relies on
the cochlear nerves
that connect the
inner ear to the
part of the brain
that interprets
sound. These
nerves can be
affected by CMT.
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PULMONARY DISEASE

(continued from page 11)

patients. Patients who are inter-
ested in diaphragm pacing should
discuss the procedure with a
center that performs it. At that
point, if diaphragm pacing is a
consideration, SNIFF testing and
diaphragm/phrenic EMG are
required.

Diaphragm dysfunction also
plays a role in coughing. Again,
although coughing is controlled by
multiple aspects, having a weak-
ened diaphragm can diminish the
ability to cough. This may lead to
secretion build up in the chest
cavity. The increased secretions
can also contribute to dyspnea.

As of now, there is no good
test to measure cough function
aside from clinically watching the
patient cough. If coughing is
affected, there are two main forms
of airway clearance devices that
may be tried. First, there is a high
frequency chest wall oscillator.
This helps break down secretions,
making them easier for the patient
to expectorate. Second, there is a
cough assist that can actually help
expectorate the secretions for the
patient.

The key to proper pulmonary
care is a durable medical equip-
ment (DME) company and a
respiratory therapist who special-
izes in neuromuscular patients.
They will help in day-to-day man-
agement and adjustment of the
noninvasive ventilator and will be
an excellent resource for the
patient on simple questions
involving the equipment.

VOCAL CORD PARALYSIS:
Although relatively rare, some
patients with CMT can have vocal
cord paralysis. In general, it is usu-
ally more problematic in children
than in adult patients. This may
present with unilateral or bilateral
vocal cord involvement. Unilateral
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vocal cord paralysis rarely presents
with symptoms. Chronic aspira-
tion of gastric content may occur
with vocal cord paralysis resulting
in repeated pneumonias. Bilateral
vocal cord paralysis can result in
stridor and difficulty breathing,
If patients develop chronic
multiple pneumonias secondary
to aspiration, vocal cord paralysis
should be considered. This may
be evaluated easily with a laryn-
goscopy. If paralysis is discovered,
no significant intervention is
usually warranted. Aspiration
precautions should be taken.
If vocal cord paralysis becomes
problematic with hoarseness
and difficulty breathing, a
tracheostomy is indicated.
These situations are rare, but
again, tend to be more common
in children than in adults.

SLEEP DISORDERS:

As with any neuromuscular dis-
ease, sleep apnea may occur in
CMT patients. Both obstructive
(OSA) and central (CSA) sleep
apnea may present in these
patients. Also, restless legs syn-
drome (RLS) and periodic limb
movements (PLMs) may occur.

Sleep apnea is cessation of
breathing—or reduction of respi-
ratory effort—during sleep.
Obstructive sleep apnea is sec-
ondary to obstruction of the
upper airway, whereas central sleep
apnea is caused by receptors in the
brain. Symptoms of sleep apnea
include poor sleep, frequent night-
time awakenings, daytime fatigue,
and morning headaches. Snoring
may or may not occur. Witnessed
apneas may also be a seen by the
patient’s sleep partner.

Restless legs syndrome is pain
or discomfort in the legs (that may
be unilateral or bilateral) occurring
during periods of inactivity usually
at night. The pain is relieved by
movement of the leg. Periodic

limb movements consist of the
jerking of limbs during sleep,
resulting in sleep disturbance.

OSA, CSA and PLMs may
all be diagnosed with an overnight
sleep study. A screening sleep
study is not indicated; however,
if patients have any of the above
symptoms, an overnight sleep
study (Polysomnogram/PSG)
would be indicated. Treatment is
warranted if the PSG is positive
for sleep apnea. Again, the newer
forms of NIV are recommended
rather than CPAP for neuromus-
cular patients. Also, CPAP is
generally not appropriate for
central sleep apnea. Therefore,
NIV for all patients with neuro-
muscular disease and sleep apnea
is recommended.

The only caveat to the above
recommendation is for patients
who may have already received an
NIV for respiratory dysfunction.
If the patient has NIV already
ordered, they generally do not also
need a sleep study since the NIV
will treat the sleep apnea automat-
ically. In addition, most PLMs
improve with treatment of the
sleep apnea, and NIV is usually
all that is needed.

Restless legs syndrome is a
diagnosis that is made clinically,
and no testing is needed. Multiple
pharmacological treatments are
available when the diagnosis is
made.

Pulmonary complaints are
very rare in CMT patients. When
problems occur, they are usually
slow in onset and slow in progres-
sion; however, if they do occur it
is a good idea to have a plan. See a
pulmonologist who specializes in
neuromuscular patients, as well as
get acquainted with a center that
specializes in CMT patients. In
addition, if equipment is ever
needed, use a DME/respiratory
therapist that specializes in neuro-
muscular patients. *
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NOW IS THE TIME TO PUT THE CMTA FUNDRAISING FRENZY
IN HIGH GEAR—PLAN YOUR WALK 4 CMT TODAY!

E ach year, thousands of people participate in Walks 4 CMT *

across the country to create awareness, renew hope and ;EME

generate a community of support, all while raising funds for

the CMTA and CMT research. ALK 4 [M
Many of the Walks 4 CMT are organized by 35 of the ® T

more than 70 CMTA branches, so if your branch is planning
a walk, please check with your branch leader to see what you
can do to help recruit participants and sponsors. If your branch
hasn’t done a Walk 4 CMT yet, now is the time to get started!
No CMTA branch near you? Not a problem! Were making it easy for you to bring a
Walk 4 CMT to your neighborhood. Just contact CMTA National Events Manager Andi
Cosby at andi@cmtausa.org or 1-800-606-2682, ext. 111, and she will help you get started
& and set up a webpage where your friends and neighbors can register for your walk and/or
¢ make a donation to the CMTA.
Whether your event is big or small, you will have 100 percent support from the CMTA
and tons of fun in the process!

Learn more about Walk 4 CMT at www.walk4cmt.org.
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1 can say, “Alexa,
turn on Table Lamp,”
or I can use the Alexa

or Vera apps on my
phone to turn lights
on and off; lock and
unlock doors, control
my thermostat--even
turn my Bose Sound-
Touch speakers on
and off’

Alexa, Fetch My Slippers

BY DANA SCHWERTFEGER

ell, okay, so Alexa

isn't able to do that

yet—or make the
perfect martini, but

Alexa does have an amazing
repertoire of skills that is being
expanded every day. Together with
Vera, my Smart Home controller,
and my TuyaSmart app, I can tell
Alexa to turn lights on and off,
lock and unlock doors, turn on
my Bose speaker and adjust my
thermostat.

I actually met Vera before
Alexa. Shortly after moving into
my new home in Arizona a couple
of years ago, I became increasingly
annoyed that I had to use a key to
shoot the deadbolt every time I
left my house. I've had some hand
involvement from my CMT for
about 15 years, and while I can
still use a key to lock and unlock
my doors, as long as I was doing
some renovating, it seemed like a
good time to take a closer look at
smart locks.
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I already had Schlage locks
that could be rekeyed, so I bought
three new smart locks at $180
apiece that work on Z-Wave tech-
nology, which is similar to Wi-Fi
or Bluetooth in that you have to
connect or pair your Z-Wave
devices with a controller. I looked
at Wink, Hue and several other
controllers, but I settled on Vera-
Plus because there was no monthly
fee, and it was just a one-time pur-
chase of about $150. Vera also had
an app for my iPhone, so once I
connected my locks, I could see
their status and lock or unlock
them right from my phone.

I could also set a PIN for each
lock or the same PIN for all of
them, so I could unlock my doors
by entering a code. Locking them
on the way out was super easy,
too. All T had to do was press the
padlock icon on the keypad to
engage the deadbolt. I still carry a
key, but I hardly ever use it.

Customers who bought this
item also bought....

Of course, the website where I
bought the smart locks also very
helpfully showed me other Z-wave
products that would work with
Vera. I wound up buying a
Z-Wave thermostat, a garage

door opener and countless light
switches. You can buy switches
with a rocker that replace conven-
tional switches, as well as wall
outlets. Leviton also makes plug-in
switches. Just plug a device into a
wall outlet and plug a lamp or
other appliance into the device.
Connect it to your controller, and
you can turn lights on and off

without having to fumble with
those pesky knobs.

VeraPlus (3150, no monthly fee) is
Jjust one of many controllers that can
be used to control Z-wave, Zigbee
and Bluetooth devices. Buying open-
box or refurbished items is a good
way to lower the cost of creating a
Smart Home.

Here an Echo, there an Echo,
everywhere an Echo....

Several months after setting up my
devices with Vera, I bought my
first Echo from Amazon. As I was
going through the list of all the
things Alexa could do, I discovered
that Alexa and Vera did not get
along, and I could not use voice
commands to control my devices.
The Vera developers quickly
caught up and now Vera and
Alexa work well together. At last
count, I now have six Echos and
one Echo dot, so I can issue com-
mands to Alexa from just about
every room in my house as well as
the patio and garage. I have two
second-generation Echos, but I
bought all the rest refurbished for
about $70 each. Buying refur-
bished and open-box items is one
way to keep the cost of a smart
home within your budget.

Moscow on the Hudson....
Remember that classic scene where
Robin Williams, playing a Russian
defector, goes into a supermarket
to buy coffee and is completely
overwhelmed by the number of
brands to choose from? Buying
smart home products can be a bit
like that. The technology is



advancing so rapidly, and so many
manufacturers have entered the
market, that the number of prod-
ucts and the variety of options has
become mind-boggling. From
Alexa and Google Assistant to Siri,
Cortana and Bixby, virtual assis-
tants are taking command of
everything from our coffeemakers
to our washing machines to our
bathroom mirrors.

So, to be smart about smart
home devices, start with a plan.
Make a list of everything you
want to be able to control. You
don’t have to do everything at
once—start with door locks and
maybe some lights—but be sure
that your system can be expanded
to include additional devices. And
be sure that the devices for what
you want to control are available

and fully compatible. An example:

When I bought a thermostat that
was Z-Wave compatible, the
product description said, “works
with Vera, etc.” It did, but I soon
discovered that not all of its fea-
tures were fully supported by
Vera. I can turn my heat or AC
on from my Vera app and set the
temperature, but I can’t program
wake and sleep settings. I should
have consulted Vera before buying
the thermostat to see which mod-
els were in Veras skill set.

Dumb and dumber....

A lack of compatibility isn’t the
only glitch I've encountered.
During what was supposed to be
a routine firmware update, my
$150 Vera controller became a
brick, a $150 Vera doorstop, and
much of my smart home sud-
denly became very dumb.

The same thing occa-
sionally happens if my
Wi-Fi goes wonky. After
half a dozen
support calls,
they replaced
my Vera. A reboot of my
router usually fixes the
wonky Wi-Fi, but it is a bit
irritating when I say, “Alexa, turn
on desk lamp,” only to have Alexa
respond, “I'm sorry. The hub desk
lamp is connected to isn't
responding.”

Enter my TuyaSmart app.
Tuya works via Wi-Fi and an app
on my iPhone, and the plug
adapters for Wi-Fi are less expen-
sive than Z-Wave adapters. I have
a few lights connected via Tuya,
which also has an Alexa skill, so
when Vera gets grumpy and takes
an unscheduled vacation, I can
still turn some lights on. Of
course, if my internet goes down,
all bets are off. Period. So, it’s still
a good idea to have a light or two
you can still turn on the old-fash-
ioned way, and don’t throw away
your house key just yet.

Back to the Future....
The Clapper—remember the
Clapper, the sound-activated con-
trol device that debuted in 1985,
around the time Marty McFly
was traveling back to the future?
It’s still around, but it’s like some-
thing from the Stone Age. And
yet, thinking about it in compari-
son to what gadgets can do today,
it helped me remember that just
because I can buy a washing
machine I can control with Alexa
doesn’t mean I need to.

There was a time when light
switches and door locks posed no
problem for me. But, as my CMT

Smart Plugs, about $10, are an easy
way to control lights or fans and work
through Wi-Fi and apps like Tuya-
Smart, which also works with Alexa.

Smart locks ($175),

Z-wave switches and

has progressed, I am grateful for
the smart home devices I have
installed. They do make living
with CMT easier. But some
things, like doing my laundry, I
can still manage very well on my
own without Alexa, thank you.

plugs (330-40), work
with Vera and other
controllers, many of
which also work with
Alexa and Google

Home.

Oh, and about

those slippers....

I swear I did not know about

this when I chose the title of this

article, but Nissan has developed

“self-driving slippers.” No kidding
.. when you press a button, little

wheels come out and the slippers

go and park themselves at the

door. The catch? For now, the

slippers are available only at the

ProPILOT Park Ryokan, a pop-up

hotel in Hakone, Japan. *

YOU ARE CORDIALLY INVITED
TO THE 9TH ANNUAL

NEW YORK
GALA &
AUCTION

Hosted by
Phyllis and Stanley Sanders,
and Ruth and Alan Korowitz
October 23, 2018 = 6:30 PM
The Essex House, NYC

Dinner, Auction and Research Update

s

RSVP by October 1
Sguterding@ssbwlaw.com » 516-741-5252 x2145
Donations can be made at www.cmtausa.org

*EK}HK

Charcot-Marie-Tooth Association
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©0 ¢ COMMUNITY
/.An\ ENGAGEMENT

GRASSROOTS /COMMUNITY FUNDRAISING

H ave you ever wondered what you can do to help cure CMT? The families
and community members youre about to read about have figured it out!
The CMTA relies on personal donations and community fundraising to
fund our mission. These amazing stories of community fundraising events
will inspire you and remind you that you can make a difference. Large or
small, everything our community does to generate dollars powers the

CMTASs ability to invest in treatments and therapies.

Remember, when you support the CMTA,
you are helping to create a world without CMT.

ANNUAL WESTCHESTER, NEW
YORK BRANCH LUNCHEON
Seventy people attended the
Westchester, New York CMTA
Branch annual fundraiser for
STAR. This year’s luncheon was
held at Banchetto Feast in Nanuet,
New York.

Donated lantern centerpieces
adorned each table, and seasonal
candy added to the festive feeling.
After a delicious luncheon a selec-
tion of home baked cookie platters
was placed on each table. A really

nice surprise was a sheet cake

The Permgne fafily-fundraiser drew a crowd
of more than 18@7,pec(>ple.

L T ﬁ?t
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which read “We'll Succeed” deco-
rated with the CMTA logo.

With an auction of gift cards
and gift baskets and a 40-20-20-
20 raffle, it was a really great
event, raising over $15,000, mak-
ing it the branch’s most successful
fundraiser ever.

PERRONE FAMILY FUNDRAISER
The Perrone family wanted to
have a fundraiser where they could
kick up their heels and have a
great time, so with the help of
great family and friends, they
organized a dinner dance. They
spread the word on social media,
and before they knew it, they had
more than 180 people attending!
The theme was “What can we
do?” and the answers were: Con-
tinue to support people who have
CMT and other rare diseases, con-
tinue to spread the word and
create awareness and continue to
fundraise to support research and
therapies. But, most importantly,
continue to celebrate differences.
They raffled fun-filled baskets and
had a 50/50, which brought in
more than $700. The winner gra-
ciously donated the entire amount
back. By the end of the event,
they had raised approximately
$12,000!

d —~

The excitement at Bingo
Night was on full display!

THE STRASBURG BINGO NIGHT
The first annual CMTA Bingo
Night fundraiser was on May 20
at the Strasburg Firehouse. It was a
big success! Event coordinator
Amy Keller was overwhelmed with
joy by the number of people who
came out to support her fight for a
cure for CMT. The event raised
more than $8,000 and filled the
room above capacity. Thanks to
family, friends, customers and
GetSmokd BBQ for all the sup-
port that made the bingo night a
success!

FISHING FOR A FIX

The 3rd Annual Fishing for a Fix
was held in Harrisburg, Pennsylva-
nia on Sunday, April 29. It was
another successful event, raising
more than $5,000! This year had
the highest turnout of participat-



FOR A CURE

ing anglers with 48 children com-
peting for the first fish of the day,
first palomino trout of the day
and top three trout by length.
Prizes included donated trophies,
as well as fishing rods, nets, tackle
and more!

As in previous years, all prize
items, raffle baskets, the kayak for
raffle and materials used were
donated, allowing all money raised
to be donated to the CMTA!
Food and drinks were also
donated this year from local gro-
cers, and there was even a food
truck! Get Smokd BBQ grilled up
hamburgers
and hot
dogs as well
as their tra-
ditional
BBQ menu
and donated
all proceeds
to the event.
Many
branch
members also contributed this
year by donating, volunteering or
attending the event!

With each year, the event has
grown and provided lessons on
what to add or how to improve.
Last year, the youngest branch
member raised more than $2,000
on his own at the age of 12.
Branch leaders were so impressed
they decided to create an award in
his honor! The first ever “Jordan
Mermelstein Fundraising Award”
was given to the highest individual
fundraiser, Devon Schaeffer! The
branch hopes to see this continue
and that it helps to teach the
young participants and commu-
nity about the focus on the
mission of supporting the CMTA.

The Harrisburg, Pennsylvania
branch of the CMTA really pulled

THE OXFORD FUNATHLON RAISES $100,000

he Oxford Biathlon—now the Oxford Funathlon—was bigger and better than ever this

year. Organized by CMTA Board member Steve O’Donnell with assistance from
CMTA Advisory Board member Clark Semmes and CMTA staff member Andi Cosby,
the fifth iteration of this popular fundraising event featured 28 swimmers, 61 bikers and
32 walkers. Participants included leading CMT researchers Drs. Michael Shy, Steven

Scherer and Mark Scheideler.

Our thanks to the 282 people who donated to the event and to the 117 people who
enjoyed a wonderful buffet lunch at Doc’s Sunset Grill. Once again, the event raised more

than $100,000 for the CMTA!

The event kicked off; as always, with an optional one-mile swim across the Tred Avon
river in beautiful Oxford, Maryland. The United States Coast Guard shut down all river
traffic on the historic Tred Avon as volunteer kayakers and paddle boarders escorted the
swimmers across the one-mile passage. For the first time this year there was even a drone,
deftly operated by Chris Sweeney, soaring overhead and taking snapshots of swimmers.

Once the swim was concluded, bikers took the Tred Avon ferry across the river to
Bellevue and rode 20 miles to Easton and then back to Oxford. While the bikers were out,
Andi Cosby led the walkers around beautiful and historic downtown Oxford with a stop
at the Highland Creamery, the best homemade ice cream stand on the entire planet.

After the athletic portions of the event, everyone met at Doc’s Sunset Grill for a
fabulous buffet featuring Maryland crab cakes, burgers and Caesar salads.

At an after-event party at the historic Robert Morris Inn in downtown Oxford, Chris
O’Donnell seized the microphone from a local troubadour and led diners in rollicking
renditions of Van Morrison’s “Brown Eyed Girl” and Neil Diamond’s “Sweet Caroline.”

It was later remarked by some that it was a wilder time than the historic inn had seen in

many a year.
For those who wish they had attended the event, please consider joining next year.
The Funathlon will continue until a cure is found for CMT!

together this year and collectively
created another special day!
Branch members can't wait to do
it again next year!

HOPS FOR HOPE

There was a great turnout for the
first ever Hops for Hope! The love
and support from CMT members,
families and the community was
felt and seen by all! Congratula-

tions to the silent auction winners
and a huge thank you to Swamp
Cabbage Brewing
Company, Ludicrous
Foods truck, and the
Belgian Waffle food
truck for providing
awesome food and
beverages! The event
raised more than

$1,000! *

‘Hops for Hope
Sjlrgq_i'-Auctipﬂ
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Beating CMT—and Enjoying Every Minute of It

BYBOBBELZ e — = not walk the hills putt. Regal Research gave me the
and could not get in  names of golf courses in my areas
rom high school " or out of a sand that had SoloRider golf cars to
Fsports to college § bunker. I did not rent so I could try one out. I took
wrestling to bull want to sit around one to the driving range several
riding and marathon all day, so I did times before I decided I needed
running, I have been ; | some research and one. I now play golf at least three
active in sports all found the SoloRider ~ times a week and go to the driving
my life. I thought CMT had golf car (www.solorider.com). range and the practice putting
missed me, but in my 60s, I began  SoloRider is a specially designed green a couple days a week—not
to show signs of CMT. I went golf car for people without legs or  bad for an 82-year-old man! I
from orthotics to a cane and an inability to use the legs as need help teeing up the ball and
finally to a walker. My major intended. The seat swings out raking the bunkers, but no one
problems are balance issues and manually, then electronically seems to mind helping me. Other
leg weakness. stands the driver up. The driver is  players are very encouraging and
Golf was my last sport—I held in place by a belt around the  helpful.
have played most of my adult waist and the chest, if necessary. We each have to defeat CMT
life—but at 82, it was a chal- The car is designed so the user  in our own way, and with
lenge. I could not swing a golf can drive onto the teeing ground SoloRider, it looks like I will be
club without falling down, could and on the green so the user can playing golf for a long time! *

patsny  Gycle 4 GMT!

Sunday, August 26, 2018
The Old Lantern, 3260 Greenbush Rd, charlotte, VT

cycling and/or walking amu;ji the breathtaklng'
Vermont's Lake Champlam-and the Greerrl

L
Not a cyclist or walker? No problemI ﬁég
event after-party and join us for live musi
meal, great conversation with CMT experts.
impressive silent auction.

Schedule of Events i
Cycle 4 CMT (8:00 am — 11:30 am) Ride either 6.5, 15,25

or 40-mile routes through scenic Vermont towns with fantastic o i) NEW FOR 2018!!

views of Lake Champlain, the Adirondacks and the Green The Cycle 4 CMT Virtual Rider or Walker Program

Mountains. Find route details at www.cycle4cmt.com. : . ! -
Can’t make it to Vermont this year? No worries. Anyone can join

Walk 4 CMT (10:00 am — 11:00 am) Walk one mile on the the fun from anywhere! Register to ride or walk virtually anytime

beautiful grounds of The Old Lantern and enjoy the scenery of between now and August 26. Invite friends to join in on the fun.

Charlotte’s countryside and Lake Champlain. We’ll send your Cycle 4 CMT swag upon -
completion of your ride/walk.

Event Party (11:00 am — 3:00 pm) Live music by Leno, :

Cheney and Young e Local Vermont beer and cider, as well

as non-alcoholic drinks e Fully-catered meal, silent auction

items from local sponsors, and more!

Register or donate today at www.cycledcmt.com
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ALASKA
Anchorage Area
Megan Rodgers
907-244-2100

ARKANSAS
Little Rock
Lisa Jones
501-776-5364
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
408-203-8804
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 O’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
Indianapolis Area
Nancy Allen
317-459-8773
Patricia Wood
317-345-2254

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

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 Gaul
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
Dan Gattuso
512-516-9161
Dallas Area
Michelle Hayes
214-529-3325
Gwen Redick
256-655-0391
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
Lynn Ronald
206-546-8923
Denise Snow
206-321-1261

WEST VIRGINIA
Charleston Area
Karen McClure
304-548-4413

WISCONSIN
Madison Area
Debi Weber
608-712-8709
Milwaukee Area
Susan Moore
414-604-8736
Frank Gess
414-475-1515

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.
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CMTA
BRANCH

NEWS

ATLANTA, GEORGIA

Our thanks to the Atlanta branch of the
CMTA for welcoming Jeannie Zibrida as its
new branch leader.

The group met Saturday, March 24, for
an informative talk by David Keane from
GeneDx. He spoke about new advances in
research and more variants being discov-
ered. GeneDx has a very generous billing
process, and they will mail a kit to homes
of patients (cheek swab or oral rinse) with
a physician’s order. David has been very
supportive of the CMT community and also
has been educating Atlanta-area doctors.
The Atlanta branch is very grateful to David
and for having GeneDx as a corporate
Sponsor.

*
BALTIMORE, MARYLAND

The guest speaker at the May meeting
was University of Pennsylvania neurologist
Dr. Steven Scherer. CMTA board member
Steve 0’Donnell also was at the meeting.
There were 28 attendees, including a hand-
ful of new group members. The Oxford
Funathlon was on Saturday, June 9. The
next meeting will be in September 2018.

*

EASTON, MARYLAND

The Easton branch of the CMTA had a great
meeting on Saturday, February 17.

Guest speakers included CMTA board
member and chronic pain expert Elizabeth
Ouellette (via Skype) and Jed Newhart, a
brace expert at Dankmeyer, Inc.

*

GRAND RAPIDS, MICHIGAN

The Grand Rapids branch met on February
21. The group discussed a new anti-sense
drug in a clinical trial that is showing signs
of stopping the progression of CMT1A, and
in some cases, even reversing symptoms of
the disease. lonis, based in San Diego, is
the lab doing the work.

The group also discussed strategies to
help with hands, including silver ring
splints, theraputty and occupational therapy.

Stephanie, an occupational therapist
with Family Tree Therapies, offered a free
month of services for someone within the

The Baltimore branch of the CMTA had
great meetings on Saturday, February 18
and Sunday, May 20.

Guest speakers at the February meeting
included CMTA board member and chronic
pain expert Elizabeth Ouellette (via Skype)
and Jed Newhart, a brace expert at
Dankmeyer, Inc. CMTA board member
Steve O’Donnell was also at the meeting as
were Kimberly Kellner and her new support
dog, Tigger.

group to check out her approach and report
back. The group held a drawing, and Pam
Yuhas was the winner.

The group discussed speaker ideas for
2018 and expressed interest in therapists
and counselors for grief management and
coping skills, a geneticist and a physical
therapist. Topics of interest included Cen-
ters of Excellence, acupuncture and the
lonis and Acceleron clinical trials.

Fundraiser ideas included a walk,

\.

UNDERSTANDING CMT: A GUIDE FOR PATIENTS,
PHYSICAL THERAPISTS AND OCCUPATIONAL THERAPISTS

aving a hard time finding a physical therapist (PT) or occupational therapist

(OT) who knows about CMT2 Fret no longer! Thanks to our expert clinicians,
the CMTA is on the verge of publishing a guide for patients, PTs and OTs outlining
the assessment and care of people with CMT. Because CMT manifests so differently
from person to person, this guide, based on research, experience and patient input,
will optimize collaboration between physical and/or occupational therapists and
patients, delivering the best possible care for an
individual’s specific needs. This well-written
document will be available soon, empowering
people with CMT and their health
care professionals to make
safe, educated decisions
regarding a rehabilitative
plan of action to maintain
function and quality
of life.

Who Are
... Occupational
Th ts?

N
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a dinner, tree wrapping, bracelet sales,

a motorcycle ride, T-shirt sales and a
walk/T-shirt sales/meal combination event.
Those interested should take the poll on
Facebook to choose an event.

*

MADISON, WISCONSIN

Twenty people, including new members,
attended the March 8 meeting. CMTA STAR
Advisory Board Chair Dr. John Svaren pre-
sented positive and informative updates on
the CMTA and CMT research advances. Fol-
lowing a few announcements, there was a
round table discussion that included intro-
ductions and a time to share.

In May, 12 members of the Madison
branch gathered to hear guest speaker
Abby, a certified yoga instructor. Abby
showed the group stretches that can be
done on the floor or in the bed. The group
also discussed what’s going well, chal-
lenges and how to help others find
solutions to challenges.

The inaugural Madison CMTA picnic
was on Saturday, July 28 at Deb and Tom’s
home in Sun Prairie, Wisconsin. Everyone
was invited!

Donations in memory of branch
member Greg Nametz may be made at
www.cmtausa.org/donate/gregnametz/.

*
DENVER, COLORADO

There were 14 members at the April meet-
ing, where there was a very educational
discussion on the physics of movement
and walking, the technology available for
orthotics and bracing and what to consider
in approaching the various orthotic options.
The group is grateful to Chris Cumsille and
everyone in the room for their time.

*

MELBOURNE, FLORIDA

The Melbourne, Florida CMTA Branch had
its inaugural meeting on March 3 at the
Aquarina Beach Club on Highway A1A in
Melbourne Beach. There was a great
turnout: more than 20 people attended to
hear special guest speaker Jeana Sweeney.
The next meeting will be held in early June
and will be hosted by Maritza, the new
branch co-leader. The group is honored and
thrilled to add another branch to the CMTA's
growing tree of awareness and action.

*

NAPLES, FLORIDA

Twenty-four Naples, Florida branch mem-
bers were treated to a double feature with
dinner on March 1. Chris Toelle, area clinic
manager for Hanger Orthotics, and Lance
Harm, Naples practice manager for Hanger,
gave a presentation on “What Device is
Best for You.” They brought examples of
many front- and rear-supported plastic and
composite AFOs and explained the features
that best met patients’ symptoms. They
demonstrated a deep understanding of
challenges faced by people with CMT—
and to top it off, they brought dinner.

The second feature was CMTA Director
of Development and Co-Director of Camp
Footprint Jeana Sweeney, the wonderful
lady who helped Roy Behlke launch the



Naples branch five years ago. Jeana started
by surveying the attendees’ types of
CMT—five 1As, two 2As, one 4A and one
1B. The group mirrored the overall CMT
population with 60 percent of the group
having CMT type 1A. She relayed the good
news that CMTA has active research pro-
grams on all the types mentioned and has
had a recent breakthrough on this type of
CMT. lonis Pharmaceuticals has published
a paper on their new research drug show-
ing success in reducing and reversing

symptoms of CMT1A in laboratory animals.

Jeana stressed the importance of
fundraising, as the next steps leading to
clinical trials in humans will require large
investments, and she also discussed the
success of Camp Footprint. Twelve-year-old
Juliette Beliveau attended the camp last
summer and told of her new experiences
and the fun she had horseback riding, rock
climbing, dancing, canoeing and tie dyeing
with other kids who have CMT.

*

SACRAMENTO, CALIFORNIA

The Sacramento, California branch had a
wonderful meeting on May 19. There were
10 people in attendance, and the group
welcomed two new members. Group
members enjoyed telling all of their stories
and sharing resources. The group talked
about the patient side as well as the care-
giver side. The social and backyard potluck
was July 28.

*

SEATTLE, WASHINGTON

The Seattle branch welcomed several new
faces. There was a great turnout of about
40 people, including Dr. Weiss and his
crew. Elisa talked about fundraisers that
happened in May and June.

Denise and her husband, John, shared
their adventure looking at some amazing
stair lifts that they found in Fife. They also
found many devices to help people with
CMT. Shingi and his dad, Robert, spoke
about a new device his physical therapist
invented that helps him open bags and
other hard-to-manage items. The group
also discussed four books related to CMT:
“CMT Disease,” “Conquering CMT,”
“Running for My Life” and “CMT and Me.”

Dr. Weiss discussed nerve testing and
answered questions. Many thanks to those
who volunteered to do the test.

*

TORONTO

At the January meeting, the group
welcomed Shawn Meirovici, ND, a naturo-
pathic doctor who specializes in treating
patients with multiple sclerosis, brain
injury, spinal cord injury and other neuro-
logical diseases. He gave an excellent
presentation with slides on many topics:
sugar, diet, nerve pain, protecting nerves,
cramps and spasms, and available tests,
such as for hormones, toxins and food
sensitivities. Notes from his presentation
will be distributed in a separate
document/email. The group is really
grateful to Dr. Meirovici for giving up part
of his busy Saturday to educate the group!
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CMTA MEMBERSHIP, PUBLICATIONS & ACCESSORIES ORDER FORM

NAME: / /

First Mi

ADDRESS:

Last

CITY: STATE:

ZIP:

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

DAYTIME PHONE:

EMAIL:

EVENING PHONE:

***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.***

©00000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000
.

Subscription Membership Benefits: STAR Membership Benefits:
« Online access to valuable information « All of the benefits of Subscription Membership
about living with CMT PLUS

e An information kit and a 10% discount
at the CMTA store

e Quarterly delivery of The CMTA Report,
(electronic and/or hard copy)

JOIN THE CMTA:

Subscription Membership 1$30
STAR Membership []$100

NOW ON KINDLE! “101 Practical Tips
for Dealing with Charcot-Marie Tooth Disease”

« One free pair of Aetrex Shoes in the style of their choice
(new STAR members only)

* 50% off all Aetrex shoes (new and renewing STAR members)
* 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

10 0000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000

QUANTITY cosT TOTAL

Kindle version available for $7.95 on Amazon.com:
www.amazon.com/ebook/dp/B06ZZ4QGN1

ec0c00c0cccc00c0c0000000e

Choose your magazine format
(check one or both)

CJPDF OJ Print

Regular Price STAR Member Price

My Child Has CMT $5 $5
CMTA T-Shirts [ Navy Blue with white logo) 1 White with blue logo) $15 $12
Quantity and Size: S___ M___ L XL 2XL___ 3XL___
CMTA Shark-0 T-Shirts $20
Quantity and Size: S___ M___ L XL 2XL___ 3XL___
CMTA Sweatpants
Quantity and Size: Youth XL___ $20
AdultS___ M___ L XL__ 2XL__ 3XL___
Be a STAR Wristhands $1.50 each*
Be a STAR Necklaces (Includes battery) $5 each*
Washable CMTA Tattoo (Pack of 5) $1 per pack
CMTA Pin $3 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)
*Quantity discounts for these items available online ORDER TOTAL

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

1 Money Order [J American Express

Card Number:

Expiration Date:

[ MasterCard CJVISA

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.
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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
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