THE

STANDS S0 TALL
AS WHEN HE STOOPS
10 HELP A CHILD.”

—ABRAHAM LINCOLN

7 , Food Additive
Treatment for 1X

14

REPORT

Managing CMT Symptoms
with Nutrition

www.cmtausa.org

An 0ld Man’s
Journey with CMT




PONYING UP

FOR THE CMTA:
BOARD MEMBER
DAVID COLDIRON
HOSTS A KENTUCKY
DERBY PARTY

Charcot-Marie-Tooth Association

SUMMER 2021

RESEARCH
CMTA AWARDS ZUCHNER $300,000 FOR GENE DISCOVERY WORK............cccccc...
CMTA AWARDS $100,000 TO EXPLORE POTENTIAL 1X TREATMENT .....ccoovvvvinnneen.

CMTA-STAR AWARDS $11 MILLION IN GRANTS FOR CLINICAL TRIAL PREP..........
PXT3003 TRIAL SHOWS SUSTAINED BENEFITS FOR CMT1A PATIENTS .........c.......
PARTICIPANTS SOUGHT FOR BIOMARKER STUDY .....ccccoviiminriiiceinerieriensieeieenieeeens

COMMUNITY

WHY SHE GAVE: JEAN NIBBE ..o ;
AN OLD MAN'S JOURNEY WITH CM . ouinin. |

VIRTUAL BRANCH NOTES ..o
LIVING WITH CMT

MANAGING CMT SYMPTOMS WITH NUTRITION... H MESSHGE

OCCUPATIONAL THERAPY FOR CMT HANDS

HEATED MASSAGER WARMS COLD LEGS FRUM THE EEU

ASK DAVID oo

FUNDRAISING The Power of
CELEBRATING STEVE (AND HIS TWO DECADES OF FUNDRAISING) .o Connection
FIRST ANNUAL COLDIRON DERBY FUNDRAISER NETS $30.823 ..o

YOUTH
IT'S TIME TO DANCE 4 CMT ..ot 13

THE CMTA REPORT | SUMMER 2021

Charcot-Marie-Tooth Association

Charcot-Marie-Tooth Association

P.O. Box 105

Glenolden, PA 19036
1-800-606-CMTA (2682)
FAX (610) 499-9267

cmtausa.org Email the CMTA at



gTE\IE WITH QUINN AND H BIG SISTERS—
Y ;,t EL[ZA JULIANA AND CHLOE

OF FUNDRAISING)

STEVE:

4

e

CELEBRATING

(AND HIS 2 DECADES

teve O’'Donnell is a

force of nature, as

relentless as a hurricane

and as powerful as an
8.5 earthquake. He also has
a heart of gold, a soft spot
for kids with CMT and a firm
belief that a cure for CMT is
within reach.

Whatever Steve does, he does full out,
with unmatched drive and tenacity.

It's what made the CMTA’s longest-
serving board member a successful
businessman and it's what makes him a
powerful fundraiser for the CMTA, with
some $1.78 million in his column (and
more coming in daily) over the last 20
years. Steve sold his steel company in
2020, but you couldn’t call him retired.
Instead, he’s focusing his prodigious
energies on what has become his life’s
mission—finding a cure for CMT.

It all started with a swim. For many
years, Steve’s yearly fundraiser was a
swim across the Chesapeake Bay he
called the “Swim for the Cure.” Begin-
ning in 2002, he piggybacked his CMT
fundraising event onto a swim held by
another nonprofit. When they objected,
he pivoted to a lesser body of water—
The Tred Avon River—for an event he
dubbed the Oxford FunAthlon. The
event continued to morph, first online in
2020 and then to Baltimore in 2021 for a
one-mile swim and a 20-mile bike ride.

Following Steve’s fundraising lead,

a number of other board members
have also organized major fundraising
events, including the Cycle (and Walk!)
4 CMT spearheaded by Elizabeth and
Chris Ouellette and Gilles Bouchard,
Herb and Rachael Beron’s Team Julia
swim and Phyllis Sanders’ and Alan
Korowitz’s New York City Gala.

It would be hard to enumerate all of
the good Steve does in the name of
the CMTA, from inspiring the kids in his
neighborhood to raise CMT research
funds with a lemonade stand to work-
ing with physical therapist and neuro-
logic clinical specialist Mike Studer to
create a comprehensive fitness pro-
gram for CMT patients of all levels and
abilities. Not to mention the countless
people he encourages, inspires and
helps. Here are just a few:

Molly Fernandes, mother of our cover
model Quinn, 3, says “We met Steve

less than six months after Quinn’s
diagnosis with CMT1B and our intro-
duction to CMT. It was September 2019
at NBC4 Washington, just moments be-
fore our live interview to raise aware-
ness of CMT and the DC Walk 4 CMT
the following weekend. Steve’s passion
for this cause was infectious and, for
the first time, | was convinced we can
find a cure for this cruel disease. Steve
and Quinn became pals instantly. She
even gave him a hug and kiss before
parting! Over the subsequent months,
it was clear that our Mighty Quinn
worked her magic and inspired Steve
as well. He checks in on her often and
celebrates her every milestone. It's so
nice to have met such a positive role
model, inspiring leader, and all-round
good guy so early in our CMT journey.
And Quinn is honored to be the first
female and the first child to receive the
‘Man of Steel’ award.”

Steve inspires CMTA Board Member
Dr. Steve Scherer “because he takes
such good care of himself and cares
deeply about others. He is the embodi-
ment of how well a person can main-
tain his physical abilities despite having
CMT. His long-standing commitment
and leadership in the CMT communi-
ty highlight what one person can do.
Thank you, Steve.”

“Unstoppable” is the word CMTA
Development Director Jeana Sweeney
uses to describe O’Donnell: “Every-
thing that Steve does, from getting up
very early in the morning to go for a
swim to helping others, and of course
his drive to raise funds needed to cure
CMT, he does with his whole heart.
Steve refuses to quit, no matter the
roadblock. His determination not to
give in and not to give up has inspired
so many, with or without CMT (me
included). | feel very fortunate to have
worked with Steve for so many years.
However, | feel luckier to call him my
friend. | do not doubt that |, my daugh-
ter Rylee, and the 3 million people
living with CMT will benefit from his
refusal to give in.”

CMTA Advisory Board Member Clark
Semmes said, “When | was depressed
following my diagnosis with CMT, a
good friend told me about a guy in

my neighborhood who had CMT and
swam across the Chesapeake Bay
every year to raise funds to find a cure.
His name was Steve O’Donnell.

continued on page 6

Steve O’Donnell emerges from
the Chesapeake Bay after his
July 2002 fundraising swim.

“Steve is known for his
boundless energy, his fierce
competitiveness and his
ability to inspire others. But
what has touched me so
many times is that he also
has such a BIG HEART. It’s
this unique combination

that has made Steve such a
valuable member of our team
for so many years, fueled his
countless contributions for
those affected by CMT and
makes him such a fun and
interesting person to work
with.”

—Gilles Bouchard,
chair of the CMTA
Board of Directors
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CELEBRATING STEVE

continued from page 5

| decided | had to meet this guy, got
his phone number, and gave him a call.
He immediately invited me over to his
house. Despite a serious case of CMT,
Steve is a successful businessman, an
amazing athlete and a devoted hus-
band and father. Once | met Steve, |
quickly decided | could no longer feel
sorry for myself”

According to camp counselor and Har-
risburg branch Leader Erin Weierbach,

“Steve is as dedicated to the community

living with CMT as he is to the CMTA's
mission. He’s a natural relationship
builder and a genuine listener, which
always makes me feel comfortable to
be myself around him and empowered
to not let CMT stand in the way of a
beautiful life. | appreciate his commit-
ment to raising funds and awareness,
but more importantly, | appreciate his
positive energy and the authenticity
he brings to the CMT community!”

Steve’s kids, Jamie, 27, and Sean, 25,
told the CMTA Report, “For as long as
we can remember, we watched our
dad devote himself with unparalleled
passion to the CMTA. He set his goal
of finding a cure for CMT over 30 years
ago and hasn’t given up since. Seeing
him work tirelessly towards bettering
the lives of those afflicted with CMT
taught us a number of important life
lessons: how to pursue something you
care deeply about, how to persevere
when it seems like your goal is just

out of reach, and most importantly,

the value of believing in something
that benefits a greater good. We are
so proud to see how far research and
treatments have come, and are excited
to see a future with no CMT!”

is
the word CMTA Development

Director Jeana Sweeney uses
to describe Steve O’Donnell.
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“Steve is an incredible ambassador for the
CMTA community. He leads by example and
has done so for over 20 years through his
fundraising efforts and role on our Board of

Directors. His passion is unparalleled and we
are so grateful to him for all he has done to
further our mission.”

—Amy Gray, CMTA CEO

Long-time friend of Steve (FOS) Steve
O’Connell is “inspired by Steve’s
dedication to the cause. Year-after-year
Steve would prepare for the Chesa-
peake Bay swim and | was always
amazed at the effort he put in. At the
time | had no idea about the disease
he was battling. | knew he had

issues but was not aware of CMT.

J The O’Donnells: Steve, Sherri, Sean and Jamie

Clearly, he had skin in the game.
Eventually, Steve got me involved in
the bay swim and later the FunAthlon.
He inspired me to take the next step
and sponsor a golf tournament to
further support the cause. | can see in
Steve a deep desire to find a cure for
CMT and it makes me want to help him
as much as | can.”

For the 2021 event, Sherri and Steve O’Donnell have committed to
donating $5 per lap swum, up to $20,000; and $5 per mile biked,
up to $20,000. Between now and September 30, we’re asking
everyone to DIVE in and celebrate Steve’s 20 years of fundraising
efforts by starting their OWN Virtual Swims 4 CMT.

Let’s meet this amazing $40,000 challenge and
show the O’Donnells our thanks and support!

To register, go to:

FUNATHALON CELEBRATIONS
Below: Steve with CMTA Development Director Jeana
Sweeney. At right: Steve and friends in 2018.

CMTA AWARDS ZUCHNER $300,000
FOR GENE DISCOVERY WORK

he Charcot-Marie-Tooth
TAssociation May 12 awarded

Dr. Stephan Ziichner and his team
at the University of Miami $300,000
for a project aimed at increasing
understanding of the genes that
cause CMT, a critical step in the drug
development process.

The three-year project will support
data sharing, curation of existing
data, and the development of web-
based access for CMT patients to
participate in genomic studies. In
addition, the funding will support the
implementation and validation of a
machine-learning algorithm for CMT
genetic variations.

The first generation of genetic therapies
is now available for neuromuscular
diseases like spinal muscular atrophy
(SMA) and hereditary amyloidosis

with neuropathy or in clinical trials for
diseases like giant axonal neuropathy
(GAN), and a flurry of similar projects will
begin soon. There is a new urgency to
uncover the complete genetic basis of

he Charcot-Marie-Tooth

Association announced a
$100,000 grant May 25 that will
fund a study into whether a common
food additive can be used to treat
CMT1X.

John Svaren, PhD, of the University
of Wisconsin (the head of the

CMTA's Scientific Advisory Board)
and investigators at the Jackson
Laboratory will use a mouse model of
CMT1X to perform the studies, which
will take about a year. If successful

in demonstrating proof of concept,
these studies could lead to an
accelerated path to the clinic.

CMT is a degenerative neuromus-
cular disease that Kills the long, or
peripheral, nerves to the hands and

inherited neuromuscular diseases,

a prerequisite to finding treatments.
CMT is one of the most common
inherited disorders in neurology,
affecting one in 2500 individuals, yet
less than 50 percent of CMT2 patients
receive a genetic diagnosis.

Dr. Ziichner’s previous work has
contributed to the discovery of more
than 25 novel, mostly axonal, Type 2
genes. He and his team have built
extensive discovery resources,
including the largest collection of CMT
exomes/genomes and GENESIS, a
data analysis platform that allows for
real-time data sharing and genetic
matchmaking.

Building out the CMTA's bioinformatics
abilities, which are available to the
Inherited Neuropathy Consortium

(INC) and other CMT collaborators in
GENESIS, will result in a continued high
pace of gene/allele discovery. Ziichner
and his team recently identified
mutations in the SORD gene that
cause a recessive form of CMT2.

feet. As the nerves die, the muscles
around them follow suit. All of the
CMTA's research efforts are consol-
idated under its Strategy to Accel-
erate Research, or STAR—which
brings together the world’s largest
network of biotech research partners,
research scientists, clinicians and pa-
tients—and funds more CMT grants
than any other philanthropic organi-
zation to increase the likelihood of
finding a cure. Since 2008, the CMTA
has invested more than $17 million

in STAR, with plans to invest another
$10 million in the next few years.

CMT1X is a demyelinating CMT that
accounts for roughly 15 percent of
all cases. It is caused by mutations in
the gap junctions that form channels

The future focus will be on advanced
techniques such as machine learning,
non-coding space, complex structural
variation and more. These cutting-
edge techniques will ultimately

allow for better diagnosis of patients
with unknown variants and support
important gene therapy projects.

that allow transport of metabolic
substances across the many layers
of myelin. Recent studies have
highlighted the important role of
metabolic exchange between the
axons of nerves and the myelin
sheath made by Schwann cells, and
the lack of functional channels could
be the key factor that drives the
deterioration of axons in this type
of CMT.

Investigators will test whether the
food additive can prevent metabolic
starvation and maintain healthy
nerves when channels are blocked
by the mutations that cause CMT1X.
The food additive has been proven
to be safe at even high doses in
preclinical/clinical studies.
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CMTA-STAR AWARDS $1.1 MILLION IN GRANTS
T0 RESEARCHERS PREPPING FOR CMTIX, CMT2A CLINICAL TRIALS

he Charcot-Marie-Tooth Association

Strategy to Accelerate Research
(CMTA-STAR) announced $1.1 million in
grants March 23 aimed at helping top
CMT scientists prepare for clinical trials
for CMT1X and CMT2A.

Because CMT typically advances
slowly, measuring progression

during a multi-year clinical trial is
challenging. Biomarkers measure
changes over shorter periods of time
than self-reported measures like
clinical outcome assessments so that
researchers can quickly and precisely
measure whether a treatment or drug
had a positive impact on neuropathy. A
shortened timeline keeps costs down
for companies interested in investing in
CMT research.

The latest grants will fund two studies
that will collect patients’ natural
history data over a two-year period.

INTERIM ANALYSIS SHOWS SUSTRINED
BENEFITS OF PXT3003 FOR CMTIA PRTIENTS

harnext SA announced April 28 new

results suggesting that PXT3003
has a good safety profile and sustained
efficacy in the treatment of CMT1A
after 4.5 years of total trial time.

According to the company, the new
results are from an interim analysis
of an ongoing open-label follow-up
extension study after the first double-
blind, placebo-controlled Phase Il
study of PXT3003 for the treatment
of CMT1A.

Based in France, Pharnext is an
advanced late-stage clinical biophar-
maceutical company pioneering new
approaches to developing innovative
drug combinations based on big ge-
nomics data and artificial intelligence.

In January 2020, the company
reported interim results suggesting
sustained safety and efficacy of
PXT3003 in patients with mild-to-
moderate CMT1A after 24 months
of total trial time. The new results
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continue to show sustained treatment
benefits for CMT1A patients treated
with PXT3003.

Adrian Hepner, MD, PhD, chief medical
officer of Pharnext, said: “Although
these new data were generated from
an open-label study, the findings are
consistent with the safety and efficacy
results of PXT3003 observed in prior
clinical studies in CMT1A.”

Florian P. Thomas, MD, PhD, and U.S.
lead investigator of the PLEO-CMT
trial, said: “These new results from the
interim analysis of the ongoing open-
label Phase Ill extension study show
very promising safety and efficacy data
of PXT3003 in CMT1A after more than
four years of treatment. It reinforces
our hope that PXT3003 could be the
first treatment approved for patients
suffering from this debilitating disease.”

More information about enrollment in
the PXT3003 study can be found at
www.premiercmtia.com/.

Dr. Michael Shy at the University of
lowa and John Svaren, PhD, at the
University of Wisconsin will use a
$601,407 grant for a project aimed at
developing outcome measures, plasma
biomarkers and a nanostring platform
for skin biopsy in 60 CMT1X patients.
CMT1X currently affects about 15
percent of all diagnosed cases of CMT.

Another grant of $559,555 will enable
Shy and Svaren to begin a project
taking the same state-of-art approach
to prepare for clinical trials in CMT2A,
which affects about 5 percent of

all patients with CMT and up to 25
percent of patients with CMT2.

The findings from the two projects will
be critical in advancing clinical trials in
CMT1X and CMT2A.

For more information on how to
get involved in these studies,
please visit www.cmtausa.org.

@PHARN EXT

Seeking Participants for Biomarker Study:
AN OPEN LETTER TO THE COMMUNITY

DEAR PATIENTS AND FAMILIES AFFECTED BY
CHARCOT-MARIE-TOOTH DISEASE TYPE 2A (CMTZA),
TYPE 1B (CMT1B) AND TYPE X (CMTX),

by the Charcot-Marie-Tooth Association called CMT Subtype Biomarkers and Outcome

Measures. The three sites in the United States involved with this study are the University
of lowa, the University of Pennsylvania and the University of Rochester. We invite you to participate
if you have been diagnosed with CMT2A, CMT1B or CMTX. Unfortunately, those are the only
eligible participants at this time.

We are reaching out to you about your possible participation in a research project funded

The purpose of this study is to determine the best way to measure the progression of these
subtypes of CMT over time. In addition to the measurements that are currently used during regular
clinical visits such as assessing strength and sensation, this study will also include the following:

® One questionnaire (the CMT Health Index) that explores how you think CMT affects you

® CMT Functional Outcome Measure (CMT-FOM), which assesses balance, walking, standing up
from sitting in a chair, and manual dexterity

Limited nerve conduction studies on one arm and one leg

A sticker will be placed on your skin on one arm and one leg and an electrical impulse will be
emitted. This measures the speed and strength of the signal in two nerves.

® An MRI scan of your lower legs

We believe this study is important to help us to prepare for clinical trials because we still do not
know the best way to measure progression of symptoms in people with these subtypes of CMT.
We appreciate your interest in our research and would like to invite you to participate in CMT
Subtype Biomarkers and Outcome Measures, which requires two visits, a baseline and a follow-up,
of up to four hours over a one-year period. You may also combine this with your annual trip to

the CMT clinic and continue your participation in the Inherited Neuropathy Consortium (INC)
(https://www.rarediseasesnetwork.org/cms/inc) if already involved or enroll in the INC while
completing one of the visits for this study. If you are interested in this project, please contact our

study coordinators via email:
PATIENTS AS !R

PARTNERSlN
RESEARCH
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University of lowa:
CMTRes@healthcare.uiowa.edu

University of Pennsylvania:
dragan.vujovic@pennmedicine.upenn.edu

University of Rochester:
Julie_Charles@URMC.Rochester.edu
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In Memory of:

Faith Anderson
Cinzia and Neal Anderson

David Bank
Mr. and Mrs. Jerry Bank

Nancy Baresi
Mr. Jonathan Baresi

Paul and Mona Barkley
Mr. and Mrs. Donald Barkley
Mr. and Mrs. Richard Hodel

Peter Batterman
Mr. Joe Batterman
Ms. Karen Batterman

Gene Beck
Mrs. Barbara Marler

Dijon Bellemare
Mr. and Mrs. Frank Gunnison

Anna Mae C. Berlin
Ms. Colleen Becker

Melvin and Anita Berry
Ms. Susan Frankel

Rachel Berry and Jim Hall
Mr. and Mrs. Stanley Kosik

Raymond Berwanger
Mr. and Mrs. Craig Jones
Mr. and Mrs. John Jones

Peggy Blevins

Mr. and Mrs. David Aiken

Hope and Neil Atchley

Mr. Jerry Blevins

Mr. Tony Brown

Ms. Madeline Cavanagh

Crestview Dental Care PC

Mr. David Cox

Mr. and Mrs. Roger Denny

Mr. and Mrs. Glenn Doig

Ms. Barbara Everett

First Century Bank

Mr. and Mrs. Ralph Foster

Mr. and Mrs. Roy Fox

Kagleys Chapel Baptist
Church

Ms. Gloria Leonard

Ms. Carrie Payne

Ms. Jackie Phelps

Realty Executive Associates,
Inc.

Ms. Jeanne Sexton

Mr. and Mrs. Benny Sizemore

Mr. and Mrs. Jesse Vann

Ms. Dolores Walton

Ms. Marilyn Williams

Mr. and Mrs. Donald Woods

Harry Blum
Mr. James Blum

Dan Bricen
Mr. and Mrs. Darrell Dubler

James Carter
Mrs. Marilyn Campbell

Chet Checkett
Ms. Carol Checkett

Catherine Christiansen
Ms. Joanne Vega

Richard Ciskal
Ms. Maryann Ciskal

Celia Clemente
Mr. F. Richard Clemente
Ms. Roseann Lanyon

S. S. Craig
Mr. and Mrs. Donald
Schreiner

Roger J. Crotty
Mrs. Martha C. Crotty

Maurice Cubbage
Mrs. Barbara Roberts

Imelda ‘Fe’ Daly
Mrs. Eileen Curlee

Jack Darcy

Ms. Jill Brotman

Donald and Joanne
Dietterick

Catherine and Carl Graf

James and Elizabeth
Hargadon

Harvest Advisers, LLC

Bud and Sheila Heenan

Mrs. James Hernandez

Mr. Mark Kissling

Mrs. Emily Murray

Denice and Brent Sanders

Mr. Bill Shelly

Mr. Frank Scheetz

Mrs. Alice Simola

Mrs. Michelynn Samtmann

Colby Van Alen and Family

Lydia ‘Sue’ Dauby

Mr. Tom Ferguson

The Heuer Family

Ms. Marybeth Josey

Mr. Larry Watson

Ron Davis

Dr. and Mrs. Stephen
Norfleet

Donald Decoursey

Ms. Christi Zohlen
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Alerton Tripp Delano
Mr. and Mrs. William Church

Connie Deller
Mr. Tony Deller

Charlie Dezern
Mr. and Mrs. Gary Everhart

Gerard Donovan
Mrs. Elaine Donovan

Frank Eckman
Mr. and Mrs. Frank
Tamburello

Betty Ehredt
Mr. and Mrs. Barbara Kyle

Helen Embleton
Mrs. Margaret Horner

Mona Engret
Mrs. Cindy Shaw

Mr. and Mrs. Ford Farabow
Ms. Jean Fordis

Andre Faure
Ms. Lois Faure

Donald H. Fisher
Clee, Dale, and Chris Shope
John and Marcy Renshaw

Mary Colleen Foley

Adrienne and John Peter
Foley

Dr. and Mrs. Pamela
Hildebrand

Mr. Mark Kowall

Mr. Keith Milliken

Mr. David Nelson

Charles and Julie Noreen

Mrs. Mimi Ward

Mr. Kyle Zulinski

Claude Foster
Ms. Susan Grahan

Sara C. Fuhrman
Ms. Colleen Becker

David Gentry
The Tribe of the Funky Feet

Betty Good

Ms. Betty Fugitt

Mr. and Mrs. Gary Hootman
Mr. and Mrs. J. L. Rawlins

Daniel Goodfellow
Ms. Jennifer Gendron

Carol Greenfield

Mrs. Randy Goldman
Mrs. Cherie Joblove
Mrs. Maria Oxenhandler

Kathy Greer
Ms. Rebecca Floch

Pearl Greif
Mr. Jeff Peterson

Marah Griffith
Mr. John J. Curlej

Marilyn Guilfoyle
Ms. Andrea Mullen

Vernon Gussert

Dennis and Jeanne Dimick-
Rego

Mr. Robert Wolter

Ethel Gust

Ms. Debra Martin

Gilbert Haught

Ms. Nancy Carlson

Mr. and Mrs. Thomas
Degentesh

Mr. and Mrs. John Hanley

Mrs. Patricia Haught

Mr. and Mrs. Richard Immel

Ms. Bonnie Keeler

Mr. and Mrs. Michael Walker

Ms. Mary Ann Woodward

Joan Heitner
Mr. Dean Heitner
Ms. Joan M. Greenbaum

Arlene Hershorn
Mr. and Mrs. Jack Goldberg

Anne Marie Heuvelman
Mr. David Heuvelman, Sr.

Marjorie Hill
Ms. Gay Cain
Mr. and Mrs. Vin Garino

Mary Ann Hix
Dr. Linda Silberstein

Mark Horan
Ms. Betty Lou Horan

Edward Hughes

Mr. Fadi Abuali

Mr. and Mrs. John Algie
Ms. Irene Baker

Maria and Lynn Bridges
Mr. Jason Granet

Mrs. Loren Oakes

Ms. Shui Lin Queenie Siu
Mr. Jeff Tice

Jean ller
Mr. and Mrs. Craig Purcell

Dr. Panos loannou
Mr. Tim Baldwin

Irma Jaffe
Mr. and Mrs. Samuel Jaffe

Robert Johnson
Mr. and Mrs. Dean Fogel
Ms. Dolly Johnson

Flora Jones

Ms. Sherron Carter
Mrs. Cindy Chesteen
Mr. Scott Jones

Robert Jones

Ms. Jane Baum

Mr. Christopher Hughes
Mr. and Mrs. Dyke Jones
Ms. Leslie Marbott

Mrs. Chris Patane

Steve Jumper
Mr. and Mrs. Gary Everhart

Mary Kauffman
Ms. Margaret Sachs

Thomas A. Kehoe
Ms. Brenda Buckle

Nellie Nan Charles Kelley
Ms. Patricia A. Williams

Marty Kester
Dr. Joan Kester

Florence Kosewick
Mr. and Mrs. David Jones

Imelda ‘Fe’ Lambert Daly

Mrs. Lyndi Ainsworth

Mr. and Mrs. Eddie Blanchard

Ms. Jo Anna Cotaya

Ms. Anne Daly

Mr. and Mrs. Jeffrey Director

Mr. and Mrs. Michael
Donegan

Ms. Darlene Rogers

John Laporte
Mrs. Marcie Laporte

Melvin Levy
Ms. Fran Green

James Lindsay
Ms. Diane Lindsay

Anne Weaver Long
Ms. Janet M. Schumacher

Tom Lynch
J. C. Julian
Mr. Christopher Lynch

Audrey Mae MacDonald
Mr. Douglas MacDonald
Mrs. Crystal Roberts

Ms. Carol M. Stirk

FULLY ACKNOWLEDGES GIFTS...

Edward Madeja
Mr. Michael Falk

Marshall Margolis

Ms. Lori Barrish

Philip and Verna Barrish
Ms. Marsha Clark

Gary and Sharon Delson
Mr. Andrew M. Goodman

Robert Markovic

Ms. Judith Holman

Mr. Edward Martin

Mrs. Leatha Ritchie

Mrs. Melissa Rock

Mr. Greg Scharer

Ms. Robin Sherman

Mrs. Helen Nelly Tsonopoulos
Jack and Julia Wickes

Ms. Patricia Wolfinger

Norma Markowitz

Mr. and Mrs. Charles
Babbush, DDS

Mrs. Susan Beane

Mrs. Helen Braun

Mr. and Mrs. Howard Davis

Ms. Robin Eatman

Mr. and Mrs. Richard Eickhoff

Ms. Phyllis Fine

Dr. Bernard and Linda
Friedman

Mr. Ronald Friedsam

Dr. and Mrs. Avrum
Froimisson

Ms. Ellen Griffith

Ms. Barbara Janovitz

Mr. David Kazdan

Drs. Jonathan and Linda
Lewin

Mr. and Mrs. Robert Louer

Mr. and Mrs. Robert Lustig

Ms. Betty Myers

Dr. Sheldon Oberfeld

Mr. and Mrs. Steve Rosen

Mr. and Mrs. Harvey
Rosenbaum

Mrs. Tomoko Rosenfeld

Mrs. Theodore Rudolph

Mr. and Mrs. Jim Sampliner

Ms. Stacy Sherman

Mr. and Mrs. Richard Silver

Ms. Gloria Supran

Ms. Patricia Weisberg

Mr. Morris Wheeler and
Ms. Joanne R. Cohen

Nathan McKee

Mr. Mark McKee

Mrs. Sharon McKee

John Morris
Mr. David Eiffert

Tom Mortimer
Ms. Jane David

Catherine Murrah Molloy
Dr. Stephen Fletcher

Constance F. Narro
Ms. Kathryn Gavin
Mrs. Peng He

Mr. Srinivas Neelapala

Anthony O’Brien
Mrs. Norma Detlor

Melvin Palmer
Mr. and Mrs. Ronald Simpson

Joseph Patton
Mrs. Casondra Meerschaert

Kenneth Patton
Benteler Automotive

Vicki Pollyea

Mr. and Mrs. Jim Freeman
and Carla Jimenez

Mr. Archie Giannella

Sheral Pooner

Mrs. Linda Joseph
Mrs. Michele Turner
Mr. Zachary Winkler

Diane Popek-Jones

Mrs. Jody Baylis

Mrs. Gina Drifmeyer

Ms. Hilarie Jones

Kelli and Dennis Laprade
Ms. Wanda Scruggs

Tar Heel Garden Club

Victor Porter
Mr. and Mrs. Kirby Seibel

C. Lawrence Porterfield

Mr. and Mrs. William Hines, Jr.

Mr. and Mrs. George
Hutchins

Kathy and John Tillman

Alice Provenzano

Mr. Chris Casasanta

Mrs. Ruth Diana

Mrs. Madison Doss

Mr. and Mrs. Peter Hughes
Mr. John Kolb

Mr. John Massaro

Mr. James McNealy

Joseph and Nida Raffaelli
Mr. and Mrs. John Raffaelli

James Ranti
Ms. Juliet Gopoian

Victoria Remolde

Mr. and Mrs. James Basara
Ms. Clare McManus

Ms. Joan McManus

Ms. Jennifer Powers

Bruce Rex
Ms. Lori Mattheiss
Mr. Alan Thomas

Gladys Richardson
Mr. Larry Richardson

Rev. and Mrs. Robert Ripley
Mr. and Mrs. Stephen
Shaughnessy

Bette Rodgers
Mr. Robert Bowersox

Michael Ross
Mrs. Patricia Ross

Goldie Sample and Allen
Bonner

Ms. Sydney Price

Rebecca Sand

Mr. and Mrs. Stephen Sand

Stanley Sanders

Ms. Chavivya Hirsch

Kathryn Schaeffer

Mr. and Mrs. Richard N.
Schaeffer, Jr.

Kenneth Shotts

Ms. Edith Slone

Werner Siebert

Mrs. Marion Schmidt

Vicki Skinner

Ms. Sara Witt

Areti Skoulas

Mrs. Elaine Skoulas

Lillian Smith

Mr. and Mrs. Ronald Craft

Julianna Snow
Mr. Lawrence Henderson

Lilyan Snow
Dori and Nancy Kepler
Mrs. Denise Snow

Herbert Sperry

Bill and Kathy Herald Legacy
Fund

Ms Isabelle Bottke

Mr. and Mrs. Bransby Bushey

Eileen Figueroa

Mr. and Mrs. Harry Harran

Mrs. Judith Hartz

Patrick and Lorell Hernandez

Ms. Monica Irwin

Mr. and Mrs. Raymond Kratz

Mr. and Mrs. Doug Kuebler

Susan Lomax

Ms. Marjorie Ludwig

Joan Marakoff

Mr. Thomas McGowan

Ms. Eileen Meyers

Mr. and Mrs. George Pastino

Alfred Rosenthal

Ms. Rosemary Scerni

Mr. and Mrs. John Volk

Bernard Strittmatter, Jr.
Mrs. Mary Strittmatter

Robert Sturmer
Mrs. Diane Mirek

Robert and Margaret
Switzer

Ms. Marjorie S. Cowan

Mr. William R. Switzer

Ruth Tenney
Ms. Robin Livesey

Dolly Thompson
Ms. Robin Thompson

Glenda H. Thompson
Mr. Matthew Frye

Olive Ann Tuttle Johnson
Ms. Kristin Johnson

Esther Vaglio
Ms. Theresa Drapeau

Thomas Tabor Vaughan
Mr. Victor Vaughan

Robert Vincent
Mrs. Janet Hoglan

Curtis Waller
Sue and Hugh Harvey

Louise Waller
Sue and Hugh Harvey

Margie Waller Hill

Ronald and Judy
Handwerker

Sue and Hugh Harvey

Robert Weber
Lorraine and Jane Kaplan

Joanne Weis

Mr. Robert Weis

Gregory Whiting

Mr. and Mrs. Grant Ostler
Ms. Gretchen Wilcox

Lois 1. Williard
Mr. Steve Williard

Sweetpea Worden
Ms. Tina Kamp

Pearl Yabroff

Bob, Jody, Alex, and Jason
Block

Erika Block and Jasmin
Ashakih

Mrs. Andrea Carey

Ms. Jean de Verne Rozansky

Ms. Cecily Dumas

Ann and Alan Gardner

Mrs. BJ Greenspan

Ms. Elizabeth Nuss

Mr. and Mrs. E. Anderson
Stevens

Harvey Young

Ms. Melissa Brod

Mr. and Mrs. Scott Fink

Mr. and Mrs. Ronald
Goldberg

Ms. Barbara Stone Goldstein

Mr. and Mrs. Ken Kolberg

Mr. and Mrs. Mark Lang

Mr. Leonard Lebov

Mr. and Mrs. Bob Lenehan

Philip and Sharen Lom

Mrs. Allison Michaels

Ms. Anne Miller

Marilyn and Howard
Rauchberg

Mr. Jesse Strauss

Mr. Leonard Tabs

Anthony Zahn

Ms. Liz Bernstein

Ms. Drew Gay

Mr. Tim Kelley

Mr. and Mrs. Guy Zahn
Mr. Patrick Zahn

Maryann Zeigler Holmes
Ms. Judi Moreland

Dottie Zeigler-Thompson
Ms. Judi Moreland

In Honor of:

Jessica & Addelyn
Mrs. Deborah Stewart

Paula Abbate and Lynn
Upton

Mr. and Mrs. Lawrence Weiss

Janet Achor

Mr. and Mrs. Carl Bergman

Addis Family
Mr. and Mrs. Rodney Bright

Kimberly Adriaansen
Mrs. Mary May

Cheyenne Alfino
Mr. Kenneth Hurst

Edward Allmon
Mrs. Charlenne Allmon

Bonnie Anderson
Mr. and Mrs. Barrie Martland

Austin Anderson
Ms. Rita Anderson

Iris Anderson
Mr. and Mrs. William Jones

Edward Arnold

Mr. Lannon Twomey
Riley Ashe

Mr. John McCarthy
Mr. Vince McCarthy

Jack, Helen, and Joe
Bachkosky

Mr. and Mrs. Robert
Bachkosky

Paul Bailie
Mrs. Valarie Bailie

Larry Timothy Bare
Ms. Rebecca Bare

The Barkley Family
Mr. Patrick Barkley

Heather Barksdale

Peter and Ann Voccio, Jr.
Ori Bash

Mr. and Mrs. Jeff Csernica

Roy Behlke
Ms. Mary Kate Donais

Jonah and Amelia Berger
Mrs. Marilyn Berger

Mr. Mitch Brandt

Mr. and Mrs. Kenneth Handel
Rachel Weinberg

Marilyn Berger

Mr. and Mrs. Stuart Greenfeig

Mr. and Mrs. Kenneth Handel

Rachel Weinberg

Elizabeth Benavides

Mrs. Suzanne Wynn

George Biesmans

Mr. John Biesmans

Erin Black

Ms. Nancy Douthwaite

Mr. and Mrs. Charles Rigdon

Ms. Peggy Twohig

James Blum

Mr. and Mrs. Laurel
Richardson

David Borrow

Ms. Mary Santiloni

Wil Brady

Mr. and Mrs. Daniel Brady

Rosemarie Brem

Mrs. Suzanne Wynn

continued on page 12

Mrs. Tracy Adamson

Mr. Scott Allen

Mr. Christian Ayoub

Mr. James Barker

Mr. Brendan Bennett

Mr. Robert Bourn

Ms. H. Lorna Brand

Dr. and Mrs. William and
Nancy Buchanan

Mr. and Mrs. Cynthia
June Carroll

Mr. William Chandler

Mr. Peter Cherpes

Mr. and Mrs. David
Coldiron

Mr. Peter T. Cole

Ms. Cheryl Collins

Mr. James Copeland

Mr. John H. Cordonnier

Ms. Diane M. Covington

Ms. Kelly Demonte

Ms. Grace Dipisa

Ms. Marilynn A. Dodge

Mrs. Elaine K. Donovan

Mrs. Teri Drapeau

Mr. and Mrs. Bruce and
Nancy Egnew

Mr. and Mrs. Rick
Fansler

Mr. Mitchell Fedde

Mr. James Fiorentino

Mr. and Mrs. Efthimios
Foundakos

Mrs Vanessa Franco
Lopez

Mrs. Arya Fritz

Mr. Tim R. Garmager

Mr. and Mrs. Kathy Giles

Ms. Amy Gray

HONOR ROLL

Mr. and Mrs. Jay S. Grife

Ms. Diane Gross

Mr. Randy Gunn

Mr and Mrs David
Haines

Mr. and Mrs. William
Helmke

Mr. David Heuvelman, Sr

Ms. Diann Jackson

Mr. Mark Johnsen

Mr. Doug Kampe

Dr. Craig Kesack

Mr. Frank S. Kramer

Ms. Jane Krukar

Mr. Scott Kuhl

Ms. Ella D. Lafara

Mrs. Jennifer Larkin

Mr and Mrs Matt Lindsay

Mr. Ryan Meloni

Mr. Ronnie Mendoza

Mr. and Mrs. Jennifer
Mersing

Mr. and Mrs. William W.
Millar

Mr. and Mrs. Susan
Moore

Ms. Alba Moratinos

Mr. Fred A. Mueller

Ms. Cara Natale

Mr. David A. Nelson

Mr. Gary S. Oelze

Ms. Pamela Palmer

Ms. Jeannie Palmero

Ms. Cristina Penas

Ms. Angelina
Pennington

Ms. Suzanne M. Powers

Mr. Jonathan Preston

Ms. Susan Rems

Ms. Chelsea Rose

Mr. Raymond Roth

Mr. and Mrs. Yvonne
Russell

Mr. and Mrs. Michael and
Margery A. Sayward

Mrs. Karen Scacco

Mr. Mario Scacco

Mr. and Mrs. Richard N.
Schaeffer

Mr. Donald Schlosser

Mr. Gregory L.
Shackelford

Mr. Bruce Spackman

Mr. and Mrs. Raymond
and Ann Stanhope

Ms. Joyce A. Steinkamp

Mr. and Mrs. Jim Stetor

Mrs. Barbara Stuck

Mr. Brett Taylor

Mrs. Roger L. Tedford

Mr. David W. Thomas

Ms. Payton Turner

Mr. and Mrs. Jane
Twaddell

Ms. Lynn C. Upton

Ms. Patricia Van Riper

Mrs. Angela
Vandersteen

Mr. Bruce Vieira

Ms. Judy Weinsheimer

Mr. Gary E. Whitney

Mr. Steve Williard

Mr. and Mrs. Mark and
Jackie Willis

Dr. Robert C Wills

Mr. Daniel J. Woltjer

INNERVATORS JANE AND
GARY KRUKAR DONATE
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THE CMTA GRATEFULLY ACKNOWLEDGES GIFTS

In Honor of:

Wes Brokopp
Mr. and Mrs. Larry Stolzman

Betty and Earl Brooks

Ms. Patricia Landavere

Mr. and Mrs. Daniel Mohney
Mr. and Mrs. Kenneth Stewart

Karen Brown
Dr. Kenneth Humphreys

Madeleine Brown

Mr. and Mrs. Christopher
Brown

Mr. and Mrs. Mel Ross

Mr. and Mrs. Bernard Ross-
Squirrell

Cayden Buck

Ms. Roberta Buck

Owen Butler

Dr. Francine C. Butler

Alessandro Carciani

Ms. Kara Holbrook

Michael Casey

Ms. Elizabeth Haberkorn

Barbara Castle and Gregg
Merrill

Dr. and Mrs. Thomas Bird

Mr. and Mrs. Earl Dudley

Robert Cesta

Mrs. Adriana Cesta

Luna Chappell

Ms. lvette Marler

CMTA Staff

Mr. Bob DeRosa

Kathy Curtis

Mr. Charles F. Webb

Debra Czarnecki-Mester

Karen Schaldenbrand

Marc Daigle

Ms. Mary Walsh

Emma Rose Davis

Mrs. Clareene Davis

Sheila and Giacomo
Deannuntis

Patricia Loudis, MD

Perry DiPaolo—“Happy
Birthday”

Kenton and Helen Hatch

Linda Dobosh

Mr. Eric Brink

Sam Docker

Ms. Trish Docker

Elizabeth Dorin

Mrs. Denise Dorin

Jesse Drake

Mr. Ken Drake

Renee Dudovitz

Helene and Jay Eichler

Kaden Emma Dunkin

Mrs. Marguerite Gandolfi

Gina Edick and Daniel Block

Ms. Julie Hubbard

Gerry Egan

Mr. and Mrs. Rodney Bright

Roberta Eichenholz

Dr. Jason Eichenholz

Jaden Ellman

Mr. and Mrs. Scott Goldberg

Savannah Evans

Mrs. Stephanie Evans

Dianne Everhart

Mr. and Mrs. Gary Everhart

Jason Everhart

Mr. and Mrs. Gary Everhart

Carol and Stuart Feen

Mr. and Mrs. Michael Feen

Gail Feeney Coyle

Ms. Marian Bakken

McKinley Finnel

Ms. Ann Heyrman

Gail Fisher

Mr. and Mrs. Thomas
Edwards

TJ Flaxman
Ms. Deborah Leiber

Tami and Jake Flores
Mr. and Mrs. James Rogers

Sara Freer
Ms. Robin Paur

Gary Friedmann
Mr. Peter Friedmann

Barb Gaastra

Mr. and Mrs. Ronald Bauch
Mr. and Mrs. Paul Black

Mr. and Mrs. Leonard Cupery
Ms. Margaret Kay Nord

Happy Gandolfi
Mrs. Regina Powers
Karen Garr

Ms. Suellen Beaulieu

Irene Gavrila
Mrs. Jennifer Thibodeau

Generations to Come
After Me
Mr. David Loy

The Gerry Family
Ms. Betty Gerry

Frank Gess
Ms. Patricia Doyle

Laylah Giddens

Ms. M. Diane Musgrove
Lori Gordon

Mrs. Deborah DeGirolamo

John Gradzik
Mr. and Mrs. David Kyder

Julia Greenstine
Mr. Rob Greenstine

The Greeves/Degarmo
Family

Mr. and Mrs. Judy Karas

Nate Halk

Mr. Richard Kingsley

Courtney Halldorson
Ms. Susan Guarinello

Jaden Havermann
Ms. Emily Sandahl

Healthcare Workers
Ms. Emily Lalumia

Evan Hedges
Ms. Kim Misener

Benjy Hershorn
Dr. Robert Light

Ernie Hinds
Ms. Kathryn Fleming

Anna Hopson
Ms. Kathleen Hopson
Mr. and Mrs. James Skunda

Nick Houghtaling

Ms. Tania Carter

Mr. and Mrs. Jeff Csernica

Ms. Geralyn Kilcoyne

Molly Housley

Mr. and Mrs. Eddie Hale

Joshua Hubbard

Ms. Jacqueline Kuo

Katie Huff

Mr. Kirk Zihlman

Monica Hurd

Mr. and Mrs. Matt Lindsay

Kelsey Jarman

Mr. Dean Jarman

Barbara Jones

Mr. Bill Smith

Peggie Jumper

Mr. and Mrs. Gary Everhart

Kiya Justl

Mr. Robert Justl

Linda Kanarr

Mr. John Kanarr

The Kaufman/Schileifstein/
Chereton Family:

6 Generations of CMT1A

Dr. and Mrs. Mark P. Clemons

Mr. and Mrs. William R.
Kennerly Il

Mr. and Mrs. William Kennerly
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Lois Kesack

Mr. William Kesack
Stacie King

Mr. and Mrs. Landis
Miriam Kleiman

Ms. Ladeene Freimuth

Pam and Robert Kleinman
Mr. Steve Hess

Zachary Korowitz

Mr. and Mrs. Norman
Korowitz

Frank Kramer

Ms. Ellen Goldberg

Mr. Sheffield Van Buren

Katharine Kramer
Mr. David Heuvelman

Pamela Knight
Ms. Karen Schicora

Andrea Kodsi
Mr. John Kodsi

Kate and Maya
Mrs. Meghan Kollas

Carole and Norm Korowitz

The Barbara and Joe Sklar
Family Fund

Agnes Korst

Mrs. Robert Korst

Diane Kosik

Ms. Janet Sandor
Patricia Kotack

Mrs. Gillian Reynolds

Frank Kramer
Mel and Elaine Rosenburg

Jane and Joe Krukar
Ms. Mary Ruetten

Sean Lambert
Mr. and Mrs. Peter Lambert

Everly Langevin

Ms. Lucie Langevin

Mr. Ray Williams

Sarah Larson

Mr. and Mrs. Allen Ratzloff

Margaret Lee

Mr. and Mrs. James C.
Hoffman

Pei-Hsuen Liao

Ms. Dottie Bedell

Diane Lindsey

Mr. William Katzer

Allivia Longley

Ms. Sena Longley

Mamie Loritz Lintereur

Dr. David and Karen Loritz

Emily and Bob Louer

Mr. Greg Louer

Chloe Lovello

Ms. Valerie Myers

Paul Lubberts

Ms. Joan Lubbets

Debra Martin

Ms. Linda Gust

Mary May

Ms. Kimberly Adriaansen

Kaya Lakshmi Medley

Dr. and Mrs. Lachman
Chablani

Mrs. Anisha Chablani-Medley

Bethany N. Meloche

Mrs. Jody Cunningham

Urian Mejia

Mrs. Nicole Smith

Sam and Adam Meltzer

Mrs. Eileen Meltzer

Matthew Middleton

Mrs. Huel Stills

Karen Midkiff

Mr. and Mrs. Russell Midkiff

Lauren Miller

Mrs. Pam Himmelrich

Steve Miller

Ms. Yvette Yeager

Terry Miller

Ms. Brenda J. Searcy

Susan Bennett Moore

Mr. and Mrs. Kenneth Demske
Ms. Susan Franz

Ms. Carol Nicholson

Mr. and Mrs. Dennis Reeser

Charlie Morgan

Ms. Bonnie Morgan
Melonie Morris and Family
Mr. Jim Castelletto

Carter Mortensen
Mr. and Mrs. Keith Mortensen

Margaret Mullery
Mr. Stephen Mullery, Il

Stephen Mullery, II
Mrs. Margaret Mullery

Andrew Nesbitt
Ms. Colleen Skipper

Asher Norris
Rachel Norris

Shannon Pace
Ms. Maria Murphy

Steve O’Donnell
Ms. Joanne Mandato

Damaris Ortiz
Mrs. Regina Powers

Emily Osborne
Mrs. Mary Ann Tasker-
Thompson

Breanne Pascoe
Mr. Robert Louden
Ms. Lesley Pascoe

Tessa Pate
Ms. Louise O’Brien

Connor Pennington
Ms. Angelina Pennington

Dennis Peterson
Mr. W. Randall Schoch

Phyllis Pettit
Ms. Mary Hunt

Margo Peyton
Mrs. Gail Lione
Will Pitts

Ms. Sandy Scott

Ron Plageman
Mrs. Judy Plageman

Doreen Pomykala

Ms. Edith Pomykala

Ms. Virginia Thiel

Jeanne Powers

Ms. Marguerite Gandolfi
Vittorio Ricci

Mrs. Patricia Cormier

Brett and Elizabeth Joseph

Susan Richard and Kevin
Schiller
Mr. Guy L. Zahn

Laurel Richardson

Mrs. Tracey Torello

Bobbie Riffle and Angie
Bridger

Mrs. Charlene Bynum

Mrs. Kim Guyor

Rachel Rivlin
Mr. and Mrs. Fred Lasky

Ladonna Robeaux
Mr. and Mrs. Steve Bowyer

Barbara Roberts
Ms. Gilda Kay

Kathy Roberts
Ms. Ann Smith

James Robinson
Ms. Connie Kidd

Anthony Romano

Mrs. Vivian Broome
Mrs. Elyse Romano
Eugene Rosengarden —

“Happy 80th Birthday!”
Mr. and Mrs. Frank Weiss

Zinaida Rotenberg

Ms. Mila Grushin

Payton Rule

Jason and Amanda Rule

Joseph Ruzich
Mr. Peter Schafer

Pru and Louis Ryan
Mr. and Mrs. Tim Porta
Ms. Abby Wakefield

Suzanne Sales
Mr. Jackson Sales

Lily Sanders

Ms. Michelle Bilski

Ms. Dolly Johnson

Andy Savant

Mr. and Mrs. Michael Cabrera
Mr. and Mrs. Steve Kozak

Mr. and Mrs. Jim Welch

Stephen J. Schaefer
Ms. Margaret Schaefer

Julie Schell
Mr. and Mrs. Dan Fitzgerald

Matthew and Charity
Schiller
Mr. Guy L. Zahn

Hunter Schultz
Dr. Howard Lee

Jennifer Scott
Ms. Savannah Evans

Hamza Shah
Mrs. Susan Ceraulo
Mrs. Lauren Riley

Imaan Shah
Ms. Claire Ku

William Sharp
Mr. Donald Sharp

Xavier Elijah Shaw
Ms. Cheryl Collins
Mr. Antwone Shaw

Samantha Sheriff
Mrs. Nancy Headrick

Dr. Michael Shy
Ms. Carolyn Koski

Evelyn Smith

Mr. Greg Hall

Mrs. Antonia Lombrana
Mr. Robert Olszewski
Ms. Tracy Smith

William N. Smith

Mr. Joseph Rhodes
Mike Spotte

Mr. and Mrs. Curtis Kurth
Ryan Stachnik

Mr. John Stachnik

Bill Steele
Ms. Mary Deganhart

Kathy Stees
Mr. and Mrs. Richard Stees

Lauren Nicole Stegall
Mr. and Mrs. Jim Stegall

Joe Steinkamp
Ms. Joyce A. Steinkamp

Lisa Stoltenberg and Olivia
Ms. Rosemarie Burda

Emmily Stufflet
Mr. Jonah Berger

Paul Sturmer
Mrs. Diane Mirek

Arnold Sucher
Ms. Joan Charney

Jeana Sweeney - “Happy
Birthday”

Mrs. Blair Blum

Mr. Bob DeRosa

Mrs. Mary Romanko

Tampa Bay CMTA Branch
Ms. Madylin Iseman

David Tannenbaum
Ms. Jennifer Scarlott

Aron and Ethan Taylor
Mr. Wesley Carrillo

Ms. Janette Grillot

Ms. Lori Hendrix

Ms. Chelsea Rose

Mr. and Mrs. Brett Taylor

Taylor and Noah Teague
Ms. Vicki Brakefield

Mr. and Mrs. Travis Teague
Grayson Thomas

Ms. Deborah Brewer

Jeanette Thompson
Marian and John Hovde

Sharon Tompson
Ms. Kim Moe

Michelle Tressel
Mr. and Mrs. Robert Elliott

Laura Underhill
Mr. Michael Underhill

Eleanor Vaher
Mrs. Susan Vaher

Susan Vaher

Ms. Gayle Reinbolt
Jim Valentine

Mrs. Eileen Kelliher

Vikki Vance
Ms. Robin Black

Deanna Marie Vanderstarre
Ms. Linda Sabella

Dan Verdelli
Mrs. Jennifer Hurter

Isaac Walls

Mr. and Mrs. Richard
Peterson

Mr. and Mrs. Keith Sanders

Missy and Seth Warfield

Ms. Mary Cole

Mr. and Mrs. Keith Decker

Mr. and Mrs. Burt Dougherty

Mr. and Mrs. Robert
Holtzclaw

Mr. and Mrs. Joseph G.
Lallande Il

Dr. Peter Warfield

Tyler and Michael Watkins
Ms. Brenda Gossett

Anita Weaver
Enon Vally Church of Christ

Debra Weber
Ms. Jacquelyn D. See

Maureen Weir
Ms. Catherine Klymec

The Weiss Family
Mr. and Mrs. Ronald Cohen
Ellen Levitas

The Westerfer Family
Mr. Robert Hansen
Mr. Gary Westerfer

Kevin, Jayden, and Ronnie
Marie Wheeler
Mr. and Mrs. Robert Wheeler

Ryan Whitman
Mr. Marvin Gillis
Mrs. Carol Ris

Jordan Wilke
Mr. Cameron Wilke

Connor Williams

Mr. and Mrs. Roger Williams
Gary Williams

Barbara and Sollie Bartoe
Jennifer Williams

Mr. Jerry Brown

Justin Williams

Ms. Shirley Williams

Riley Williams

Mr. Jonah Berger

Mark Willis

Mr. and Mrs. J. Patrick
McMorrow

Diane Wittenberg
Mr. Edward Stimer

Leah Woolfson—
“Congratulations on your
Bat Mitzvah”

Mrs. Bev Weston and Mr.
Ronnie Blank

Alan J. Wright

Mr. Philip Wright

Beverly Wurzel

Ms. Margaret M. Boyle

Jeanie Zibrida

Ms. Lorraine Hutson

Mr. Gerald Keavany

Lawrence Zickler

Ms. Donna Belcher

'S TIME TO DANCE 4 CMT!

M embers of the CMTA have walked,
cycled and run to raise funds for
research. Now, in the words of Kevin
Bacon, it’s time to DANCE! CMTA youth
will hold their first annual DANCE 4
CMT! on October 23. The event will be
virtual this year and a hybrid of online
and in-person in the future. Youth from

Dancing at Camp Footprint

all over the world are encouraged
to raise funds: Anyone who raises
$100 or more will receive a free
DANCE 4 CMT! T-shirt.

The idea for DANCE 4 CMT! came
from the Camp Footprint dances and
daily chair dancing—and the energy
and freedom they bring to those with
CMT. As one camper said, “Dancing
makes me feel strong like | can do
anything | put my mind to.”

Camp Footprint volunteer Bridget
Savant brought chair dancing to camp,
leading a daily morning chair dancing
session that has become one of the
camper’s and staff’s favorite traditions.
“Once you take the balance factor out
of the equation, the youth are free to
groove,” she said, adding, “Dancing

is an amazing form of exercise and a
wonderful form of self-expression.”

Young fundraisers will be able to set
up their own fundraising pages and
spread the word to their friends and
families. The youth fundraising move-
ment is already coming on strong in
2021. Their Second Annual “Funding
the Stars” bingo event brought in over
$11,000. Later this year, the youth will

THE CMTA !
YOUTH COUNCIL §

IS PLANNNING :

THE FIRST-EVER

DANCE 4 CMT!,

WHICH WILL TAKE

PLACE THIS FALL. e

be publishing a book charting over 75
youth perspectives on life with CMT.

A professional DJ will mix the tunes for
the 90-minute Zoom dance and partic-
ipation will be open to all youth of the
CMTA community. Adults who want to
relive their youth can dance to the last
few songs, which will be open to the
entire community.

The CMTA Youth Council is hosting and
planning the dance, working together
with the leadership of the CMTA to add
another branch to the fundraising tree.
Keep an eye out for more details as the
date approaches and come out to sup-
port these amazing young people as
they dance their way towards a cure!

SUPPORT THE CMTA AND HONOR A LOVED ONE WITH AN IN HONOR/IN MEMORY GIFT

O%$50 O %100

O YES, | WANT TO BE AN INNERVATOR—Please Make My Gift a Monthly Donation.
O Visa

O Please charge my credit card.

O%$250 O $500 O $1000

O MasterCard O American Express

O Other: $

O Check enclosed, payable to the Charcot-Marie-Tooth Association. Donate online at cmtausa.org/donate

To give the gift of stock, please call Jeana Sweeney, the CMTA Director of Development at 814-269-1319

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

My giftis O In honorof O In memory of:

Please send me CMTA updates via email. My email is:

(Name)

Complete and mail to the CMTA, PO Box 105, Glenolden, PA 19036




MANAGING CMT SYMPTOMS
WITH NUTRITION

Nutrition can’t cure or
stop CMT, but it can
be very, very helpful in
managing symptoms,
registered dietitian Sara Kevern told
more than 200 people watching a
CMTA online education session April 1.
On the flip side of the coin, poor nutri-
tion can worsen symptoms, she said,
“so it’s definitely worth paying attention
to and trying to develop good habits

and really optimize your own nutrition
even if it's not going to be curative.”
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Sara, who works in the Neuromuscular
Clinic at Stanford Healthcare, outlined
three symptoms of neuromuscular
disease that can be ameliorated by
good nutrition: inflammation, fatigue
and vitamin/mineral deficiencies and
toxicities.

Inflammation is basically a cascade of
chemical reactions in the body that can
cause oxidative stress, tissue damage,
fat deposits on nerves or mitochondrial
changes, she explained. These chang-
es in the body can cause pain and
affect nerve health, so it’'s important to
reduce inflammation.

The second way that nutrition can help
in neuromuscular disease is by opti-
mizing energy and reducing fatigue
with the right macronutrient balance.
And the third way is by addressing any
micronutrient deficiencies or toxicities.

Kevern explained that macronutrients—
proteins, fats and carbohydrates—

are the three nutrients in food that
contain calories, which are the units

of energy that our bodies create

when digesting it.

While each individual’s needs are
different, in general people should
consume less than a third of their daily
calorie intake in protein—things like
poultry, fish, eggs, soy products, lentils,
beans, nuts and seeds. Protein is com-
posed of amino acids, which are the
smallest components of protein that
the digestive tract can absorb. When
we eat protein, she said, we digest it
into amino acids, which the body then
repackages into full proteins and sends
where they’re needed. “We really have
very little control over what our body
does with the protein that we eat,”

she said.

So, for example, taking collagen means
that while you get the amino acids that
make up collagen, there’s no guaran-
tee your body will use them to make
collagen. The best course is to eat a
good variety of protein sources so your
body has the amino acids it needs to
make the proteins that it needs. With
CMT, you don’t need extra protein,

she concluded, noting that resistance
training in addition to adequate protein
is what builds muscle.

DIETITIAN SARA KEVERN EDUCATES CMT PATIENTS
AT STANFORD HEALTHCARE ABOUT USING DIET
TO IMPROVE THE WAY THEY FEEL.

Most people should eat almost half of
their daily calories in carbohydrates,
Kevern said, which supply energy to
muscles. The type and the amount are
important—too many carbs or overly
processed or refined carbs can make
one tired. Carbs are found in three main
food groups—starches and grains, fruits
and dairy products. Simple carbs are
generally more processed and do not
contain fiber while complex carbs usual-
ly also have fiber, which is important for
slowing digestion, regular bowel move-
ments, heart health and colon health.

Kevern doesn’t recommend a keto—
or low-carb—diet for CMT patients. It's
important to have adequate carbs for
your muscles, she said, and putting the
additional strain of a keto diet on the
body is not optimal. Similarly, inter-
mittent fasting is not always a good
idea for someone with CMT, she said,
because fasting for more than 16 hours
is “a long time to not be giving your
body energy.”

Fat is “super important for nerve

health,” Kevern said, noting that the
myelin sheaths surrounding nerves
are about 70 percent fat. Again, the

type of fat is important: Saturated

and trans fats and Omega-6 fats

are more pro-inflammatory while
monounsaturated fats and Omega-3s
are anti-inflammatory. Healthy fats are
found in foods like fatty cold-water
fishes, avocado, walnuts, olive oil

and flax, to name a few.

Micronutrients are vitamins and
minerals. They don’t have calories,
Kevern explained, and they are best
when they come from food rather
than supplements because they then
interact with other components in our
food like phytonutrients. Essentially,
she said, “You really cannot out-
supplement a bad diet.” Supplements
don’t go through the Food and Drug
Administration’s approval process,

so “even pill to pill in the same bottle
can have different quantities of that
vitamin.” She recommended only
taking supplements that have gone
through third-party testing.

Kevern noted that while B vitamins
play an important role in metabolism,
B6 toxicity is possible and can actually
cause neuropathy. Generally, she said,
more than 200 milligrams a day can

result in toxicity. Curcumin, on the
other hand, has been shown to reduce
inflammatory markers and is “definitely
worth a try,” she said. Creatine has
also been shown to be pretty helpful
and worth investigating. She also
recommended probiotic foods like
kimchi, kefir and yogurt, but cautioned
that it takes several weeks to get the
gut population healthy.

Magnesium, which can help with both
cramping and sleep, is fairly easy to
get from food like legumes, nuts and
seeds, but people can definitely take a
supplement if they’re not eating a lot of
those foods.

Finally, Kevern said, avoiding chronic
diseases like heart disease, cancer
and diabetes is also critically important
in helping optimize muscle health.
“There are so many reasons to take
care of your body, whether or not it’s
going to help your CMT. Optimizing
your nutrition and your overall health is
going to make everything better in the
long run.”

Watch the complete video at
www.cmtausa.org/webinars.

allardx

Toll free: 888-678-6548
info@allardusa.com
www.allardusa.com

Thanks to my ToeOFFF®,

| have been able to
EMPOWER PEOPLE to
challenge their limits and
FIND NEW HEIGHTS

no matter the obstacle!

— Aika, Doctor of Physical Therapy
and 2- time Paraclimbing World
Champion (RP3)
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OCCUPATIONAL THERAPY £
FOR CMT HANDS

ore than 900 people joined

a CMTA Zoom call on May 12

to hear occupational therapist
Valery Hanks dispense numerous tips
on aids, exercises and workarounds for
people whose CMT affects their hands.

Hanks, a member of the CMTA Advisory
Board, first defined occupational therapy
(OT) for the audience: It is a practice

that helps individuals recovering from

an injury or iliness or with disabilities
participate fully in everyday activities. OT
trains them to use adaptive equipment
and techniques to improve function and
independence. It also helps individuals
develop strengthening and coordination
programs and teaches family members
how to support their loved ones
effectively.

The difference between OT and phys-
ical therapy (PT) is that OT deals with
self-care tasks, modifications for work,
school or driving and home manage-
ment, all tasks that involve arm and
hand impairments. PT, on the other
hand, involves walking and assistive
devices to help with safety, balance,
stairs and general mobility. It involves
leg and foot impairments and deci-
sion-making with AFOs.

Hanks divided OT concerns into
several primary areas—self-care,
bathroom safety and work and home.
In the self-care category, she said,
people with difficulty using their hands
might have problems with buttons,
shoelaces, tying a tie, holding utensils,
cutting fingernails, socks, and jewelry
fasteners. She recommended tools
for each. Foam tubing, for example, is
cheap and comes in many shapes and
sizes. It can be wrapped around a fork
or a brush or a pen, making the object
larger and easier to use.

A sock aid is another useful tool. Put a
sock in the device, then drop it down
to the floor and pull the strings so that
the sock goes on without having to use
your fingers. It's also beneficial for peo-
ple with balance issues or who can’t
reach their feet.

A reacher/grabber also comes in
handy for picking things up or pulling
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up your pants, she said, while a zipper
pull hooks into your zipper so you can
use the full force of your hand and
forearm to pull up the zipper, rather
than having to use finger strength to
pull it up.

&
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ADAPTIVE NAIL CLIPPERS SUCTION
TO ANY SURFACE.
www.rehab-store.com/p-nail-clipper-board.html

Similarly, she said, an adaptive nail
clipper suctions to a table or counter,
allowing people to use forearm rather
than finger strength to push the device
down to clip nails. More self-care tools
include long-handled combs and one
of Valery’s favorites, a jewelry adapter
that attaches to either end of a neck-
lace or bracelet, then uses magnets to
make the connection. Other effective
self-care tools include buttonhooks,
Velcro shoelaces and AFO assists that
hold the brace still so that you can
simply slide your foot into it and then
do the straps.

Another area that OT focuses on is
bathroom safety. A January 2018 study
surveyed 252 people with CMT and
86 percent reported frequent falls

or near falls. A 2014 study found that
respondents were more likely to get
injured if they fell in the bathroom.

A SOCK AID CAN TRANSFORM THE TASK
OF GETTING DRESSED.
www.amazon.com/RMS-Deluxe-Sock-Foam-Handles/
dp/BOOU9TWCXU/

)

- W

Valery recommended several tools

for the bathroom: a toilet hygiene aid
helps people reach around after a
bowel movement and bidets make
washing the genitals a breeze. You
don’t have to buy a $700 bidet, she
said: A $50 or $75 bidet seat is simple
to install and does the job just as well.
An elevated toilet seat with safety
rails helps people without a lot of leg
strength get up and down, while a
bedside commode can help prevent
falls in the night, then be stashed away
during the day.

(-0

A JEWERLY ADAPTER ATTACHES TO THE END OF
A BRACELET OR NECKLACE AND USES MAGNETS
TO MAKE THE CONNECTION.
www.amazon.com/Sterling-Magnetic-Converter-
Necklaces-Bracelets/dp/BO7QCTVP17/)

Showering and bathing can also
present challenges, Hanks said. She
recommended putting a mat in the
bottom of the tub and using a transfer
bench, which allows you to sit outside
the tub, then swing your legs over, and
use a handheld shower.

The third area where occupational
therapy can be helpful is home life and
work. Helpful tools include battery-
powered can openers, adaptive key
rings and adaptive pill bottle openers.
Hanks recommended that people who
don’t have small children at home
simply ask their pharmacists to put

on non-childproof lids.

In the kitchen, jar openers and
rocker knives can both reduce the
amount of effort required to use
them, while an adaptive cutting

A ROCKER KNIFE SIMPLIFIES CHOPPING.
www.amazon.com/Amco-Stainless-Mezzaluna-
Silicone-Handle/dp/B000Y52CIO/

board with prongs holds vegetables
in place for cutting. At work, a
keyguard over the keyboard can
prevent you from accidentally hitting
two keys at once and a color-coded
keyboard with larger keys can help
prevent mistakes when typing.

Hanks suggested using yoga bands
for hand stretches. Equipment

isn’t a necessity for hand stretch-
es, though: Simply spreading the
fingers out as wide as possible and
then pulling them back together is
an excellent way to keep the intrin-
sic muscles of the hand firing. Mak-
ing a “duck beak” also fires these

tiny muscles, which lie deep within
the hand. She also suggested
touching your thumb to the bottom
of your pinky, if possible, and doing
a “prayer stretch” for the wrist flex-
ors, which stretches out the muscles
down the arm that tend to get tight
when the hands start to weaken.

Splinting is another area where
occupational therapists specialize.
The most common splint for CMT is
a thumb spica splint, either off-the-
shelf or custom, which can prevent
deformity and help support the
thumb. A dorsal blocking splint

can be used when all of the hand
muscles are atrophied and the
fingers curl into a claw: It prevents
hyperextension while still allowing
the use of the hand. The goal is to
prevent deformity from happening.
When deformity has occurred,
progressive splinting can help. New
splints are made every six weeks
or so that gradually ease the hands
into a more stretched position.

To watch the entire Zoom, go to
www.cmtausa.org/webinars/

Think outside the shoe®

A game changer solution
for foot drop

The XTERN is the only dynamic AFO
for foot drop totally affixed outside the
shoe to maximize comfort, prevent skin
breakdown and rubbing injuries to the
foot. Its flexibility helps keep maximal

Vlalery Hanks is an occupational
therapist at Pi Beta Phi Rehabilitation
Institute at Vanderbilt Medical Center
Bill Wilkerson Center in Nashville,
Tennessee. She provides outpatient
services as part of an interdisciplinary
team for adolescents and adults with
neurological impairments. Valery
graduated from the University of
Tennessee Health Sciences Center

in 2000 and has focused her entire
career on helping people with
neurological impairments.
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WARMS COLD LEGS

The Tisscare foot massager can be found on Amazon, currently at $179.99: www.amazon.com/dp/BO7ZNDCF8W/.
Be sure to use Amazon Smile with the CMTA as the designated beneficiary: We’ll earn 0.05 percent on your purchase.

YES, PLEASE PUT MY CONTRIBUTION TO USE IN THE FIGHT AGRINST THE PROGRESSIVE AND DEVASTATING EFFECTS OF CMT.

Please earmark my gift for STAR Research towards:

O Type 1A Dollar-for-Dollar Match O Type 2 Dollar-for-Dollar Match O STAR Research (All CMT Types)

YES! | want to make a donation in the amount of: O $3500 O $1000 O $500 O $250 O $100 O $50 Q Other: $
O Make My Gift a Monthly Donation.
O Check enclosed, payable to the Charcot-Marie-Tooth Association. Donate online at cmtausa.org/donate2star

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

To give the gift of stock, please call Jeana Sweeney, the CMTA Director of Development at 814-269-1319

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

U Please send me CMTA updates via email. My email is:

Complete and mail to the CMTA, PO Box 105, Glenolden, PA 19036

Sled hockey was one of the
manyiways Joan worked to
stay physically active.

It seems only fitting that the
memorial service for Jean Nibbe
included a game of Munzee.

Like the online/real-life scavenger
hunt, Jean was vibrant, engaging

and full of life.

Jean was born in 1965 in Salt Lake
City, Utah. She spent three years
there before moving with her family to
Seattle, where she remained for the
rest of her life.

Jean worked in the parts department
at truck manufacturer PACCAR for 25
years, but she wasn’t defined by her
job as much as her outside interests
and her volunteer work. She was

an advisor with the scrapbooking
company Creative Memories and
she made greeting cards for Project
“Write Home” for military personnel.
She loved gardening and volunteered
at the Bellevue Botanical Gardens
for many years, even winning the
President’s Volunteer Award in 2012.

In addition to Munzee, Jean enjoyed
traveling, the outdoors, spending
time with friends and family and
Geocaching, in which participants
use GPS to hide and seek containers
called geocaches at specific locations
marked by coordinates all

over the world.

WHY SHE GRVE:

JEAN NIBBE

HER MOTTO WAS “LIVE FOR TODAY,” AND HER
LEGACY WILL HELP OTHERS WITH CMT DO THAT.

Jean’s father had CMT Type 2, as did
his three siblings, so Jean knew she
had it from a very early age. She didn’t
let CMT define her, or slow her down:
In her youth, she was an avid softball
player, though, like many people with
CMT, she was often chosen last for
teams.

But she persevered, knowing how
important it was to stay active and
preserve her muscle mass. She
participated in dragon boat racing
and sled hockey and was invited to
try out for the U.S. sled hockey team.
She even led a Boy Scout troop on a
hike from Seattle to the Golden Gate
Bridge.

Ironically, Jean grew to love teams
because they motivated her to stay
active, take part in a group and
contribute to society.

Jean and her husband Jim met on a
blind date and it was initially unclear
that there would be a second meeting.
But Jim was persistent, and another
date followed. Being the up-front kind
of person that she was, Jean told Jim
about her CMT and that she wouldn’t
have kids because of it. She was
reluctant to begin a relationship, but
Jim assured her that they were “just
dating” and it would be okay. They
married in 1998.

MAKING GREETING CARDS
for Project “Write Home” for
military personnel was one of
the many ways Jean shared

her generous spirit.

The two shared a love of travel and
planned to go to the Greek Islands on
their honeymoon, but then they won
a contest for two round-trip business-
class tickets around the world. Jim was
excited at the thought of a world tour,
but Jean said she knew she would be
tired from the wedding festivities and
just wanted to lie on a beach. They
compromised by lying on beaches in
Rio de Janiero, Malta and Bali.

Jean began swimming more as her CMT
progressed, loving the ease that being
in water gave her. She often said that
she “felt normal” when she was in water
and loved to go snorkeling in places like
the Virgin Islands and Hawaii.

There was a lot less travel in recent
years, but Jean could still mountain
bike and Whistler was another favorite
vacation destination. She also contin-
ued making cards until just last year
when she started to lose hand function.

An active member of the Seattle
branch, Jean left more than $70,000
to the CMTA because of the way CMT
affected her and her family. Her motto
was “Live for Today,” and her legacy
will help others with CMT do that. Her
memory is most certainly a blessing—
to all who knew her and to all who will
benefit from her generosity.
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AN OLD MAN’S JOURNEY

WITH CMT

Jeff and Julie Dols

MY name is Jeff Dols,

| am 71 years old and | have Charcot-
Marie-Tooth disease. | don’t mean for
that to sound like an AA meeting, but
those are the basic facts.

| was diagnosed in 1964 at age 14. The
clumsiness, sprained ankles, strange
gait, hunched shoulders and spinal
curvature were all there, but the dots
hadn’t been connected. A broken

hip from a fall finally led me and my
parents to Stanford University Hospital
Clinics where | sat in an exam/confer-
ence room for five hours as teams of
doctors poked, pricked, measured,
prodded, tuning forked, zapped and
generally explored. At the end of the
day, | was excused and my parents
were told | had CMT. | was told a few
weeks later, but there were no details
except that the disease was inherited,
degenerative and had no treatment.

My CMT is fairly mild and | had a mostly
normal childhood doing the things most
kids did, just not very well or as fast.
There were things | could not physically
do and things | was not allowed to do.

| was always just “a bit off”

My diagnosis gave me the starting
point for answers to the question of
what was going on with me. | learned
| was never going to make a living
with my body, so the NFL was out. |
figured I'd better get an education if
| was going to make a living. | went
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to college, then had a 40-year career
in sales and marketing that took me
around the world. | met all types

of people and experienced many
different cultures. | worked hard, had a
good time (mostly) and learned a great
deal about myself along the way. CMT
taught me how to deal with people and
made my career choice ideal.

This letter is about what I've learned in
55 years of dealing with CMT, lessons
like:

- | don’t use CMT as an excuse to get
out of things. It’s dishonest and an
abuse of those around you.

« |learned to work around CMT issues
because it was the only way | could
live my life. Early on, when no one
had answers, | had to be creative
and make it up as | went along. That
ability is key in dealing with CMT.

- | am not hesitant to ask for help
when | need it, but | don’t let people
volunteer to help when they think |
need it.

« If I can do something, | will do it, no
matter how long it takes.

- When people stare at the way | walk or
my leg braces or how my hands cramp
up at the worst times, | make a joke
about it or ask if they are having a bad
day too. Not in a confrontational way,
but with a smile and a genuine desire
to help put both of us at ease and to
remove the barrier CMT can be.

- Treat your doctors with respect, the
same respect you show your plumb-
er. You hire them both because they
have the expertise you don’t. Treat
both with respect until it's no longer
mutual, then tell them how you see
things and find a new plumber.

At 71, | still manage an independent
life. It's more limited than 20 or 30
years ago, but whose isn’t. | rely on a
number of tools and tricks that make
life easier, including:

« A button hook for buttoning my shirts
and pants.

A small hook | keep on my key chain
for those times when | can’t manage
to pull my zipper up. It's embarrass-
ing to walk into a public restroom
with your shirt tucked in and come
out with it untucked—can be a bit
drafty, too.

A sock puller aid to get my socks on
and off.

AFOs allow me to walk in a mostly
straight line. And | do walk, three to
four times weekly with my special
walking stick.

AFOs are great shoehorns too.

Velcro strap shoes save me time and
frustration, limiting the use of bad
words that come with trying to tie
shoelaces.

| drop things all the time and to pick
them up, | keep BBQ tongs handy.
My wife calls them my “Geezer
Tweezers.” | have four pairs scat-
tered around the house and garage.

Soft-handled knives and utensils
make it possible to grip a knife so |
can still cook.

My Kindle allows me to read almost
any book | want without the struggle
of turning actual pages.

I love my glass of wine and | found a

cork puller | can use. Because of bal-
ance issues, | limit it to just one glass
and only with dinner. | really miss that
second glass though.

| still drive. Thank God for all the
safety features cars have now. They
keep innocent people safe.

| type 22 words a minute with seven
errors. Voice-to-text software is in the
very near future.

An often-used tool of mine is a large
master closet with no exterior walls.
On bad days, when things really get
to me, that’s where | go to shut my-
self in and rail at the gods and yell at
the top of my lungs. Never mind the
words | use; the neighbors can’t hear
me and why would | care anyway.

The secret weapon that really makes
my life work is my wife, Julie. We have
been married for 30 years. She has
seen the best and the worst of me and
she is still here. She knows what may
be coming and she is still here.

When | am being an ass, she points

it out—not always in the most tactful
manner—but she has rights and | tend
to be “insensitive” on occasion. Re-
member the closet.

She laughs at me regularly, even when
| can’t see the humor. Julie always has
my back and will help when asked,
even when she doesn’t think | deserve
it. Everyone needs a Julie in their life.
With CMT, the need is greater.

So, the advice | would give to anyone
dealing with CMT based on my 71
years of dealing with it:

« CMT is eventually going to win most
battles. The trick is making sure you

lose on your terms. Don’t just accept,

fight back and look for workarounds.

- CMT affects many aspects of our
lives, but it will not define who you
are unless you let it.

Brlnglng Together an International Community
p of Patients, CMT Clinicians, Scientists

« As much as possible, don’t let CMT
limit or constrain your life.

- Don’t be afraid to ask for help but
always look to yourself first.

« Keep physically active and exercise
regularly. CMT will rob your physical
abilities so do all you can to keep the
strength and muscle tone you have.

« Question your doctors and caregiv-
ers. If you don’t understand the an-
swers, ask again. Remember, you’re
the one paying the bills.

- Nurture friendships and make sure
they feel free to call you an ass when
you need it. If nothing else, it starts a
conversation.

- On bad days, don’t bring everyone
around you down. You may have CMT,
but the world does not revolve around
you. Again, remember the closet.

- On the good days, share it with the
people who make the days good.

A life well lived is an adventure. With
CMT, it can be a bit more adventur-
ous but that just means the rewards
are greater and the memories more
impactful.

I -
PATIENT/FAMILY CONFERENCE
VIRTUAL - SATURDAY, NOVEMBER 6 .

and Biotech Partners from Around the World

‘

Jeff and his walking stick
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FIRST ANNUAL COLDIRON DE

8-year-old Hazel Coldiron was
diagnosed with CMT five years ago.

-t

RBY

FUNDRRISER NETS 530,823

CMTA Board Member
David Coldiron and his

wife Christina raised more than
$30,000 for the CMTA May 1 with

a Kentucky Derby party in Nash-

ville. The outdoor, tented fundraiser
featured live music, fabulous bites,
mint juleps, Derby viewing, live and
silent auctions and a bourbon tasting.
Eighty-five people (following CDC
pandemic guidelines) came out in
their Derby finest, including hats.

The Coldirons love the Kentucky
Derby and have an event at their
home for family and friends every
year. This year, they turned the
event into a fundraiser for the CMTA.
Their reason for fundraising is very

Students at St. Rocco Parish Raise Pennies for the CMTA

tudents at Saint Rocco Parish

School in Cleveland held a Penny
War to raise funds for charity this past
Lenten season and the CMTA was one
of the lucky beneficiaries. Students
at the small, urban, high-poverty
school battled grade against grade
to bring in pennies, silver change and
paper money to raise over $1,500!
The money was divided among three
charities that affect students in the
school: The Charcot-Marie-Tooth
Association, Autism Resources and
Alex’s Lemonade Stand.
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For every $500 raised, assistant
principal and seventh-grade
homeroom teacher Brent George
agreed to dress as the Easter Bunny
for a day. It was quite an incentive:
He greeted students for three days
before Easter. The third graders who
raised the most money earned a
pizza party, a dress-down pass and
a homework pass.

Principal Renee Corny said she
is extremely proud of these 135 kids
for their generosity in helping others.

personal: 8-year-old Hazel Coldiron,
a bright, beautiful and strong little girl
who was diagnosed with CMT five
years ago.

David and Christina thought that their
annual Derby party would be a great
way to raise awareness and funds for
CMT research. “We want children like
Hazel to have the same opportunities
to have a fulfilled and happy life.

The annual Coldiron Derby Fundraiser
will help fund research for Charcot-
Marie-Tooth disease by benefiting

the CMTA,” David said.

The Coldirons (and the CMTA)
thank sponsors Crown Paving,
Hanger Clinic and Pennington’s
Distillery for supporting the event.

ORANGE COUNTY, CA

Seventeen people, including new Branch
Leader Beth Dorin, came out for the inaugural
meeting of the Orange County branch on
March 2. All of the attendees have CMT
(mostly 1A) and a couple of them have young
adult children with CMT. The parents of children
with CMT mentioned how great it would be

to connect their kids with others in their age
group. Members also talked about topics of
interest for the year and future guest speakers.

DENVER, CO

Members of the Denver branch shared local
resources for bracing at their April 15 meeting.
They also welcomed two representatives from
the CMTA Center of Excellence at Children’s
Hospital of Colorado, which is led by neurolo-
gist Dr. Michelle Yang, who joined the meeting
to introduce themselves to branch members.

DESTIN, FL

Three presenters from GeneDX dazzled
members of the Destin, FL branch at their last
meeting with a wide-ranging presentation

on genetic testing. They described the
company’s neuropathy test offerings, including
a hereditary neuropathy panel (64 total genes),
a core CMT panel (four genes), an axonal CMT
panel (32 genes), a demyelinating CMT panel
(23 genes), a CMT panel (43 genes) and a
hereditary sensory and autonomic neuropathy
panel (14 genes). Members learned that genetic
testing can lead to a positive diagnosis, a
negative diagnosis, or an inconclusive result
and discussed the importance of seeking
professional genetic counseling.

PORTLAND, ME
Ten members of the Portland branch welcomed
guest speaker Laurel Richardson, CMTA direc-
tor of community outreach, to their January 12
meeting. Laurel shared updates on
the CMTA's education and community
programs. Members also spent time
catching up with fellow CMTers and
planning for the year. They decided

to meet every month or so this year
because Zoom makes it so easy. They
also agreed to work on building a
“local resources” list for the branch.

LAS VEGAS, NV

Seven members of the Las Vegas
branch welcomed orthotist David
Kovach to their meeting on January 23.
David shared valuable information on
bracing and orthotics and emphasized
the importance of finding the right brace
for each individual, a lesson borne out
by the fact that everyone in the group
wore a different type of brace.

NEWBURY, NH

Six members of the Newbury branch welcomed
guest speaker Jacqueline Piazza to their April
10 meeting. Jackie was diagnosed with CMT

T

CMTA Director of

Community Outreach =V='" '
Laurel Richardson has initiative. She detailed the many

participated inmany  ways the CMTA is tackling research

branch meetings over for nearly every subtype.
Zoom this year.

when she was 19, and after a challenging jour-
ney spent trying to understand her body and
CMT, she discovered the benefits of meditation
and mindfulness. She has been meditating for
the past 10 years and even became a profes-
sional meditation/mindfulness instructor with
advanced training in trauma-sensitive mindful-
ness. Jackie shared how meditation changed
her relationship with her body and her diagno-
sis, as well as some meditation
and mindfulness practices.

The branch also gathered

on February 17 to catch up

as a branch and welcome
new members. The seven
attendees played a great
introduction game called 2
Truths & 1Lie. Members briefly
explained their journeys with
CMT and what'’s been helpful,
as well as what hasn’t been.
Members also discussed local
resources for surgeries, AFOs,
doctors and specialists.

NEW MEXICO

Nineteen members of the
New Mexico branch wel-
comed first-time actor Joy
Perry to their February 6
meeting. Joy, who has CMT,
recently appeared in a Hallmark movie, The
Christmas Bow, playing a character who has
the disease. Joy shared her history with CMT
as well as her experiences as someone without
previous acting experience in making this TV
movie. The Zoom session was recorded and
will be available at a later date for individuals
and other branches to view.

SYRACUSE, NY

The Syracuse branch met on February 6 with
40 people present to welcome special guests
Drs. David Herrmann and Katy Eichinger from
the CMTA Center of Excellence at the Uni-
versity of Rochester. Dr. Herrmann, the clinic
director, gave a great presentation defining
CMT, explaining genetic testing and inheritance
patterns and describing how CMT affects
patients. Dr. Eichinger, a physical therapist and
clinical trial evaluator, discussed
physical therapy and the importance
of physical activity. She also talked
about the sensor gait study being
conducted at the Rochester Center
of Excellence.

WESTCHESTER, NY

A dozen people came out May

+ 1to hear guest speaker Laurel
1—':4.1 Richardson, the CMTA director of
community outreach, give a high-
level overview of the STAR research

On March 6, 27 people came out

to hear guest speakers Ken Cornell
and Laurie Lasky take part in an in-depth dis-
cussion on bracing and AFOs. Ken is a certified
orthotist in Boston and works with the CMTA
Center of Excellence team at Mass General.
Laurie, the NE district manager for bracing
manufacturer Allard, told the group she finds it

New Mexico branch membeérs

welcomed actor Joy Perry, whe'has
CMT, to their February meeéting.

especially meaningful to watch the life-chang-
ing difference that great braces make for
people living with CMT.

RESEARCH TRIANGLE/WILMINGTON, NC
The Research Triangle and Wilmington
branches held a joint meeting on May 1

with 12 people present to welcome special
guest speaker David Tannenbaum. David, a
psychotherapist who has CMT,
serves on the CMTA Advisory
Board and writes the “Ask
David” column in The CMTA
Report. He led the group
through a meaningful discussion
on emotional wellness in which
many shared their sadness,
guilt and fears surrounding their
disease. It was a productive and
valuable meeting with great
takeaways about letting go of
fear and staying in the present.

CHESTER COUNTY, PA

Two orthotists from ABILITY
Prosthetics and Orthotics pre-
sented on bracing solutions and
getting the most of a visit with an
orthotist at the Chester County
branch’s March 20 meeting.
The 22 members in attendance
shared their experiences with this company as
well as various types of orthotics, shoes and
devices for daily living that work for them.

PITTSBURGH, PA

Nine people welcomed guest speaker Julie
Tarle, the CMTA's special events manager, to the
April 17 meeting of the Pittsburgh branch. Mem-
bers debated whether to have their WALK 4 CMT
in-person or virtually, with the majority saying
they felt comfortable holding an in-person walk
using state guidelines for COVID-19. Members
also discussed date, time and location possibil-
ities and got excited about planning the annual
walk, though no final decisions were made.

DALLAS/FT. WORTH, TX

Dr. Sharique Ansari, a neurologist and the
director of the CMTA Center of Excellence at
Kane, Hall, Barry Neurology in Bedford, was the
guest speaker at the Dallas/Ft. Worth branch
meeting May 1. Twelve people listened as

Dr. Ansari shared an incredible presentation

on CMT with detailed information about the
disease, the diagnostic process, genetic testing
and much more and then answered questions
from the group.

MADISON, Wi

Twenty members of the Madison branch
welcomed special guest speaker John Svaren,
PhD, to their March 4 meeting. Svaren chairs
the CMTA Scientific Advisory Board and is very
involved with advancing CMT research. He is

a professor in the Department of Comparative
Biosciences at the University of Wisconsin and
serves as director of the Cellular and Molecular
Neuroscience core at the UW Waisman Center,
where his laboratory is located. Since 2000, he
has focused his research on the genetic basis
of peripheral myelination and the disruptions
found in peripheral neuropathies such as

CMT. Svaren shared a STAR research update
and then took questions from the group.
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WHAT'S ON
YOUR MIND?
ASK DAVID.

David Tannenbaum answers
questions from readers in

his column “What’s On Your
Mind? Ask David” regularly in
The CMTA Report. David has
an LCSW degree and has
been a psychotherapist in
New York City for the past 30
years, specializing in helping
others with the task of grow-
ing emotionally and spiritually
through physical challenges.
“My CMT has been my great-
est challenge and my best
teacher in life,” says David.

Dear David,

My wife and | have been married for 22 years. | am blessed to
have a good marriage. We have no children by choice and have
been fine with that decision. Although | have known about my
CMT for years, it’s only recently that | have had a tough time

of it. My balance seems to be worsening, and there has been
some weakening in my hands. | have always been very active
and take pride in being able to fix things around the house and
would never think of calling and paying a handyman to do what
I think | can do just as well. My wife tells me it’s a matter of my
“macho pride.” The other day my well-meaning wife offered to
help me with a difficult project. | snapped at her and told her |
didn’t need any help! | apologized later, but | felt terrible that |
lost it with the most important person in my life. | always think
of myself as a gentle and soft-spoken guy but these outbursts
seem to be happening more often. What’s going on?

David Replies:

I've always been useless around the house, better at breaking things than
fixing them, and I've never had any trouble calling a handyman for help so |
think | can shed some light on this.

| suspect that your feelings around losing some ability to help around the
house have been building for some time. Since CMT progresses so gradually,
we often don’t recognize in the moment when we are not able to do
something that we could previously do without any trouble. In that moment of
awareness, we can experience a sinking feeling that makes us feel awful and
causes us to project into the future some worst-case scenario.

Your lashing out at your spouse is not about her but about some pain or fear
you have probably been suppressing. Our anger is more accessible than the
sadness of acknowledging our physical losses and sadness and fear often
gets expressed as anger. Allowing these feelings to surface means that we
have to experience emotions that make us feel weak and out of control,
feelings that we don’t like acknowledging to ourselves, let alone to our
intimate partners.

In truth, these are human emotions that everyone has throughout life. Your
anger at your wife is about pushing away someone who knows you well

at a time when you want to remain invisible. Perhaps in that moment of
experiencing these difficult feelings, you actually needed a loving embrace
from someone who knows how hard it is for you and wants to assure you that
you are not alone. That could have been a very tender moment for both of
you. When we don’t let our loved ones see what we are going through, we
remain isolated. In addition, those feelings of unexpressed fear or sadness
can turn into depression if they remain frozen.

If you are able to express some of these uncomfortable emotions, you can
then make room for other feelings like acceptance, peace, intimacy and the
motivation to live the best life you can with what you have. For those of you
reading this who have friends or loved ones with CMT, take a moment to ask
them once in a while, “Are you ok?” Just those simple words can convey a lot
of caring and love. If the response you get is a quick, “I’'m fine,” don’t be afraid
to ask again. Let’s not be afraid of feelings. Once acknowledged, we can then
let them go. It's only when we deny their existence that they prevent us from
feeling truly alive.

CMTA CENTERS OF EXCELLENCE

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 Neuropathy Consortium (INC)—a group

of academic medical centers, patient support
organizations and clinical research resources

sponsored in part by the CMTA. The centers are
becoming even more important as the CMTA begins
clinical trials, which 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.

CALIFORNIA

LOS ANGELES (ADULT & PEDIATRIC)
Cedars-Sinai

Clinical Directors:

Matthew J. Burford, MD, and

Richard A. Lewis, MD

Appts: Tara A. Jones, MS, CGC,
310-423-4268

PALO ALTO (PEDIATRIC)

Stanford Children’s Health*

Clinical Directors: John Day, MD, PhD,
and Ana Tesi Rocha, MD

Appts: 650-723-0993

PALO ALTO (ADULT)

Stanford Neuromuscular Program*
Clinical Director: John Day, MD, PhD
Appts: 650-723-6469

SAN FRANCISCO (PEDIATRIC)
University of California, San Francisco
Clinical Director: Alex Fay, MD, PhD
Appts: 415-353-7596

COLORADO

AURORA (ADULT)

University of Colorado

Clinical Director: Vera Fridman, MD
Appts: 720-848-2080

AURORA (PEDIATRIC)

Children’s Hospital Colorado
Clinical Director: Michele Yang, MD
Appts: Alison Ballard, 720-777-3907

CONNECTICUT

FARMINGTON (PEDIATRIC)
Connecticut Children’s Medical
Center, Farmington*

Clinical Director: Gyula Acsadi, MD, PhD
Appts: Nanci Stolgitis, RN,
860-837-7500

NEW BRITAIN (ADULT & PEDIATRIC)
Hospital for Special Care

Clinical Director: Kevin J. Felice, DO
Appts: Sharon McDermott,
860-612-6305

FLORIDA

ORLANDO (PEDIATRIC)

Nemours Children’s Hospital*

Clinical Director: Migvis Monduy, MD
Clinic Coordinator: Kelly Wydronkowski
Appts: 407-650-7715

GAINESVILLE (ADULT & PEDIATRIC)
University of Florida

Clinical Director:

James Wymer, MD, PhD

Appts: 352-294-5400

MIAMI (ADULT)

University of Miami*

Clinical Director: Mario Saporta, MD
Appts: 305-243-9173

ILLINOIS

CHICAGO (ADULT & PEDIATRIC)
Northwestern Memorial Hospital
Clinical Director: Daniela Maria
Menichella, MD, PhD

Appts: 312-695-7950

University of lllinois at Chicago
Clinical Director:

Charles K. Abrams, MD, PhD
Appts:312-996-4780

Rush University

Clinical Director: Ryan D. Jacobson, MD
Appts: Sherri Taylor-Kennedy,
312-942-4500

IOWA

IOWA CITY (ADULT & PEDIATRIC)
University of lowa Hospitals & Clinics*
Clinical Director: Michael E. Shy, MD
Appts: 319-384-6362

KENTUCKY

LOUISVILLE (ADULT)

University of Louisville

Clinical Director:

Zeng Y. Wang, MD, PhD

Appts: Anson Ashburn, 502-588-4800

MARYLAND

BALTIMORE (ADULT & PEDIATRIC)
Johns Hopkins University*

Clinical Director: Thomas Lloyd, MD
Appts: (Adult) 410-955-2227,
(Pediatric) 410-955-4259

MASSACHUSETTS

BOSTON (ADULT & PEDIATRIC)
Massachusetts General Hospital
Clinical Director:

Reza Seyedsadjadi, MD

Appts: Tamika Scott, 617-726-3642

MICHIGAN

DETROIT (ADULT)

Wayne State University School of
Medicine and Detroit Medical Center*
Clinical Director: Jun Li, MD, PhD
Appts: 313-745-4275

ANN ARBOR (ADULT & PEDIATRIC)
University of Michigan

Clinical Director: Dustin Nowacek, MD
Appts: 734-936-9010

MINNESOTA

MAPLE GROVE (ADULT)
University of Minnesota*
Clinical Director: David Walk, MD
Appts: 763-898-1000

MISSOURI

COLUMBIA (ADULT & PEDIATRIC)
University of Missouri*

Clinical Director:

Raghav Govindarajan, MD, FAAN
Appts: 573-882-1515

ST. LOUIS (ADULT & PEDIATRIC)
Washington University

School of Medicine

Clinical Director: Stefanie Geisler, MD
Appts: 314-362-6981

NEW JERSEY

HACKENSACK (ADULT & PEDIATRIC)
Hackensack University Medical Center
Clinical Director:

Florian Thomas, MD, PhD

Appts: Annerys Santos, 551-996-1324

NEW YORK

ROCHESTER (ADULT & PEDIATRIC)
University of Rochester*

Clinical Director: David Herrmann, MD
Appts: 585-275-2559

NORTH CAROLINA

CHAPEL HILL (ADULT & PEDIATRIC)
University of North Carolina

Clinical Director: Rebecca Traub, MD
Appts: 984-974-4401

OHIO

COLUMBUS (ADULT & PEDIATRIC)
Nationwide Children’s Hospital
Clinical Director:

Zarife Sahenk, MD, PhD

Appts: 614-722-2203

COLUMBUS (ADULT & PEDIATRIC)
Ohio State University, Wexner
Medical Center*

Clinical Director:

Samantha LoRusso, MD

Appts: 614-293-4969

OREGON

PORTLAND (ADULT & PEDIATRIC)
Oregon Health & Science University
Clinical Director: Chafic Karam, MD
Appts: 503-494-0744

PENNSYLVANIA

PHILADELPHIA (ADULT)
Hospital of the University of
Pennsylvania*

Clinical Director:

Steven Scherer, MD, PhD
Scheduling for Clinic Visits:
Shana Millner, 215-662-3606
Scheduling for Research Visits:
Dragan Vujovic, 215-898-0180

PHILADELPHIA (PEDIATRIC)
Hospital of the University of
Pennsylvania*

Clinical Director: Sabrina Yum, MD
Appts: Hannah Borger, 215-590-1719

PITTSBURGH (ADULT)

University of Pittsburgh Medical
Center (UPMC)

Clinical Director: Sasha Zivkovic, MD
Appts: 412-692-4917

PITTSBURGH (PEDIATRIC)
Children’s Hospital of Pittsburgh
Clinical Director:

Hodas Abdel-Hamid, MD

Appts: 412-692-6106

TEXAS

DALLAS (PEDIATRIC)

University of Texas Southwestern
Clinical Directors: Diana Castro, MD,
and Susan lannaccone, MD

Appts: Lindsay Adkins, 214-456-2768

BEDFORD (ADULT 16+)

Kane Hall Barry Neurology
Clinical Director:

Sharique Ansari, MD, MPH
Appts: 817-267-6290, option 4

UTAH

SALT LAKE CITY

(ADULT & PEDIATRIC)
University of Utah*

Clinical Director:

Russell Butterfield, MD, PhD
Appts: 801-585-7575

WASHINGTON

SEATTLE (ADULT)

University of Washington

Medical Center*

Clinical Director: Michael Weiss, MD
Appts: Gail Schessler, 206-598-7688

WASHINGTON, DC

(PEDIATRIC TO AGE 21)

Children’s National Hospital

Clinical Director:

Diana Bharucha-Goebel, MD

Appts: Kathleen Smart, 202-476-6193

INTERNATIONAL
LOCATIONS:

AUSTRALIA

WESTMEAD (PEDIATRIC)

The Children’s Hospital at Westmead*
Clinical Director: Manoj Menezes, MD
Research Director: Joshua Burns, PhD
Appts: (02) 98451325
daralyn.hodgson@health.nsw.gov.au

BELGIUM

B-2650 EDEGEM

(ADULT & PEDIATRIC)
Antwerp University Hospital
Clinical Director:

Prof. Dr. Peter De Jonghe
Appts: +32 3 82134 23
Neuromusculaire@uza.be

ENGLAND

LONDON (ADULT)

University College London Hospitals*
Clinical Director: Mary M. Reilly, MD
Appts: Mariola Skorupinska,
(0044)2034488019
mariola.skorupinska@uclh.nhs.uk

ITALY

MILAN (ADULT & PEDIATRIC)

C. Besta Neurological Institute*
Clinical Director: Davide Pareyson, MD
Appts: +39-02-70631911
sara.nuzzo@istituto-besta.it

* Denotes the CMTA Centers
of Excellence that are included
in the National Institutes of
Health Inherited Neuropathy
Consortium (INC). The INC is
co-sponsored by the CMTA and
the MDA. Worldwide more than
10,000 patients with CMT have
been enrolled in protocols,

and their data, de-identified

to protect patient privacy, is
housed in a common repository.
As a result of this collaboration,
a new CMT evaluation

scale for children has been
established, along with a new
evaluation system for adults,
and an infrastructure has been
developed to perform natural
history studies and clinical trials
for CMT.
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ALABAMA

Kimberly Parry
757-235-6260

ALASKA

Lisa Hubert
907-223-4566

ARKANSAS

Laurel Richardson
800-606-2682, Ext. 112

ARIZONA

Pam Palmer
480-236-2445
Christina Fisher
623-742-8921

CALIFORNIA

Donna Murphy
661-317-6332
Danielle Metzger
661-317-6533

Alani Price
310-710-2376
John Ramos
951-318-5669

Beth Dorin
949-929-2908

Laurel Richardson
800-606-2682, Ext. 112

Annette Van Veen
760-473-5014
Kendall Trout
760-632-5654

Ori Bash
408-829-4562
Tau O’Sullivan
916-806-2173

COLORADO

Ron Plageman
303-929-9647
Dick Kutz

303-988-5581

CONNECTICUT

Roy Behlke

239-682-6785
Diane Lindsay
860-670-4417

Lynne Krupa
203-288-6673

DISTRICT OF
COLUMBIA

Steven Weiss
Kimberly Hughes
301-962-8885
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FLORIDA

Linda Davis
Mitch Davis
863-875-4239

Ted Spring
850-368-1097

Tim Nightingale
904-504-1953
Stephanie Burkhalter
904-710-3771

Roy Behlke
239-682-6785
Bill Millar
202-309-5685

Rachel Rivlin
941-284-0766

Edward Linde
813-712-4101

Sarah Gentry
941-706-5348

Phil Lewis
561-307-0100
Eileen Martinez
561-901-5566

GEORGIA

Jeannie Zibrida
404-307-6519

HAWAII

James Cuizon
808-450-1236

IOWA

Jeffrey Megown
319-981-0171
ILLINOIS

Jay Pate
630-888-4673

Doreen Pomykala
815-351-1328

INDIANA

Aimee Trammell
574-304-0968

Laurel Richardson
800-606-2682, Ext. 112

KANSAS

Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674

Karen Smith
316-200-0453

LOUISIANA

Laurel Richardson
800-606-2682, Ext. 112

MAINE

Mary Louie
207-450-5679

MARYLAND

Clark Semmes
410-350-4812

MASSACHUSETTS

Mimi Works
617-913-4600
Jill Ricci
978-887-1014

MICHIGAN

Laurel Richardson
800-606-2682, Ext. 112
Amy Reynolds
616-916-6732

Jonah Berger
303-827-4218

MINNESOTA

Jo Smith
612-807-4729

Laurel Richardson
800-606-2682, Ext. 112

MISSOURI

Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674

Payton Rule

618-401-4822
Amanda Rule
618-698-3039

Jessica Brantner
417-468-8049
Jessica Hardy
417-434-1656

NORTH CAROLINA
Carrie Johnsen
704-904-2828

Mona Doshi
980-339-8560

Jeanne Boehlecke
919-942-7909
Rick Nelson
919-889-9776

Laurel Richardson
910-515-8488

NEBRASKA

Brandon Lederer
402-680-0502

NEW HAMPSHIRE

Jacinta DaCosta
978-596-4444
NEW JERSEY
Mark Willis
732-252-8299

Jacqueline Donahue
732-780-0857

NEW MEXICO

Gary Shepherd
505-296-1238

NEVADA

Martha Boadt
231-852-4251

NEW YORK

Peter Morris
716-866-3519
Maryann Ciskal
716-435-3899
Kristen Braun
716-270-3095

Michael Casey
315-439-9325

Cara Leath
914-262-1108

Beverly Wurzel
Frank Wurzel
201-224-5795

OHIO

Jill Stuhlmueller
513-254-4065
Jo Koenig
513-607-2822

Shelly McMahon
440-781-8329

Jessica Diamond
216-570-6432

OKLAHOMA

Lonna Henry
918-961-1418
Natasha Karki
405-413-1831

OREGON

Jessica Barton
541-218-5350 (cell)
541-846-8525

Laurel Richardson
800-606-2682, Ext. 112

PENNSYLVANIA

Julie FitzGerald Schell
315-573-3919

Carol Aruffo
610-405-9291
Ashley Trout
484-364-9334

Erin Weierbach
717-379-7504

J.D. Griffith
814-539-2341
Jeana Sweeney
814-269-1319

Joyce Steinkamp
814-833-8495

Debra Czarnecki
412-331-6744

SOUTH CAROLINA

Zack Boyd
803-622-6565
Kyle Bryant
803-378-6202

Rebecca Lauriault
864-918-2437

MOST CMTA BRANCHES CAN BE ACCESSED ONLINE AT www.cmtausa.org/branches

TENNESSEE
Teresa Shoaf
615-772-8810
TEXAS

Nate Halk
512-415-6097

Thomas Roderiguz
817-913-8477

Jo Ann Longoria
915-526-0676
Olivia Longoria
915-491-0786

Miranda Burge
512-784-3086
UTAH

Melissa Arakaki
801-494-3658

VIRGINIA

Karen Brown
540-252-9453

Leigh Van Doren
540-370-1968

Holly Hall
757-477-6122

WASHINGTON

Denise Snow
206-321-1261
Emily Osborne
425-220-4225

WEST VIRGINIA

Karen McClure
304-548-4413

WISCONSIN

Debi Weber
608-712-8709

Lois Hawkins
414-249-0390

CANADA

Kelly Hall
519-843-6119

Linda Scott Barber
416-997-5084
Michael Driedger
647-680-7601

Contact CMTA Director of Community Outreach
Laurel Richardson at laurel@cmtausa.org.

Acceleron Pharma

ARQ Genetics

Charles River

Genzyme, A Sanofi Company
HumanFirst Therapeutics LLC
Horizon Discovery

lonis Pharmaceuticals
InFlectis BioScience

The Jackson Laboratory
NCATS (NIH)

New York Stem Cell Foundation
Passage Bio

PsychoGenics

Regency Pharmaceuticals
Renovo Neural, Inc.

Aetrex Worldwide, Inc.
Allard, USA

Applied Therapeutics
Balance Walking

Foot Solutions
GeneDx

Hanger Clinic

Kinetic Research
Turbomed Orthotics

Jonah Berger
National Youth Programs Manager
jonah@cmtausa.org

Kim Magee

Director of Finance and
Administration
kim@cmtausa.org

Laurel Richardson
Director of Community Outreach
laurel@cmtausa.org

Jeana Sweeney
Director of Development
jeana@cmtausa.org

THE CHARCOT-MARIE-TOOTH ASSOCIATION

Amy J. Gray, CEO

Gilles Bouchard, Chairman
Gary Gasper, Treasurer
Herb Beron, Secretary
Dan Chamby

David Coldiron

Thomas W. Dubensky, Jr., PhD
Laura Fava

Alan Korowitz

David Norcom

Steve O’Donnell

Chris Ouellette

Elizabeth Ouellette

Kevin Sami

Phyllis Sanders, Esq.
Steven Scherer, MD, PhD
Michael Shy, MD

John Svaren, PhD

Special Advisor to the Board
Bruce Chizen

Teresa Carroll, MS, PhD
Gregory Carter, MD, MS

Ken Cornell, CO

Bob DeRosa

Katy Eichinger, PT, DPT, NCS
Ashraf Elsayegh, MD, FCCP
Tim Estilow, OTR/L

Shawna Feely, MS, CGC
Valery Hanks, OTR/L, C/NDT
Sarah Kesty

Kate Lair

Bethany Noelle Meloche

Tom Meloche

David Misener, BSc (HK), CPO, MBA
Elizabeth Misener, PhD, LMSW
Christine Murray, MD

James Nussbaum, PT, PhD, SCS, EMT
Sabrina Paganoni, MD, PhD
Glenn Pfeffer, MD

Kenneth Raymond

Clark Semmes

Carly Siskind, MS, CGC

Greg Stilwell, DPM

David Tannenbaum, LCSW
Amy Warfield, PT, DPT

Evan Zeltsar

John Svaren, PhD, SAB Chair
University of Wisconsin

Frank Baas, MD, PhD
University of Amsterdam,

The Netherlands

Robert Burgess, PhD

The Jackson Laboratory
Maurizio D’Antonio, PhD

San Raffaele Scientific Institute,
DIBIT, Milan, Italy

M. Laura Feltri, MD

University at Buffalo

Steven Gray, PhD

University of Texas
Southwestern Medical Center
Scott Harper, PhD

The Ohio State University
School of Medicine

Kleopas Kleopa, MD

Cyprus Institute of Neurology &
Genetics

Jun Li, MD, PhD

Wayne State University
Rudolph Martini, PhD
University of Wiirzburg, Germany
Klaus-Armin Nave, PhD

Max Planck Institute for
Experimental Medicine
University of Géttingen, Germany
Brian Popko, MD

University of Chicago

Mario Saporta, MD, PhD
University of Miami

Steven S. Scherer, MD, PhD
University of Pennsylvania

Lawrence Wrabetz, MD
University at Buffalo

Stephan Ziichner, MD, PhD
University of Miami

Mark Scheideler, PhD, TEB Chair
HumanFirst Therapeutics LLC
David Herrmann, MD

University of Rochester

Tage Honore, PhD

Aestus Therapeutics Inc.

Christopher Klein, MD
Mayo Clinic, Rochester, Minnesota

Lars J. Knutsen, PhD

Discovery Pharma Consulting LL
Claes Wahlestedt, MD, PhD
University of Miami

Michael E. Shy, MD, CEB Chair
University of lowa

Mary Reilly, MD, CEB Co-Chair
National Hospital, London, England
Richard Finkel, MD

Nemour’s Children’s Hospital,
Orlando, Florida

Davide Pareyson, MD
Besta Institute, Milan, Italy

Joshua Burns, PhD
University of Sydney, Australia

Michael McDermott, PhD,
Consultant, University of
Rochester Medical Center

Email the CMTA at info@cmtausa.org
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CMT PATIENT

MEDICATION ALERT:

Definite high risk

(including asymptomatic CMT):

Taxols (paclitaxel, docetaxel,
cabazitaxel)

Vinca alkaloids (Vincristine)

Moderate to significant risk:

Amiodarone (Cordarone)
Arsenic Trioxide (Trisenox)
Bortezomib (Velcade)

Brentuximab Vedotin
(Adcetris)

Cetuximab (Erbitux)
Cisplatin and Oxaliplatin
Colchicine (extended use)
Dapsone

Didanosine (ddl, Videx)
Dichloroacetate
Disulfiram (Antabuse)
Eribulin (Halaven)
Fluoroquinolones

Gold salts

Ipilimumab (Yervoy)
Ixabepilone (Ixempra)
Lefluonamide (Arava)
Lenalidomide (Revlimid)

Metronidazole/Misonidazole
(extended use)

Nitrofurantoin
(Macrodantin, Furadantin,
Macrobid)

Nitrous oxide
(inhalation abuse)

Nivolumab (Opdivo)
Pembrolizumab (Keytruda)
Perhexiline (not used in US)
Pomalidomide (Pomalyst)

Pyridoxine (mega dose
of Vitamin B6)

Stavudine (d4T, Zerit)
Suramin

Thalidomide
Zalcitabine (ddC, Hivid)

Uncertain or

minor risk:
5-Fluouracil
Adriamycin

Almitrine (not in US)
Chloroquine
Cytarabine (high dose)
Ethambutol

Etoposide (VP-16)
Gemcitabine
Griseofulvin
Hexamethylmelamine
Hydralazine
Ifosfamide

Infliximab

Isoniazid (INH)
Lansoprazole (Prevacid)
Mefloquine
Omeprazole (Prilosec)
Penicillamine
Phenytoin (Dilantin)
Podophyllin resin
Sertraline (Zoloft)
Statins

Tacrolimus
(FK506, Prograf)

Zimeldine (not in US)
a-Interferon
Negligible or
doubtful risk:
Allopurinol
Amitriptyline
Chloramphenicol
Chlorprothixene
Cimetidine
Clioquinol
Clofibrate
Cyclosporin A
Enalapril
Glutethimide
Lithium
Phenelzine
Propafenone
Sulfonamides
Sulfasalazine

The medications listed above are potentially toxic to CMT patients.
Vincristine has been proven hazardous and should be avoided by all
CMT patients, including those with no symptoms. Taxols also pose a
high risk to people with CMT. The remainder of the medications listed
above present varying degrees of potential risk for worsening CMT
neuropathy. Before taking any medication or changing medication,
all CMT patients should make sure the treating physician is fully

aware of their medical condition.

WHAT IS CMT?

More than 3 million people worldwide have CMT, which is one of the
most commonly inherited nerve disorders and affects the motor and
sensory nerves.

CMT is slowly progressive, causing the loss of muscle function and/or
sensation in the lower legs and feet, as well as hands and arms.

Men and women in all ethnic groups may be affected by CMT.

CMT is genetic, but it can also develop as a new, spontaneous
mutation.

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

CMT causes structural deformities such as high-arched or very flat
feet, hammertoes, hand contractures, scoliosis (spinal curvature) and
kyphosis (rounded back).

CMT can also cause foot drop, poor balance, cold extremities, cramps,
nerve, muscle and joint pain, altered reflexes, fatigue, tremor, sleep
apnea, hearing loss and breathing difficulties.

CMT rarely affects life expectancy.

Some medications are neurotoxic and pose a high risk to people with
CMT, notably Vincristine and Taxols. See full list (at left) of medications
that may pose a risk.

More than 100 different genetic causes of CMT have been identified.

Many types of CMT can be determined by genetic testing.
Please consult with a genetic counselor (www.nsgc.org) or your
physician for more information.

Although there are no drug treatments for CMT, a healthy diet,
moderate exercise, physical and/or occupational therapy, leg braces
or orthopedic surgery may help maintain mobility and function.

The CMTA-STAR research program




