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NIH Lab Tour Exhilarating, Exhausting

BY CLARK SEMMES

t a state-of-the-art laboratory

in suburban Washington,

D.C., a team of dedicated
scientists, some of them hand-
picked by the CMTA, is rapidly
testing hundreds of thousands of
drug compounds on tiny sam-
ples of CMT-impacted cells. The
scientists work for the National
Center for Advancing Transla-
tional Sciences (NCATS), in
Rockville, Maryland, and they
are in the process of identifying
compounds capable of stopping
the progression of specific types
of CMT.

As the list of compounds
that show promise as a possible
drug treatment for each type of
CMT is winnowed down, each
candidate’s characteristics are
carefully examined, and some
candidates are eliminated due to
their toxicity, stability or other

characteristics. Once a final

Robotics room at NCATS

handful of the most promising
compounds is identified, animal
and human trials can commence.
FDA approval for a drug to arrest
the progression of CMT1A is the
CMTA first goal, one that gets
closer every day.

On a recent tour of

NCATS, a group of CMT-

affected individuals and family
members witnessed firsthand the
remarkable technology and
amazing individuals working
around the clock to achieve the
CMTAS’s long-sought-after vision
of a world without CMT. The
tour began with Dr. James

(continued on page 2)

NIH Funds INC for Four More Years

he National Institutes of

Health in June announced
$5 million in renewed funding
for the Inherited Neuropathies
Consortium (INC) through
2019. The two funding agencies
are the National Institute of
Neurological Diseases and
Stroke (NINDS) and the
National Center for Advancing

Translational Sciences (NCATY).
INC, which is also funded
by the CMTA, is a member of
the Rare Disease Clinical
Research Network (RDCRN),
which facilitates clinical research
in rare disorders. INC is an
international group of 17 sites,

all of which are Centers of

(continued on page 3)
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(continued from page 1)

Inglese, head of the Laboratory
of Assay Development and
Screening Technology at
NCATS, who provided an
overview of the lab’s efforts to
find a treatment for CMT.
Before any compounds could be
tested for their ability to arrest a
CMT subtype, a model of that
type of CMT had to be created,
miniaturized and duplicated
hundreds of thousands of times
to create environments in which
to place the candidate com-
pounds. These environments are
known as assays, and the center
in Rockville partnered with
STAR project team members at
Dr. John Svaren’s laboratory at
the University of Wisconsin to
create and test these assays.
Because NCATS is part of the
National Institutes of Health, a
part of the federal government,
these assays were then made
available to CMTA partners
interested in testing additional
compounds for their ability to
halt the progression of CMT.
One lab that has taken advan-
tage of this is Sanofi Genzyme,
which recently completed testing
the 1.9 million compounds in
its library for their impact on
the CMT type 1A assay.

Dr. Inglese has two post-
doctoral students working with
him, Trish Dranchak and Brit-
tany Wright. While Trish, a tall
blond woman of Russian her-
itage, focuses her work on
finding compounds that impact
CMT Type 1A, Brittany Wright,
a dark, petite North Carolinian,
focuses her work on compounds
that impact CMT Type 1B. At
our first lab stop on the tour,

most of us expected to see row
after row of test tubes, similar to
the ones we worked with in our
high school chemistry classes.
Instead, we were informed that
test tubes were largely a thing of
the past, replaced by “plates” that
each contain more than a thou-
sand “wells.” In each well was

a tiny sample of PMP22
(approximately 2,000 cells), the
compound that is overproduced
in people with CMT Type 1A.
Each plate costs about eight dol-
lars, a sum that seems trivial until
you realize that the center uses
thousands of them at a time.

The highlight of the tour
was the robotics room. Here, in
a glass-enclosed room the size of
a semi-trailer, huge robotic arms
move trays of plates, rapidly
injecting compounds into their
tiny wells. The speed with which
this process is performed is
mind-boggling, and the work
goes on 24 hours a day. Manag-
ing the robotics during our tour
was Pepper Bouney, a lean,
heavily tattooed former bicycle
mechanic whose skills and dedi-
cation mesh perfectly with this
job’s requirements. He says that
working on high-end bicycles
for 20 years was great training
for the robots. Pepper is on call
at all times and is frequently
summoned by the robot at odd
hours to fix minor snafus.

Once compounds are
injected into the tray wells with
their tiny samples of CMT, they
must be observed to take note of
their impact on the disease. This
is accomplished through a lumi-
nescent “reporter” that is added
to the well plates. When a com-
pound impacts the CMT, the
reporter begins to glow. Virtually
undetectable by the human eye,

the amount of glow is precisely
measured by more machines,
which then generate spread-
sheets of numbers for Trish and
Brittany to analyze. Back in the
lab, Trish and Brittany showed
us a plate that demonstrated the
various levels of light and dark
that could be attained in the
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Compound library at NCATS

wells on a plate. The shades of
light and dark on this particular
plate had been arranged to form
a replication of a head shot of
Pat Livney. It was an amazing
demonstration of the sensitivity
of the tools for measuring com-
pound impacts.

After a full morning of
walking all over the NCATS
campus, those of us lucky
enough to have taken the tour
were physically exhausted but
mentally exhilarated by the cut-
ting-edge science and dedicated
scientists working tirelessly to
find a cure for CMT. For me,
the tour served as a reminder of
the level of effort and size of the
costs needed to finally put an
end to CMT. For my friends
and my family, I took the
opportunity to rededicate myself
to raising funds to fight for a
cure. I hope you will do the
same.



INC FUNDING RENEWED

(continued from page 1)

Excellence (COE) within the
CMTA.

INC’s main goal is to mea-
sure how various forms of CMT
progress over time so that it can
determine with clinical trials
whether the many exciting
candidate medicines being
developed by the CMTA alter
disease progression. INC is cur-
rently building the infrastructure
to test these treatments. Anyone
who has been seen ata CMT
Center of Excellence can help by
returning for a follow-up visit as
part of INC’s natural history
studies, which depend on know-
ing how different types of CMT
progress over time.

The consortium also works
to develop standards of care for
patients with CMT in areas like
surgery, exercise and genetic
testing and to train the next

at jeana@cmtausa.org.
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this year, establishing 13 new branches in 11 states and
bringing the total number to 82.

On the West Coast, the CMTA’s own Sharon Bello
started up the North Bay Area, CA CMTA Branch in June,
giving us two branches in the San Francisco area. Grants
Pass, Oregon, also came on board in June, doubling the
number of branches in that state.

In the Midwest, there are new branches in Louisiana,
Greater Minneapolis, Central Minnesota, Central Alabama,
Northern lowa, and the Ashland, Kentucky Tri-State area,
encompassing parts of Central Tennessee, Southern Kentucky and West Virginia.

generation of CMT scientists
and physicians.

INC also identifies new
causes of CMT and works with
patients in its Patient Contact
Registry to ensure that measures
of disease severity and progres-
sion are relevant to those who
actually have the disease, not
just the investigators studying
it. Anyone who hasnt yet
done so is urged to join the
Contact Registry online at
www.rarediseasesnetwork.org,

CMTA CEO Patrick Livney
believes the INC database is criti-
cally important to complement
the progress and promise STAR
holds for an eventual therapeutic.
“We need to identify everyone
with CMT and know the type
they have for eventual clinical tri-
als,” Livney said, noting that
follow-up visits are critical to
map progression of the disease.

Dr. Michael E. Shy, INC’s

principal investigator, said he is

©0000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000

CMTA Adds 13 New Branches to Family Tree
In First Half of 2015

he CMTAs Community Services team has been on fire

On the East Coast, there are four new branches—one in Buffalo, New York; one in Harrisburg,
Pennsylvania; one in Chester County, Pennsylvania; and one in Chesapeake, Virginia.

The CMTA welcomes all its new branches, branch leaders, and members to the fold. The
CMTA couldn’t do what it does without them!

If you are interested in starting a branch in your area, please contact Jeana Sweeney

©0000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000

proud of the consortium’s
accomplishments in its six years
of existence, including the
recruitment of more than 7,200
participants into its various pro-
tocols, more than any of the
other consortia in the history of
the RDCRN. According to Shy,
INC has published over 160
Manuscripts on various aspects
of CMT, including various out-
come measures used around the
world to measure disease severity
for adults and children with
CMT. It has also has identified
more than two dozen new forms
of CMT and trained a number
of young investigators.

Nonetheless, Shy points out,
INC still has a lot to do as there
are as yet no cures for CMT. Shy
thanked the CMTA “for being
such a great patient advocacy
group” and says he looks forward
to continuing the work to
develop and test treatments for
patients with CMT.
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The Making of a Public Service

Announcement

BY BOB DEROSA

f you've ever wondered what

goes into making a television

spot, then wonder no more.
Sixty seconds goes by fast, and
youd be surprised how much
goes into creating and producing
a broadcast spot. I'd like to take
you on a journey of whats
involved.

The CMTA recently pro-
duced a PSA with a grant from
the state of Pennsylvania. The
CMTA, and Jeana Sweeney in
particular, worked hard to secure
the grant and asked if I would
help develop an idea for the
spot. There were some require-
ments we had to follow, in
particular that the PSA couldnt
solicit donations.

THE IDEA: Brainstorming led to a
consensus that we would base
our story on the CMTA’s wildly
successful shark T-shirt graphics.
But how? By carrying a com-
mon theme throughout all

the scenes—that everyone who
has CMT has felt the bite of
Charcot-Marie-Tooth. We
wanted to be authentic, so all of
the individuals we used have
CMT. We wanted diversity,
folks of all genders and ages. We
wanted it to be serious and pas-
sionate, sympathetic but not
saccharine. We wanted to show
real people not letting the bite of
CMT prevent them from lead-
ing their lives their way. We used
many close friends from the
CMTA community in New Jer-
sey. They weren't just good—they
were amazing. And why wouldn
they be? They live their lives with
CMT—Courage, Motivation
and Tenacity, to quote Tampa
Bay Area, FL Branch Leader

Ed Linde.

THE SCRIPT: We came up with

a script that required no tele-
prompter, relying on the passion
in our actors’ eyes and the con-
viction in their voices. The line

»

was “I felt the bite at age .
Every scene had a shark in it—a
subtle but strong reference to
the payoft and the name Char-
cot-Marie-Tooth. Repetition in
the dialogue and a visual of the
shark establishes a strong con-
nection to the viewer, who
wonders “What Bite?” Who are
these diverse people and chil-
dren, and what is this all about?
This is called a misdirection.
When timed and executed prop-
erly, it locks the audience in and
they are compelled to stay tuned
for the payoff. When watching
the spot, take notice of the sub-
tle references to the
CMTA—the basketball and golf
shirts, the close up of the golfer’s
wristband, and the shark point-
ing towards the CMTA logo.

THE SETS: We used three loca-
tions and five sets for the 30-
and 60-second spots, all shot in
one day. The golf scene was
challenging. We dont really have
green golf courses in January in
New Jersey. The solution was a
golf simulator environment.
First we went to Dicks Sporting
Goods. They told us to write to
corporate. Corporate wrote back
and said we had to arrange at
the store level. Finally, a terrific
young lady at the Wayne store
arranged for us to shoot at

8 a.m. on a Saturday.

The basketball scene was
next up. With youth leagues
everywhere, getting a court on a
Saturday morning was nearly
impossible. We first tried the
YMCA in Passaic, New Jersey,



where I worked out when I was
young. It wasn't a great neigh-
borhood then, and it’s even
seedier now. But we needed a
location and since our event was
during the day, we figured wed
be OK. Fortunately after more
scouting, the Boys and Girls
Club of Garfield came through
for us. The shot took two
hours and we were out
before bingo started.

The bedroom scene,
living room scene and paint
studio were all shot at my close
friend Angelo’s photo studio. We
built each set in the same day.

There are many generous
people and businesses out there.
Every place gave us their facility
for free.

THE PROPS: The golf shirts and
basketball jerseys were printed
with the shark logo. The toys

were purchased as props. The bed
was actually an air mattress. We
built the French doors and hung
curtains. The painting was a can-
vas print that we painted over.

THE SHOOT: Everyone involved
worked tirelessly, including the
crew, which did the job for a
fifth of the first estimate. It

started with a pre-shoot meeting
on Thursday. I met with the
film director, head of photogra-
phy and his assistant. They were
totally in sync with the creative
vision of the spot.

We started Saturday morn-
ing at 8 a.m. and ended at 7 p.m.
The team consisted of me,
Jeana, the director, the videogra-

pher, his assistant, lighting direc-
tor, sound director, the first grip,
and our talent.

POST PRODUCTION: With more

than 200 voiceovers to choose

from, we carefully selected the

one to close out the spot. After

a few rounds of viewing, pace,

scenes, voice and music, we had
our PSA.

Quite a production,
but the success of any spot
doesn’ rely solely on the
idea. It takes many indi-

viduals committed to telling
their stories. It also takes the
passion and commitment to do
the very best in what you believe
in. That part was easy. Just being
around people with CMT and
seeing their courage, positive
attitude, kindness and energy
makes you want to do it all
again. And, we will!

PATIENT/FAMILY CONFERENCE COMING
TO CHARLOTTE, NORTH CAROLINA

he CMTA will hold a half-day Patient/Family conference in Charlotte, North Carolina, on Satur-
day, September 19, 2015. The conference will take place from 9 a.m. to 1 p.m. at the beautiful
Harris Conference Center at 3216 Cpcc Harris Campus Drive, Charlotte, NC 28208.
Patrick Livney, CEO of the CMTA, will kick off the program with some exciting research news,
followed by presentations from some of the most prominent minds in the fields of CMT research

and treatments, including Steven S. Scherer, MD, PhD, professor of neurology at the University of

Pennsylvania.

This event provides a tremendous opportunity not only to hear but to interact personally with

these experts. Registration is just $30 per person (non-refundable) and includes a light breakfast

beginning at 8:00 a.m.

Don't delay. Register now for this informative and interactive conference. You can do so online at

www.cmtausa.org/nc-pf or you can mail a check made payable to the CMTA with “Charlotte, NC

PFC” in the memo line. The deadline for registration is September 5.

Discounted rooms are available at the Sheraton Charlotte Airport Hotel, 3315 Scott Futrell
Drive, Charlotte, North Carolina 28208, located just 1.5 miles from the Charlotte Douglas Interna-
tional Airport, with a 24-hour complimentary airport shuttle. To reserve a room at the discounted rate
of $142, call 1-800-325-3535 and mention “CMTA.” Reserve by August 16 to ensure the discount.

The Patient/Family Conference will also feature exhibitors offering valuable information and a

variety of suggestions and products to assist people affected by CMT with mobility, alternative pain

management and exercise.
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Monthly Giving a Commitment,
Not Just a Convenience

of $20 a month is much easier
than writing a check of $240 at
year’s end.

The world would be a bet-

ter place if there were more

eople who make monthly and those of their own children
donations to the CMTA

don’t do it just because it’s

and grandchildren.

Marilynn Dodge has been
convenient. They don’t do it making monthly gifts to the
CMTA since 2008. She retired

from her career as a legal secre-

because it saves them a stamp or
because it helps the CMTA bud-

get its resources and expenses

people like Marilynn. “I believe
tary 19 years ago and moved we've all been taking from the

more effectively, though those from Southern California to world since the day we were

are all good reasons. People who ~ Washington State. Even though born,” Marilynn says, “and if

make recurring donations to the she’s on a fixed income, Mari-

CMTA do it because they are
committed to its mission of
eradicating CMT. They do it
because they know that they are

everybody keeps taking and no
lynn budgets for a donation to

the CMTA each month. She

says she finds it easier to take a

one gives anything back, we're
going to empty it.”

Marilynn, who has CMT,
little bit out when she has it but isn't sure of the type, knows

investing in their own futures rather than save up. Giving a gift ~ that her monthly giving puts her

CAROL’S CREW

Mr. and Mrs. Cliff Chamberlain
Ms. Monica Eddy

Mrs. Gail Savage

Mrs. Carol A. Simpson

CHOCOLATE LOVES WINE
Mrs. Molly Anderson

Ms. Patricia Atkinson

Ms. Caren Crandell

Mr. and Mrs. David Eiffert
Dr. Sally Esser

Ms. Cheri Hardin

Dr. Lorayne Hendrickson
Ms. Rose Hollis

Ms. Judith Jesiolowski
Ms. Tricia Kurt

Mr. and Mrs. Bob Lewis
Ms. Shelley Lima

Mr. David Morris

Mr. John Morris

Ms. Lori O’'Tool

Rev. Carolyn Potts

Mr. George Shaw

Mr. and Mrs. Donald Snow

HELP ME TAKE A BITE
0UT OF CMT
Mr. and Mrs. Jim Ris

1 TRI FOR CMT
Mr. Paul Koker
Mrs. Jenny Renee Smith

KAREN’S BUCKET LIST
TRIATHLON GROUP
Ms. Sheryl Aikman

Mr. Christopher Brown
Mrs. Spencer Butler
Mr. James Cuizon

Ms. Althea Gonzalez
Mr. and Mrs. Mark Tilly
Mrs. Evie White

WALK WITH ME FOR CMT
Mrs. Lori Badger

Ms. Angelika Crisp

Ms. K. Marny Dubeau
Ms. Alexa Farley

Mrs. Angela Friday

Mr. Barry Godding

Mrs. Deanna Hutton
Mrs. Karen Lambert

Mr. Anthony MacDonald
Mrs. Anne McLarty

Mr. Jim McLarty

Mr. Peter McLarty

Mrs. Stephanie McLarty

Mr. and Mrs. Jim McLarty
Mr. Travis Mealing

Mr. Shaun Sauve

Therton Financial Group, Inc.
Mrs. Dayna Tyhurst

Mr. Rene Wiede

RON’S FRIENDS
Mr. Ronald L. Scott

SHARK CHALLENGE

Kinetic Research, Inc.

Ms. Rebecca Quinn

Ms. Robin Randolph

Tropical Island Realty of Fl, Inc.

START LAST, FINISH FIRST

Mrs. Nancy Avery

Ms. Barbara Base

Mrs. Angela Cooper

Ms. Beth Deloria

Ms. Jacky Donahue

Ms. Lynne Ewen

Ms. Diane Grant

Mr. William LaCour

Ms. Mary Ogiba

Mrs. Theresa Pagan

Mr. and Mrs. Kathy and
Bruce Rex

Mrs. Nancy Wenger

Mr. and Mrs. Robert Yuzuik

SUPPORT EMILY
Mrs. Nancy W. Corrigan
Ms. Jennifer Goodwin

JEANA’S BIRTHDAY BASH
Ms. Shannon Bradley
Ms. Amy Burke
Ms. Robin Chapman
Mrs. Cindy Chesteen
Ms. Florence Cohen
Mrs. Julie Collins
Ms. Jill Gontkovic
Mr. Michael Grife
Mr. and Mrs. Flora K. Jones
Mr. John J. Kuwik
Mrs. Melinda Lang
Mrs. Megan Livingston
Ms. Carina Loushe
Mrs. Mary Lowes
Mr. Nelson Lowes
Ms. Bethany N. Meloche
Mr. and Mrs. Tom Meloche
Ms. Beverly O’Free and
Mr. Richard Rooney
Ms. Jennifer Parsons Masionek
Mr. and Mrs. Jonathan Pate

Ms. Victoria Pollyea
Ms. Diana Rummel

Ms. Crystal Saltarelli
Mr. Robert Salvaggio
Timothy and Catherine Sandford
Ms. Joanna L. Skowron
Ms. Joyce A. Steinkamp
Mrs. Maryrose Stevens
Dr. Greg Stilwell

Mrs. Suzanne Stucky
Ms. Chrissy Thomas
Mr. Chris Warden

OXFORD BIATHLON

Ms. Bentley Andrews

Mr. Riazz Asvat

Mr. and Mrs. Marc Avallone

Mr. and Mrs. Robert J. Babb

George and Monica Baker

Baltimore Community Foundation

Ms. Danielle C. Beach

Ms. Bethany Besseck

Mrs. Bonnie Besseck

Mr. Daniel Besseck

Mr. Daniel Besseck Jr.

Mr. George Bodenheimer

Mr. Richard Bodorff

Mrs. Betty M. Brooks

Mrs. LuAnn Brooks

Mr. Michael Brooks

Mr. David M. Brown

Mr. and Mrs. Matthew Buleza

Mrs. Wendy Busch

Mr. and Mrs. Tom Carbotti

Mr. and Mrs. Ron Cashion

Clockwork Builders, Ltd.

Mr. and Mrs. Joel Cohen

Community Foundation of
Howard Cty.

Mrs. Jodi Connolly

Crystal Steel Fabricators, Inc.

Mrs. Susan Denton

Ms. Donna Craig

Mr. Kurt Dornheim

Mr. Bradley Duty

Elvin Schrock & Sons, Inc

Ms. Kate Enos

Mr. J. D. Evans

Ms. Amy Family

Dr. Stewart Finney

The Nancy and Victor Frenkil Jr.
Foundation, Inc.

Freshresults4u LLC

Mrs. Ida Jane Gilchrest

Mr. and Mrs. Christopher Gilson

Mr. Robert Glick

Mr. Chris Glotzbach

Ms. Maureen Gold

Mr. Kevin Gombeski

Mr. and Mrs. Christopher Grant
Mr. Carter Gray

Mr. Doug Groller

Mr. Thomas Haslach

Mr. Allen D. Hatton

Mr. Scott Heinlein

Ms. Michelle Henninger

Mr. Dale Herman

Mrs. Ronda Herman

Ms. Rebecca A. Hoffberger

Mr. and Mrs. Philip M. Hogan
Mr. William Hopkinson

Mrs. Kim Hughes

lamele & lamele, LLP

Ms. Dana K. Karangelen, Esq.
The Keith Campbell Foundation
Mr. and Mrs. William Kennerly
Mr. Glenn Klavans

Mr. Richard Klein

Mr. Melvin J. Kodenski, Esq.
Mr. Alex Koff

Mr. Keith S. Kormanik

Mrs. and Mrs. William Korrow
The George A. Long Foundation
Long & Foster Real Estate, Inc.
Mr. Peter Lord

Mr. and Mrs. Brendan Mahon
Mr. and Mrs. Joseph Makar
Mr. and Mrs. John Malin

Ms. JoAnn Mallon

Maryland Fabricators, Inc.

Mr. Bruce Matthai

Mrs. Holly Maturo

Mr. J. Casey McCormick

Mr. and Mrs. W. Bruce McConnel
Mr. Thomas McKissick

Ms. Heather McLaughlin

Mr. Scott Mclaughlin

Mr. Thomas McNally

MD Mobile Trailer Service, Inc.
Ms. Anne Metcalf

Ms. Cynthia Miles

Mr. and Mrs. Bill Millar

Dr. Heather Millar

Ms. Claudene Mjoseth

Mr. James M. Moneyhon

Dr. Tanya Morrel

Mr. Christopher Mowry

Ms. Ellen Mowry

Mrs. Holly Noel

Mr. and Mrs. Stephen 0’Connell
Mrs. Beth O’'Connell

Mrs. Rita Osgood

Mr. and Mrs. Robert Owens
Oxford Bellevue Ferry

Dr. Douglas Padgett

Ms. Kathryn Pochman

Mrs. Karin Price-Stern

Mr. William S. Ray

Mrs. Patricia Reynolds

Mr. Thomas Reynolds

Mrs. Bonnie Richards

Mr. and Mrs. Randy Rougeux

Ms. Patricia Reid-Rudy

Ruth Shaw, Inc.

Mr. and Mrs. Mark S. Sand

Mr. and Mrs. Michael Sand

Mr. and Mrs. Stephen and
Jean Sand

Mrs. Virginia Sappington

Dr. Mark Scheideler

Mr. Paul Scherer

Mr. Douglas Schmidt

Mr. and Mrs. Marlin J. Schrock

Dr. Robert Schuck

Ms. Beth Schucker

Mr. and Mrs. Thomas C. Semmes

Mr. and Mrs. Hal Sheldon

Dr. George Shepley

Mr. Scott Sherman

Mr. and Mrs. Alfred Sikes

Mr. and Mrs. Paul and
Deborah Smeton

Mr. and Mrs. Timothy Springer

St. Albans School

Steel Sales and Services Inc.

Mr. Carlos D. Stern

Mrs. Stacy E. Stonesifer

Mr. and Mrs. Greg Strait

Mr. and Mrs. Gary Thompson

Ms. Nancy A. Thompson

Mr. Joe Tischer

Dr. and Mrs. David Todd

Mr. Andrew Undem

Ms. Jean Vieth
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squarely on the CMTA’s research
team. “I know I'll never be a
doctor but I can help find a cure
for CMT,” she says, adding: “I
wish I had a million dollars I
could give to you guys.”

Karen Kukwa from Ohio is
another monthly giver. She says
she invests in the CMTA
monthly because while a treat-
ment may come too late for
her—she underwent a below-
the-knee amputation due to a
failed right-foot fusion in
June—she thinks it may come
in time to help her 23-year-old
daughter, who also has CMT1A.

Like Marilynn and so many
other CMTers, Karen’s attitude
toward life is an inspiration. She
isn't going to let the amputation
stop her from helping the
CMTA. She told her physical
therapist before the surgery that
she has to be ready to go with
her new prosthetic by September
when she plans to join the
Northeast Ohio Branch in its
Walk4CMT.

When Christine Helmke’s
37-year-old daughter was first
diagnosed with CMT1A 20
years ago, there was virtually no
information about CMT, she
says, and even less hope. Today,
by contrast, Christine’s 6-year-
old granddaughter Ava already
goes to physical therapy
regularly and wears braces,
treatments that will help her
maintain her mobility. The fam-
ily’s monthly donation is “just
part of our expenses,” Christine
says, adding that she’s “very
hopeful for the future.”

To make a monthly invest-
ment in hope for your future,
contact CMTA Finance Director
Kim Magee at kim@cmtausa.org
or 1-800-606-2682, ext. 105.

CMTA SUMMER INTERNS
RAISE FUNDS, AWARENESS FOR
YOUNG PEOPLE WITH CMT

he CMTA’s two summer interns have hit the ground running,
Both were tasked with increasing youth participation in the
CMTA, and both are doing just that.

Yohan Bouchard, a rising senior
at Pitzer College, is working on an
initiative called Go Blue for CMT.
He promises to dye his hair blue if
he gets $5,000 in pledges for STAR
research and he is daring others to do
the same. In just a couple of weeks,
Yohan raised $1,082 toward his goal.
He says the prospect of going back to

college with blue hair is a bit daunt-
ing, but he isn't letting that stop him. To ensure that Yohan goes
blue, visit www.firstgiving.com/CMTA/GoBlue4CMT.

Yohan is also working on a College Survival Guide for
young adults with CMT, aimed at helping them with the diffi-
cult transition from being dependent on their parents to living
semi-independently on a campus. The guide will outline all the
basics needed as students begin that transition, from how to get
around the campus, how to work with their schools and finding
out what resources are available.

Rebecca Silverman, a rising
junior at the University of
Wisconsin-Madison, is also
working to raise youth involve-
ment in the CMTA. She
created and is managing the
Instagram account for the
CMTA, @cmtausa, where she’s
posting pictures of young peo-
ple with CMT, CMT events
nationwide, and information
about CMT and the CMTA.

Rebecca will also be shar-
ing these posts on the CMTA Youth Facebook page and
assisting in managing that page in order to facilitate conversation

in the group.

Rebecca is also planning fundraising events targeted at col-
lege students in Milwaukee and Madison.

Rebecca says that witnessing firsthand the focus, determina-
tion and passion of the CMTA staff has left her more optimistic
than ever that the CMTA will reach its vision of a world with-
out CMT.
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*Sharon Bello is the
CMTAs conference
planner and self-pro-
claimed lead singer of
“The Hammertoes.”

Stranger in a Strange Land:
A Trip to the lowa CMT Clinic

BY SHARON BELLO*

atherings with my

family members are

often filled with rau-
cous laughs and jokes.
The evening before our
visit to Dr. Michael Shy’s
CMT clinic in Iowa
City, lowa, was no
exception. Musings
about our family band
being named “The
Hammertoes.” Dramati-
zations of how suave and
sexy the guys are when
sitting on exam tables
without shoes, socks, or
braces while their feet
dangle. Parodies of the
“joys” of nerve conduc-
tion testing. Mock
“tantrums” of “finally
having enough” and throwing
diagnostic equipment off of the
table, then storming out of the
clinic.

My brother, mother, aunt
and cousin had been to Dr. Shy’s
clinic before and weren't ner-
vous. Their moods were light
as we arrived, and they hugged
Dr. Shy and genetic counselor
Shawna Feely like old friends.
Me? I was a nervous wreck.
While I've worked for the
CMTA since January 2015, I'd
never before visited a clinic or
seen loved ones poked and prod-
ded in the name of medicine. As
it turns out, I had nothing to be
nervous about. The day, the
experience, the time spent with
my family and the amazingly
cohesive team in lowa was
intense, but it was also touching,

Dr. Michael Shy testing the upper arm strength resistance
of the author’s brother

educational, meaningful, moti-
vational and even fun.

The day flowed like a
round-robin. One person’s vitals
and meds were checked while
another was in with the physical
therapists, a third was with the
occupational therapist, and the
last was doing nerve conduction.

I was intrigued by the symp-
toms my family members
reported. I live across the country
from most of them, and our con-
versations revolve around subjects
like work, kids and hobbies. We
rarely speak about CMT and
how it affects their daily lives. In
this setting, though, I heard
about my cousin’s back pain and
my brother’s very cold hands (this
from the guy who’s seemingly
never cold, and keeps his thermo-
stat below 65 in the winter, even

during the day). He
also reported increas-
ing difficulty with
typing. Stairs are the
biggest challenge for
my aunt, who also
wondered about
mobility with the
hinged versus non-
hinged brace. My
mother’s problem area
is balance. I found it
fascinating—four dif-
ferent people all with
the same type of
CMT (X) and very
different gripes, con-
cerns, symptoms and
issues.

I accompanied
my brother to his
physical therapy evaluation,
where his therapists questioned
him about his physical activity,
strength training, balance and
tripping. They suggested (as they
did for everyone) modified yoga,
tai chi and weight training. As
he always does, my brother used
humor to diffuse an awkward
situation, telling them: “Must be
a thrilling part of your day and
job to be able to examine my

feet” as they both knelt on the
floor and poked and prodded his
feet with their thumbs. I also
witnessed my mom taking a
nerve conduction test, watching
her get “zapped” repeatedly in
the wrist and elbow region,
twitching as the technician
increased the intensity but show-
ing no signs of discomfort in her
facial expressions. Throughout



the morning, I felt melancholy
at times, the reality of their situ-
ations weighing heavily on me.

I felt awkward too, as if I was a
voyeur, intruding just by being
there even though I'd been wel-
comed to “experience it all” with
each one of them.

After lunch, Dr. Shy gath-
ered everyone together and ran
through a battery of tests with
continuity and fluidity. He
started with a thorough ques-
tion-and-answer period about
everyone’s symptoms and health
issues since hed seen them last.
Hands-on diagnostics followed,
including motor function and
sensation testing. With his eyes
closed, my cousin couldn’t tell if
his toes were going up or down.
My brother couldn’t feel the pin
prick until it reached his ankle.
My aunt wasn’t sure about the
intensity of the tuning fork.

No one could touch thumb to
pinkie and my brother had litde
reaction to the knee reflex test.
Their struggles with seemingly
simple tasks that I take for
granted provided me with a
glimpse of living with CMT.

Fine motor testing involved
grabbing 20 small plastic pegs
from a slippery plastic dish and
putting them into holes in the
dish’s other side and then
returning them. This is about
the time I started to lose it.
Jokes and light-hearted moods
aside, it’s simply heart-breaking
watching people you love
struggle to pick-up a peg the
diameter of a pencil and half the
length of a golf tee. It took most
of them a long time. Pegs fell to
the floor and rolled around the
table. Finally, knuckle joints and
the sides of thumbs were used
to pick them up one by one and

put them into the holes. There
was a palpable sense of relief in
the room as each person com-
pleted the test.

Everyone did very well on
the hand grip strength test and
the pincer test, in which the
forefinger and thumb press a
sensor to detect and measure
strength and pressure. Only my
mom, though, was able to place
her thumb in the correct posi-
tion on the sensor without using

her other hand to help put it in
place. Try to picture it: Not
being able to move your thumb
in the way you want, not being
able to just turn your hand over
into a desired position.

And then—the dreaded gait
observation. Maybe it was the
time of the day. I might have
been overly tired or perhaps I'd
been holding everything in. But
watching my brother stand

(continued on page 11)

CMT PROJECT WINS A FIRST IN
FIFTH-GRADE SCIENCE FAIR

he CMT community just

may have a new scientist on
its already crack research team.
Maddie Leard, 11 years old,
won first place in the health
category at the Northland
Christian School Science Fair
in April.

Maddie understands the
importance of awareness, even
at her tender young age, and
says that she hopes her project
will demonstrate to people with
CMT just how important it is
to stretch—if only for a little
bit each day.

Maddie structured the
experiment around her hypoth-
esis that daily stretching

STRETCH ==

PROCEDURES

improves flexibility in patients with CMT1A. Maddie, who has Type 1A, goes to physical
therapy every two weeks, and tries to stretch daily. She also wears splints at night that stretch

her feet and legs.

There were two participants in the study—Maddie and CMTA Development Director
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Susan Ruediger, who also has Type 1A. Over a 12-day period, each did three pre-determined

leg and foot stretches. They did the three stretches three times a day for two days, then mea-

sured their ankle/foot flexibility with a goniometer, a device similar to a protractor that

measures a persons degree of flexibility. Each kept track of her own ankle flexibility.

After two days of stretching, they rested for two days and again measured the ankle flexi-

bility with the goniometer. This was repeated three times for a total of 12 days. Both Susan
and Maddie had improvements in their flexibility with stretching. Going just two days without

stretching resulted in tighter muscles and less flexibility.

Congrats to Maddie on the win—and thanks for the valuable lesson!
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Balance with Benefits

DR. JOSEPH GREGORY STILWELL, DPM, FACFAS

magine being a four-legged

animal, using Nordic walking

poles to prowl city streets with
the strength and balance of a big
cat on a savannah. Now imagine
using Nordic walking poles to
participate in yoga and Pilates.
Imagine walking outside, breath-
ing deeply, chest wide and spine
lifted call.

Exercise walking? Some of
us just want to increase our con-
fidence on stairs, step gracefully
over a curb or get help with a
weak ankle or painful back.
Nordic walking poles have a
patented three-piece strap that
allows the user to open the palm
of the hand and push downward
into the poles, lifting the rib
cage and giving the lungs plenty
of room for expansion. A whole
hour can be spent using the
poles for bending, stretching or
squatting—all exercises that help
with balance.

Those of us with Charcot-
Marie-Tooth disease are used to
walking a little differenty. We
may “lurch” when fatigued, the
result of our upper bodies favor-
ing one side or another as we
walk. With a set of walking
poles, though, we become rhyth-
mic, smooth and mostly
pain-free. While few of us can
achieve the physical therapists
ideal of symmetry between the

two halves of the body,
with walking poles we can
function as if our length,
strength and flexibility
were equal throughout
our bodies.

Walking poles offer
people with CMT not
just a way to get and stay
fit, but also a training aid
for walking and balance.
Medical studies on “pole
walking” uniformly show
better breathing, less stress
on joints, and other sig-
nificant advantages over
running, including more
calories burned in less
time. In a related note,
evidence has been mounting
that using a tempo like a simple
musical rthythm helps with neu-
rological re-training. Walking
with poles at a basic
metronome-like pace results in
smoother nerve conduction. For
urban or hard surface walking, a
rubber tip can be placed on the
end of each pole. This allows
one to truly push into the pole,
lift the spine and propel the legs
forward. These high-traction
rubber tips help keep one from
sliding when performing a leg
up stretch or pushing the body
into a lifted twist using the arms
and shoulders.

The beauty of using two

CMTA Advisory Board member Dr. Greg Stil-
well demonstrating his Nordic walking stance

PICK UP A PAIR OF POLES AT 10% OFF AND THE CMTA GETS $30

Interested in implementing Dr. Greg’s recommendations and getting
Nordic fit? Balance Walking will donate $30 to the CMTA for each
set of poles sold. The CMTA and your body will both thank you!

i Visit www.balancewalking.com and enter the coupon code “CMTA”
! to get started! A free motivational book is included in your order.

Nordic-style poles when walking
is that as your legs get tired and
foot drop or ankle rolling gets
worse, the poles can be “push-
pulled” to use the stronger
muscles of the shoulders and
trunk to take stress off the tired
legs and feet. Plus, you can
always stop and do some
stretches, deep knee bends or
twists with the poles to bring a
spring to your step.

My wife and son and I
recently pole-walked through
the Loop area of Chicago. It was
a joy to be able to gaze upward
at the tall buildings with confi-
dence that our poles would keep
us upright, stable and able to
lean back to peruse the beautiful
architecture. The same tech-
nique works in wooded areas or
parks where we can admire the
tree tops, listen to nature’s
sounds and even muse at the
clouds—much like being a kid

again.



In shopping for poles, the
choice is among one-, two- and
three-piece poles. The cheaper
poles (under $50) are probably
not worth the price, unless one
just wants a quick trial of the
technique. Opt for the true
Nordic poles with the fancy
Velcro wrist strap. I find that
my one-piece carbon fiber poles
bend more easily when I really
need them to stabilize or lift
me. Adjustable muld-piece
poles are easier to transport, but
check for a reputable brand
with good-quality locks on the
adjusting mechanisms. I have
not personally seen anyone
injured with a collapsing pole,
but one should always be on
high alert for such a travesty.

To learn to use poles, Foot
Solutions Inc. has a Nordic
walking program called Bal-
anced Walking, which offers
incentives for those wanting to
teach pole walking and earn
money selling walking poles
and accessories. (Many of the
videos online show relatively
healthy people walking at a
rather fast pace with poles, but
these techniques may be too
advanced in the beginning for
anyone with CMT and associ-
ated musculoskeletal
conditions.)

There are dozens of
wonderful teachers of Nordic
walking across the United
States, but nowhere near
enough to meet the demand of
the CMT population, much
less those looking strictly for fit-
ness or weight loss. It usually
takes three hour-long sessions to
become a “pro,” walking with
ease and grace and utilizing the
poles to stand tall and swing the
legs smoothly.

VISIT TO IOWA CLINIC

(continued from page 9)

there, pant legs rolled up, wait-
ing for the “OK, go” signal from
Dr. Shy, I was a goner. Why,
you ask? The legs. They’re just
legs, but suddenly I was crying.
Perhaps it was their thinness, or
their lack of muscle tone. Maybe
it was how delicate they seemed.
It might have been my over-
protective little-sister instinct
coming to the forefront. But,
suddenly, I was crying. My
brother caught sight of my
moist eyes and later apologized
to me saying “I'm sorry that

was hard for you.” Wait, what?
You're apologizing to me?

Desperate to change the
mood, my cousin and I ran to
the nerve conduction room and
asked the technician to give me
a “zap.” She complied, though
I’'m sure she thought we were
insane. With the most stoic
expression I could muster, I sat
through her “normal strength”
pulses. While it didnt hur, I
wouldnt wish repeated doses of
this on anyone.

The orthotist was the light
at the end of the tunnel. He
tweaked my cousin’s brace, rec-
ommended that my mom try
one with the post on the other
side and suggested one without
a hinge for my aunt.

Finally, Shawna and Dr. Shy
gave summaries and neuropathy
scores. The scores run from
1-36, with the higher numbers
representing more severe symp-
toms. My family’s scores varied,
but none was more than one or
two points higher than the pre-
vious exam almost four years
ago. The good news was that no
one’s symptoms are expected to

get much worse. The other news
was that aging can exacerbate
things.

Tired, yet grateful and ready
to tackle the world, we hugged
the entire staff goodbye. That
evening was filled with what
youd expect from a close family.
We ate, we talked, we laughed
and we reminisced about the
day and about life with CMT.
But something felt different to
me. The already strong bond I
had with these people was even
stronger. The love I felt for them
was deeper, which I wouldn
have thought possible. The pas-
sion I have for contributing to
the efforts being made to find
treatments and an eventual cure
was even more intense.

As someone who doesn’t
have CMT, but whose family
members do, I cant tell you the
value of this experience. What
for me was a once-in-a-lifetime
experience is something they’ll
have to go through time and
again. It left me more deter-
mined than ever to fight for
them, advocate for them, and
try to raise funds for them. And
for you. I'm doing it for you,

too. Thanks for reading,.

The author’s cousin sporting
CMTA Blue toenails during his
tuning fork test
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IT’'S COMING! THE CMTA ALL-STAR

NEW CMTTA CHALLENGE GRANT:

The End of CMT Begins with You!

hanks to the efforts of one

CMTA member family, all

contributions made to the
CMTA’s STAR program for
CMT1A between July 1 and
September 30, 2015, will be
matched dollar for dollar, up to
$500,000.

When this family’s young
son was diagnosed with
CMT1A in 2010, they quickly
joined the CMTA to connect to
the community and get infor-
mation about CMT. They also
invested what they could to help
find treatments for CMT.

A few years later, they asked
a generous friend to consider a
donation to the CMTA. After
due diligence and a conversation
with CMTA CEO Patrick
Livney, the friend challenged the
CMT community to match his
$500,000 gift. These generous,
dedicated and passionate sup-
porters know that CMT will be
treated and ultimately cured

through funding the CMTA’s
STAR research efforts.

The chart on page 13 details
those efforts and the extraordi-
nary progress made in just 48
months. In 2012, the CMTA’s
1A project team had developed a
cell assay and had one compound
candidate. The team had also
hypothesized the incorporation
of an adult human stem cell
pathway into STAR. Fast forward
to 2015 and the CMTA has
screened 2.4 million compounds
with an improved state-of-the-art
cell assay, has four compound
candidates being tested in mod-
els, has implemented an adult
stem cell pathway for assay devel-
opment, has banked adult skin
and blood cells, has developed
adult human stem cell lines, and
has two robust lab models vali-
dated, licensed and in use for
drug testing.

In the immediate future,
funds are urgently needed to

WILL BE HERE BEFORE YOU KNOW IT

he CMTA All-Star is a coordinated set of events during September 2015, when people will
walk, cycle and swim “4CMT!” These events, which will be held nationwide, will bring us
together to raise awareness of CMT and funds for CMT research. During the month-long

CMTA All-Star Event, you and others in your community can come together to raise critical

funds for the CMTA’s drug discovery program, STAR. Every dollar raised will go directly to

CMT research.

To find a CMTA All-Star event near you, go to www.firstgiving.com/ CMTA.

If you don’t see one in your community,
contact Jeana Sweeney at jeana@cmtausa.org to

plan event in your area.

Are you ready to make a difference?
Then save the date and get ready to Walk4CMT,
Cycle4CMT or Swim4CMT this September!

prepare for clinical trials for

CMT1A. Specifically, researchers

need to develop tools to measure

improvements in pathology
and/or symptoms of CMT in
future human trials of lead can-
didates and to demonstrate the
success of any potential treat-
ment. Researchers also need to
develop biomarkers to measure
the down-regulation of PMP22
in context to ensure selectivity of
the potential compound.

If you are interested in
CMT1A specifically, or if you
hope to see treatments for all
types of CMT, now is the time
to give. Double your donation
by giving to the CMTA today. If
your company matches your
gift, you will triple your impact
to STAR!

HOW CAN YOU GIVE?

* Donate online at
www.cmtausa.org/ 1A.

e Call Kim at 610-499-9264.

* Send a check to the CMTA,
PO Box 105, Glenolden, PA
19036.

* Ask your friends and family
to get involved, as this family
did.

¢ Plan an All-Star event to raise
funds for the match (see box
at left).

If you have questions about
this match or the STAR initia-
tive, please contact Susan
Ruediger at 678-595-2817 or
sruediger@cmtausa.org.

Let’s meet the challenge and
turn this generous donation into
$1 million to benefit the
CMTAs CMT1A research
effort!
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STAR RESEARCH

Advances in Drug Discovery

2012

Y

%\

* Developed cell assa

» | compound candidate

* Hypothesized an adult human
stem cell pathway

* Adequate lab models

* No discussion or assets

5

* Planned fo test stem cells in
lab models

L

L]
™
led to develop lab models

esized role of MFN1 and
2 cause of disease

* No lab model
* Protocol proposed

* No discussion

2015
[1]

* Screened 2.4M compounds with improved cell assay

* 4 compound candidates * Implemented adult stem cells pathway

. aoll?:ged adult skin and blood cells * Developed adult human stem
cell lines

+ 2 robust lab models validated, licensed and in use for drug testing

* Protocol developed ¢ Hired post-doc at NIH/NCATs devoted to 1B
» Cell lines and assays under development

« Adult human stem cell lines under development

* Lab model under development

S D

« Tested stem cells in lab models * Results under review
* Adult human stem cell lines under development
* Plexxikon engaged in testing compound in vivo

* Validating genotypic lab models developed for 2 mutations
+ Validated role of MFN1 and MFN2 » Cell assay under development
+ Adult human stem cell lines under development

.:Fn

&
)

®
Fis
oo @

. Vulidahn? genotypic lab model
* Aggregation proven in actual cells of in vivo model.

*Under discussion with translational project to be approved
+Team identified

Pharmaceutical Partnerships

Sanofi/Genzyme, Pfizer, NIH/NCATS, Plexxikon, Addex, Affectis,

Psychogenics, Isis Pharmaceuticals, New York Stem Cell Foundation
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Oxford Biathlon Plus Raises $Q0K for CMTA

BY STEVE O'DONNELL

espite earlier forecasts of
Drain, Saturday, May 30

turned out to be a picture-
perfect day in tiny Oxford,
Maryland. Under a cloudless
blue sky, 84 participants ran,
walked, swam, and rolled for
CMT in the 2015 Oxford
Biathlon Plus, raising $80,000
in the process.

The festivities kicked off at
9:30 a.m. A Coast Guard vessel
closed the river and boats and
kayaks kept watch as a team of
12 CMTA swimmers were fer-
ried across the sparkling waters of
the Tred Avon River, then swam
back. Led by co-organizer Steve
O’Donnell, this year’s swimmers
included Portland, Maine,
CMTA Branch Leader Mary
Louie, Sean O’Donnell, Jaime
O’Donnell, Stuart Gray, Carter
Gray, Alex Koff, Beth O’Connell,
Robert Carter, Thomas Haslach
and Bruce Matthai.

After a quick change of
clothing, an awards ceremony,
and optional ice cream con-
sumption, swimmers peddled or

drove through downtown
Oxford to arrive at the Mast-

CMTA swimmers emerge from the Tred Avon River.

head, a waterside eatery. Here,
scores of volunteers, including
co-organizer Missy Warfield, the
CMTA’s own Jeana Sweeney, her
husband Chris
Sweeney, Silent
Auction Czarina

many others regis-
tered participants
and distributed
T-shirts like a well-
oiled machine.
With a police escort waiting,

25 bikers, including co-organizer
Clark Semmes, headed out onto
Oxford Road at 11 a.m., just as
an army of 42 walkers marched
off for their own events.

The CMTA 25 head out on Oxford Road.

Next year’s
Oxford Biathlon
Marilyn Mann, and Plus will be held

on Saturday,
May 21, 2016.

STEVE HILMY

The entertainment arrived
around noon in the form of a
handsome and talented ensemble
called the Free and Fasy Band.
Burgers, crab cakes,
and southwest
chicken salads began
flowing shortly
thereafter. The bike
pack had a great
time pedaling the
back roads of Talbot
County, and through the major
urban centers of Royal Oak (pop-
ulation 808) and Bellevue
(population 612), culminating in
a ferry ride back to Oxford. Spe-
cial props to Sag Wagon Mistress
Jeannine Mjoseth, photographer
Steve Hilmy and 11-year-old
cyclist Mason Weiss for his amaz-
ing, “never-say-die” attitude on
the ride.

Back at the Masthead, the
party kicked into full gear
around 1 p.m., with many folks
enjoying the opportunity to
speak directly with CMTA CEO
Patrick Livney and bid on a
wide array of silent auction
items that included yoga instruc-
tions, a crab feast, and Baltimore
Ravens tickets. *

STEVE HILMY



CMT-PROOFING THE BATHROOM

BY GARY SHEPHERD, NEW MEXICO CMTA BRANCH LEADER

ost of us CMTers don't

have the best balance,

especially when we are
barefoot. This means that the
bathroom can be a troublesome
or even dangerous place unless
we have “CMT-proofed” it for
convenience and safety.

THE TOILET: Although
you probably can' tell
from the photo, the
pictured toilet is a @«
“high rise.” You would ?
be surprised just how  f
much that extra three
or four inches of height can help.
It is also an “eco-flush” or “jet
flush” and uses much less water
than older style toilets. This unit
was about $350 installed, but
many municipalities will give you
a credit on your water bill when
you install an eco-friendly unit. If

replacement of an old-style toilet
is not feasible, you can get ele-
vated toilet seats at a medical
supply store to raise the seating
position. The side handles are a
recent addition, one I put in after
a knee surgery. Even though they
are no longer needed for that rea-
son, I still find the side
handles to be convenient
and have kept them. They
are also available from med-
ical equipment stores.

THE SHOWER OR TUB: I¢’s
really important that you
CMT-proof this area. I was for-
tunate that my bathroom
already had what is called a
“Roman shower,” which is really
just a shower stall but is the
same size as a standard bathtub.
A shower seat is really a help so
you don’t have to risk

standing/slipping. But in any
case be certain to have at least
one grab bar installed (or even
more if you need them). This
particular showerhead is nice
because it is a handheld with a
spray ring that can work
together or separately.

TOWEL RACKS: Consider replac-
ing regular towel racks with grab
bars where they would prove
helpful. They still work as towel
racks but will provide you with
another place to grab hold as
necessary. I replaced all towel
racks with grab bars.

You may have to spend
some money to CMT-proof
your bathroom but I guarantee
that it’s worth it. If you
have additional tips to offer,
please share them with me at
gary@shepdesignassoc.com.

THE CMTA ANNOUNCES THE
5TH ANNUAL “I’'M A STAR!” /“I’'M A SHOOTING STAR!” CONTEST

can’t begin to imagine. Do you know an exiraordinary person living with CMT2 Please share

Everyone with CMT is a special individual. Each faces daily challenges that people without CMT

that person’s story with us and he or she may be selected as the recipient of the Fifth Annual
“I'm a Star!” Award (ages 18 and up) or the “I'm a Shooting Star!” Award (ages 10-17).
In 500 words or less, please tell us about your extraordinary individual. How old was that

person when he or she was first diagnosed2 What type of CMT does the person have2 How does
living with CMT affect his or her ability to have a full and rewarding life? What does that person

do to rise above disability and prove his or her abilities on a daily basis?2 What does that person
excel in?

Any additional information you can provide about the person such as family life, community
involvement, mentoring, sports, hobbies, and interests will all be considered in the selection of
our winners.

You can submit your entry by emailing your submission to: info@cmtausa.org or by mailing

your entry to: CMTA Extraordinary Person, c/o CMTA, PO Box 105, Glenolden, PA 19036.

All entries must be submitted or postmarked by midnight, August 23, 2015.
Winners will be announced during Charcot-Marie-Tooth Awareness Month, September 2015.
This contest is sponsored by the CMTA.

Regrettably, CMTA employees and Branch Leaders and their immediate family members
are not eligible for participation in this confest.
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Yoga Instructor Proud to Bare Feet,
to Do the Same

Teach Others

BY CLARK SEMMES

rowing up in Michigan,

Chelsea Singer did not real-

ize her feet were misshapen.
She thought she was just grow-
ing faster than everyone else. She
wasn't diagnosed until the age of
11, when her mother underwent
foot surgery for her own CMT.
Chelsea’s struggles with CMT
were compounded by watching
her mother succumb to a pain
pill addiction, and she left
Michigan at the age of 15 for
a new life in Colorado.

While still in her teens,
Chelsea opted for surgery to
ensure she would not end up in
pain like her mother. Chelsea
planned to have surgery on her
left foot first, then her right. The
surgery included straightening
her toes, correcting her bunions,

having a screw inserted into her
ankle and cutting her heel cords.
Despite the fact that cutting the
heel cord was the only really suc-
cessful aspect of the first surgery,
after three months of recovery
she felt physically and mentally
strong enough to have the same
procedures done on her right
foot.

While the surgery on her
left foot was not a complete suc-
cess, the surgery on her right
foot was a downright disaster.
Chelsea recalls screaming in pain
as the doctor unwrapped her
bandages at her post-surgery
appointment. Everything from
her right knee down was black.
Four emergency surgeries fol-
lowed, and Chelsea twice almost
had her right foot amputated.

Finally a long hospital stay and
the application of leeches on her
toes (a new leech every 45 min-
utes for an entire week) brought
circulation back to Chelsea’s toes
and she managed to keep both
her feet, but the experience left
her mentally scarred and physi-
cally weakened. At the time of
her discharge, she was unable to
stand on her left leg for more
than a few seconds at a time.
Bedbound for almost three
months, Chelsea grew depressed
and nearly suicidal. When she
finally regained her strength, she
resolved to leave the cold behind
forever and moved to St. Peters-
burg, Florida. While she was
able to leave the weather behind,
she could not do the same with
her own physical and emotional

Certified yoga instructor Chelsea Singer




trauma. Hospitals and even
medical commercials filled her
with anxiety. Eventually she was
diagnosed with post-traumatic
stress disorder (PTSD) and
began getting counseling.

Chelsea reluctantly tried
her first-ever yoga class at the
age of 26. While she initially
thought there was no way she
could handle it, Chelsea
quickly discovered she loved
yoga. Within the year, she was
in a teacher training program
and is now a nationally certified
instructor.

Chelsea’s yoga practice
focuses on the meditative
aspects of yoga, including visu-
alizing energy, breathing and
healing energy. She teaches
many classes, including a free
one sponsored by the Muscular
Dystrophy Association, and
finds it a blessing to do some-
thing she loves that is also good
for her. Today Chelsea meets
lots of people with CMT and
has even made DVDs for peo-
ple who cannot attend her class
in St. Petersburg,

One of the things that
Chelsea feels best about is teach-
ing others not to be ashamed of
their disability. She remembers
when she was unwilling to let
anyone see her bare feet, and
now she’s barefoot most of the
day. Chelsea looks forward to
reaching an even larger audience
with her message of yoga’s heal-
ing powers. She has formed an
informal support group with
her friends Tia and Elisa that
they call the CMT Sisterhood.
They meet once a month and
the group has now grown to
seven.

Namaste, Chelsea and the
CMT Sisterhood!

DISABILITY BASICS

BY DEANNA POWER, COMMUNITY OUTREACH SUPERVISOR,
DISABILITY BENEFITS CENTER

f CMT, its symptoms, and/or pain associated with the condition keep
you from working, you may be eligible to receive financial assistance
from the Social Security Administration (SSA).

The SSA oversees two of the largest public assistance programs:
Social Security Disability Insurance (SSDI) and Supplemental Security
Income (SSI).

SSDI is a program for working adults who recently suffer from dis-
abilities. It is funded through Social Security payroll taxes, and as a resul,
is only available to those who have paid those taxes for a number of years.

The SSA gauges eligibility by requiring each applicant to accumu-
late a certain number of work credits, which are based on earnings each
year the applicant worked. In order to qualify, applicants will need to
supply a significant employment history to meet the minimum thresh-
old, which varies depending on the age of the applicant. For most
people, the rule of thumb is that they must have worked for any five
of the past 10 years.

The other program funded by the Social Security Administration
is SSI. SSI is a needs-based program that aids elderly and disabled indi-
viduals with low incomes. In order to qualify, applicants must supply
financial information instead of work history. SSI applicants cannot
have more than $2,000 in assets, excluding their home and car.

In addition to meeting the general requirements for either SSI or
SSDI, anyone secking disability benefits through the SSA must also be
considered disabled according to the blue book, which is the SSA’s
guidebook of all the conditions it considers potentially disabling.

Applicants must match their specific case to the criteria in the cor-
responding listing for their condition in the blue book in order to
receive benefits. CMT falls under the listing for Peripheral Neu-
ropathies, which is found in Section 11.14 of the blue book. This listing
requires disorganization of motor function in two extremities or either
sensory or motor aphasia that causes ineffective communication. This
means that someone applying for CMT must not be able to properly
use two limbs such as an arm and a leg, OR the applicant must be
unable to communicate by speaking, writing, or otherwise.

The application process for Social Security Disability benefits can
be done online or in person with staff from the SSA at a local SSA
office. You will need to supply substantial medical information that
supports your claim that you are unable to work due to your condition.
If you don’t receive an approval the first time, there is an appeals process
available online for applicants who still wish to receive disability bene-
fits. To start the application process, an applicant with CMT can simply
visit the SSA’s website to apply for SSDI. SSI applications must be com-
pleted at an SSA office.
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L1 THE CMTA GRATEFULLY ACKNOWLEDGES GIFTS:

IN MEMORY OF:

MARGARET ARENA

Ms. Rachel Aronis

Mr. Jeff Aronis

Ms. Margaret Bird

Bourne Middle School

Ms. Linda Breen

Cedar Point Association
Ms. Jane Conlon

Cushing Sunshine Fund

Dr. and Mrs. Daniel Mishkin
Mrs. Deanne Noiseux

Mr. and Mrs. John Sciretta
Mrs. Susan Slishman

Mrs. Marjorie Spalding-Williams
Mr. James Williams Jr.

BARBARA BATALO
Mr. Salvador Losado

MARY-ELLEN BESHARA
Mrs. Kay Aletto

Ms. Michelle Bellavance

Mr. and Mrs. William Casey
Donna and Mary Christensen
Mr. and Mrs. Timothy J. Comeau
Ms. Mary Anne Gosselin

Mr. and Mrs. Timothy Lannan
Ms. Eleanor Sheehan

Mr. and Mrs. Robert Sheehan
Mr. George F. Skaff

Ms. Teresa Wheeler

MARIA-VICTORIA BOUAIGNANI
Dr. Lynda B. Whitehead

HENRY COATES
Mr. Doug Coates

JANET FELSHER
Mr. Norman Korowitz

SUE GANSS

Mr. Edward Ganss
Stephen Gorka

Ms. Mary Lee Kovarik

DAVID KLEINMAN
Ms. Judith Dorfman
Ms. Beverly Fisher

BETH LABONTE
Ms. Chevelle E. Bazo

BRIAN LEVY

Ms. Susan Altieri

Ms. Pamela Burns

Ms. Barbara Ciammella

The Clyburn Family

Mr. and Mrs. John A. Dowd
Ms. Christine Efner

Mr. Shane Grady

Mr. and Mrs. Bruce Jones

Mr. and Mrs. Richard Labbe
Mr. and Mrs. Robert Langlais
Mr. and Mrs. Darryl Lefebvre
Mr. Richard McDonald

Mr. and Mrs. Gary Merrigan
MTAC, Inc.

Mr. and Mrs. Robert Newbery
Mr. and Mrs. John Rogers

Mr. and Mrs. Bill Savery Frederick
Ms. June Sheehan

Mr. and Mrs. Ben Wilbur

Mr. and Mrs. Bernard Wilbur Jr.
Mr. and Mrs. James Williamson
Mr. Michael Wrabel

GEORGE LIVNEY
Mrs. Tricia Hirsch

HORACE AND JANICE MOORE
Mr. Allan Moore

SUZANNE NAGLE

Mr. and Mrs. Stephen Bek

Ms. Barbara Clancy

Mr. and Mrs. Marinus DenDulk
Mr. and Mrs. Charles Geary Jr.
Ms. Helen Kulanski

Mr. and Mrs. Michael Palumbo

CLEMENS PETSCHEL
Mr. Collin McCartney

DENNIS REIGLE
Ms. Frances M. Davis

DAVID REIGLE
Ms. Frances M. Davis

LINDA STUCKEMAN

Mr. and Mrs. Dave Boll

Greenbriar Cove Residential
Homeowners Assn.

Mr. and Mrs. Richard Guiles
Mr. and Mrs. Gary Hufnagel
Ms. Carolyn Nichols

Mr. S. Kent Rockwell

Smithfield Trust Company

Mr. Alan Stuckeman

Mr. and Mrs. Gregory Vaslowski

FRANK TEITELBAUM
Ms. Belle Sohnen

BASS JUNIOR UTLEY
Ms. Theda Utley Jones

HAROLD VAUGHN

Mr. and Mrs. Keith Dill
Ms. Debbie Dosenback
Mrs. Rose Szarwinski

ARTHUR VELCOFF
Mrs. Belle Sohnen

J. WILMA WATSON
Ms. Doris Law
Ms. Isabel Smith

IN HONOR OF:

TRENTON ANGELL
Mr. Jason Angell

RILEY ASHE
Mr. Vince McCarthy

ROY BEHLKE
Mr. and Mrs. Craig Donais

MELVIN BERRY
Ms. Rachel Berry

MARCIA BOWERMON
Mr. and Mrs. Robert Williams Jr.

WIL AND SARAH BRADY—
“Fighting CMT Together”
Mr. and Mrs. Dan Brady

CHRIS BROWN—Happy

Birthday!

Mr. and Mrs. Mel Ross

Mr. and Mrs. Bernard
Ross-Squirrell Jr.

HUNTER S. CAMPBELL
Mr. Bob Campbell

STEVEN CHRISTIAN
Flat Broke & 4 Wheelin, Inc.

KIM COLLIER
Mr. lven Wheeler

BERYL FOX
Mrs. Edna Taylor

CHARLES HACKLER SR
Club General Motors

TRICIA HIRSCH
Mrs. Jacqueline Livney

ZACHARY KOROWITZ

Ms. Barbara Kesner

Mr. and Mrs. Norman Korowitz
Mr. Joseph Sklar

ROLAND LIVNEY
Mr. Alec Livney

TOM LYNCH
Mr. J. C. Julian

BENJAMIN MACHADO
Mrs. Stephanie Powers

MATTHEW MITCHELL
Mrs. Jennifer Mitchell

SESILIA 0’SULLIVAN
Mr. Michael O’Sullivan

MR. AND MRS. STANLEY
SANDERS—Happy 50th
Wedding Anniversary!

Mr. L. Mark Nelson

Mr. and Mrs. George Viener

STACEY AND ADALIE TUMAN
Mr. Daniel Tuman

DELANEY VAN RIPER
Ms. Patricia Van Riper

AMY WONDERLAND
Mrs. Amy Ryan

THOMAS WOODFORD
Mrs. Mary Woodford

CMTA REMEMBRANCES

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

Honorary Gift:

In honor of (person you wish to honor)

Send acknowledgment to:

Name:

Memorial Gift:
In memory of (name of deceased)

Amount Enclosed:

Card #

Name:

Address:

Send acknowledgment to:

[ Check Enclosed

[JVISA [0 MasterCard [ American Express

Exp. Date

Signature

Address:

Occasion (if desired):

[ Birthday
[ Thank You

[J Holiday
(1 Anniversary

Gift Given By:

Name:

[J Wedding
[ Other

Address:




CMTA Branch Leader Spotlight: Flora Jones

ts not surprising that Flora

Jones didn't get diagnosed with

Charcot-Marie-Tooth disease
during her childhood in the tiny
town of Brandon, Mississippi, in
the 1950s. Her doctors originally
told her she had polio and sched-
uled regular operations on her
feet so that her recovery coin-
cided with summer vacation.
Flora, now 78, still recalls how
miserable it was to be stuck in a
hospital or at home during the
Mississippi summer when nei-
ther location offered air
conditioning,

After attending nursing
school, Flora worked as both a
private and hospital nurse until
the CMT in her hands left her
unable to open sugar packets or
milk containers for her patients.
Flora was officially diagnosed with
CMT in 1982 and joined a local
support group started by a family
who thought they were the only
ones in the country who had
Charcot-Marie-Tooth disease.

In 1988, Flora journeyed to
far-off Toronto for an interna-
tional CMT conference. She
describes the experience of sit-
ting in a room with 200 other
people who all had CMT as one
of the highlights of her life. It
was that experience that fueled
her determination to educate
the medical profession about
CMT. Flora became the leader
of the Clinton, MS CMTA sup-
port group, a position she held
either by herself, or in tandem
with a friend, for many decades.
At one point, as many as 20 or
30 people attended branch
meetings, with folks coming
from as far as 75 miles away.

Flora describes a visit to
her group by Jeana
Sweeney, CMTA Direc-
tor of Community
Services, as another high
point of her life.

Today, Flora focuses
much of her time on

spreading the word about ——

[ =

CMT to members of the
medical community. She
carries CMTA literature
in the basket of her
scooter and distributes it
to every doctor and nurse she
encounters. Flora explains that

it is more important to give
CMTA literature to nurses than
to doctors, because nurses see
patients when they walk into
rooms and are more likely to
notice an unusual gait. Doctors
frequently see patients only after
they are seated.

Just recently, Dr. Scott
Denton, a postdoctoral research
associate at the University of Sid-
ney in Australia, sought Flora out
on a visit to the United States.
Dr. Denton, who both has CMT
and specializes in CMT, wanted
to talk to a fellow CMTer from
America’s heartland. He couldn’t
have found a better spokesperson
than Flora. The two sat together
for many hours, engaging in a
wide-ranging discussion of their
CMT experiences. They still talk
and share insights frequently.

Flora is encountering many
CMT-related difficulties, includ-
ing trouble with her breathing,
but she remains adamantly
upbeat and determined. Flora
believes that that the secret to
life is putting on a happy face in
the morning, regardless of how

Branch Leader Flora Jones with CMTA Commu-
nity Services Director Jeana Sweeney
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you feel. According to Flora, in
the process of convincing others
that you are happy, you often
convince yourself as well.

TIME TO CONTACT YOUR
GOVERNOR FOR AN AWARENESS
MONTH PROCLAMATION

ts only July, but the CMTA is
busy preparing for CMT Aware-

ness Month because September is
right around the corner.

In years past, the CMTA has
asked CMTA Branch Leaders to

contact their governors to request
that they declare September as

Charcot-Marie-Tooth Awareness

SEPTEMBER 2013

i 5
CHARCOT-MARIE-TOOTH AWARENE S5 MONTI

Month. Well this year, we are i
asking EVERYONE to do the

STV e g
0 el B it ot o e s
i b, et g of i

T e of e ety e
same! The more state proclama- s
tions we get, the more awareness e i GZ%‘{:
we create.

To get more information about making a request,
please visit www.cmtausa.org/proclamation. You'll be able
to download a sample proclamation request, and there
are easy-to-follow instructions on how to complete and
print it.

If you have any questions please contact Jeana
Sweeney at jeana@cmtausa.org. If and when you receive
a proclamation, be sure to scan and send Jeana a copy so
she can share it with the CMTA community!




S1L0Z 1SNonv/AInr

L4OdIY VIWD FHL

P CMTA BRANCH NEWS

* Central Alabama

Eighteen people and a baby
turned out for the branch’s first
meeting. The importance of
staying active was discussed,
along with a suggestion to join
the Lakeshore Foundation. The
next speaker will be a GeneDX
representative. The group will be
holding a Walk4CMT during
September Awareness Month,
possibly at Veteran’s Park. People
who are able will walk the trail
while people who aren't will
wear their shirts and sit at the
pavilion.

¢ San Francisco, CA

At the May 23 meeting, group
members discussed the new
branch in the North Bay area, as
well as efforts to collect special-
ists’ names for the CMTA
directory. They also discussed
the necessity of follow-up visits
at CMT Centers of Excellence
so that doctors and researchers
can track disease progress.

¢ Denver, CO

A dozen people, including one
new person, came out for the
branch’s latest meeting. They
had a chance to view and sign
the traveling quilt and sent it on
its way to the next location.
Thanks to the efforts of some
branch members, the CMTA-
produced public service
announcements may be airing
daily on Denver PBS stations.

* Southern Connecticut

The branch welcomed CMTA
Advisory Board members David
and FElizabeth Misener, leaders of
the Upstate New York CMTA
Branch to its meeting on May 2.
Thirteen people, including three

new members, heard David and
Elizabeth present CMT (Con-
tinue Moving Today): Our Stories
with CMT. They shared stories
and ideas on how to continue to
move, especially on days it
might feel impossible and how
their family lives with the daily
challenges of CMT. David also
provided valuable information
about bracing and orthotics.

* South Florida

Andrew Collins and his assistance
dog “Motive” demonstrated
Motive’s support skills at the
April meeting of the South
Florida CMTA Branch. Motive,
a Genesis assistance dog, is fit-
ted with an ultra-light
aluminum brace and is trained
to place his body in position to
provide Andrew with stability
when he walks and stands from
a sitting position. Motive,
Andrew and his mother Julie
were joined by three representa-

Assistance dog Motive with trainee Iggy at South Florida meeting

tives of Genesis and assistance-
dog-in-training Iggy, a beautiful
4-month-old Golden Retriever.
The Genesis dogs go through a
rigorous training program that
graduates only two to four dogs
yearly (http://genesisassistance-
dogs.org). They are highly
trained to provide specific ser-
vices to their partners, who are
screened for medical need, and
granted all rights under the
Americans with Disabilities Act
and Florida statutes. While
Andrew and Motive have only
been together a relatively short
period of time, they've already
developed an incredible bond.

o Ashland Tri-State, KY, OH, and WV
Jackie Ball of The Brace Shoppe
in Huntington, West Virginia,
and Michelle Watson of Premier
Physical Therapy were the guest
speakers at the Ashland Tri-State
CMTA Branch meeting on

(continued on page 22)



AL—Birmingham Area
Central Alabama CMTA Branch
Bethany Tongate
205-533-8558

AL—North Florence
North Alabama CMTA Branch
Tina Smith
256-757-9250

Todd Oyen
256-810-6582

AZ—Phoenix Area
Arizona CMTA Branch
Pamela Palmer
ppalmeraz@gmail.com
480-236-2445

Jim Blum
480-272-3846

CA—Los Angeles Area
Los Angeles, CA CMTA Branch
Steve Fox

805-647-8225

CA—Los Angeles Area
Los Angeles, CA (South)
CMTA Branch

Alani Price
310-710-2376

Tara George
412-607-5193

CA—North Bay Area

North Bay Area, CA CMTA
Branch

Sharon Bello
650-465-3953

CA—Orange County
Orange County, CA CMTA
Branch

Myrna Andersen

310 987-3289

Casey Greenberg
951-317-9911

CA—Sacramento
Sacramento, CA CMTA Branch
Holly Stevens
408-203-8804

CA—San Diego Area
San Diego, CA CMTA Branch
Jordan Thomas
619-549-0872

CA—South Bay Area

San Francisco Bay Area
CMTA Branch

Ori Bash

408-829-4562
Tau O’Sullivan
408-796-7141

CO—Denver Area
Denver, CO CMTA Branch
Ron Plageman
303-929-9647

Dick Kutz
303-988-5581

CT—Hartford

Hartford, CT East CMTA Branch
Roy Behlke
239-682-6785

CT—North Haven

Southern Connecticut
CMTA Branch

Lynne Krupa
203-288-6673

DC—Washington, DC
Washington, DC CMTA Branch
Steven Weiss

Kimberly Hughes
301-962-8885

FL—Naples

Naples, FL CMTA Branch
Roy Behlke
239-682-6785

FL—Sarasota Area
Sarasota, FL. CMTA Branch
Rachel Rivlin
941-870-3326

FL—Tampa Bay Area
Tampa Bay, FL CMTA Branch
Vicki Pollyea
813-251-5512

Edward Linde
813-712-4101

FL—West Palm Beach
South Florida CMTA Branch
Phil Lewis
561-630-3931

Eileen Martinez
561-777-8471

GA—Atlanta Area
Atlanta, GA CMTA Branch
Susan Ruediger
678-595-2817
Katerina Marks
404-372-3158

IA—lowa Area

lowa City, IA CMTA Branch
Jeffrey Megown
319-981-0171

IA—North lowa
North lowa CMTA Branch
Michael Groesbeck
641-512-1718

IL—Chicago Area
Chicago, IL (South) CMTA
Branch

Dale Lopez
708-499-6274

IL—Norridge Area

Chicagoland (North) CMTA
Branch

Charles Barrett
224-628-5642

IL—Springfield Area
Central Illinois CMTA Branch
Eileen Parn
217-787-8658

IN—Fort Wayne Area
Fort Wayne, IN CMTA Branch
Aimee Trammell
574-304-0968

Priscilla Creaven
260-925-1488

IN—Indianapolis Area
Indianapolis, IN CMTA Branch
Nancy Allen
317-459-8773

Patricia Wood
317-345-2254

KS—Wichita Area
Kansas Area CMTA Branch
Karen Smith
316-200-0453

KY—Ashland, KY
Ashland Tri-State CMTA Branch
Debra Foster
606-922-9260

LA—Louisiana
Louisiana CMTA Branch
Paul DiMaio
985-234-9013

MA—Boston

Boston, MA CMTA Branch
Mimi Works
617-913-4600

Jill Ricci
978-887-1014

MD—-Baltimore
Baltimore, MD CMTA Branch
Clark Semmes
410-350-4812

MD—Easton

Easton, MD CMTA Branch
Missy Warfield

Seth Warfield
410-820-0576

ME—Portland Area
Portland, ME CMTA Branch
Mary Louie
207-450-5679

Mi—Chesaning Area
Chesaning, MI CMTA Branch
Carolyn Koski
989-789-3656

MI—Kalamazoo Area

Southwest Michigan CMTA
Branch

Jori Reijonen
269-341-4415

MN—_Central Minnesota
Central Minnesota CMTA
Branch

Jo Smith

612-807-4729

MN—Minneapolis Area

Greater Minneapolis CMTA
Branch

Marilyn Menser
320-522-0871

NC—Ashville Area

Asheville NC - Greenville, SC
CMTA Branch

Ruth Ann Carroll
(Asheville)
203-981-3738

NC—Durham Area

Research Triangle Area, NC
CMTA Branch

Margaret Lee
919-359-6003

NC—Wilmington Area
Wilmington, NC CMTA Branch
Laurel Richardson
814-404-8046

NE—Lincoln Area
Lincoln, NE CMTA Branch
Karri Hood
402-641-0443

NJ—Central New Jersey

Central New Jersey CMTA
Branch

Mark Willis
732-252-8299
Jacqueline Donahue
732-780-0857

NJ—Morris County

Morris County, NJ CMTA
Branch

Alanna Huber
973-933-2635

NM—AIlbuquerque Area
New Mexico CMTA Branch
Gary Shepherd
505-296-1238

NV—Las Vegas Area
Las Vegas, NV CMTA Branch
Virgina Mamone
702-343-3572

Jerry Cross
775-751-9634

NY—Buffalo Area
Buffalo, NY CMTA Branch
Chris Warden
716-870-4425

NY—AManhattan Area
New York, NY CMTA Branch
Amanda Imbriano
516-680-2981

NY—Upstate New York
The Upstate NY CMTA Branch
Elizabeth Misener

David Misener
518-527-0895

NY—Westchester Area
Westchester, NY CMTA Branch
Beverly Wurzel

Frank Wurzel
201-224-5795

OH—Cleveland Area
Cleveland, OH CMTA Branch
Heather Hawk Frank
440-479-5094

Mandy Kimpton
440-724-1731

0OH—Dayton Area
Dayton, OH CMTA Branch
Laura Wootan
937-859-6390

OR—Grants Pass

Grants Pass, OR CMTA Branch
Jessica Barton
541-218-5350 (cell)
541-846-8525

OR—Portland Area
Portland, OR CMTA Branch
Warren Beals

Joyce Beals
971-832-8272

PA—Bucks County Area
Bucks County, PA CMTA Branch
Linda Davis

Mitch Davis
215-943-0760

PA—Chester County
Chester County, PA CMTA
Branch

Ashley Caspersen
484-364-9334

PA—Ephrata, PA
Ephrata, PA CMTA Branch
Rachel Weaver
717-344-6063

PA—Harrishurg
Harrisburg, PA CMTA Branch
Erin Gaul

(717) 379-7504

PA—Johnstown Area
Johnstown, PA CMTA Branch
J.D. Griffith
814-539-2341

Jeana Sweeney
814-269-1319

PA—Northwestern Area
Erie, PA CMTA Branch

Joyce Steinkamp
814-833-8495

RI—East Providence
Rhode Island CMTA Branch
Meredeth Souza
Raymond Souza
401-433-5500

SC—Greenville Area

Asheville-Greenville CMTA
Branch

Rebecca Lauriault
(Greenville)
864-918-2437

Kitty Hodinka (Greenville)
610-761-6874

SD—Hartford Area
Hartford, SD CMTA Branch
Serena Clarkson
605-215-8853

Tom Clarkson
605-370-7595

TN—Hendersonville Area

Central Tennessee/Southern
Kentucky CMTA Branch

Brittney Grabiel
423-213-2336

TN—Nashville Area
Nashville, TN CMTA Branch
Bridget Sarver
615-390-0699

Gwen Redick
256-655-0391

TN—Savannah Area
Savannah, TN CMTA Branch
Reagan McGee
731-925-6204

Melinda White
731-925-5408

TX—Dallas Area
Dallas, TX CMTA Branch
Michelle Hayes
972-539-0905

TX—EI Paso Area

El Paso, TX CMTA Branch
Veronica Gallegos
915-203-4391

TX—Houston Area
Houston, TX CMTA Branch
Kristin Leard
713-516-8630

TX—Vidor Area
Vidor, TX CMTA Branch
Angie Beaumont
281-229-2099

UT—Orem Area

Wasatch Front, UT CMTA
Branch

Melissa Arakaki
801-494-3658

VA—Chesapeake Area
Chesapeake, VA CMTA Branch
Donna Koch
757-650-2417

VA—Frederickshurg

Fredericksburg, VA CMTA
Branch

Leigh Van Doren
540-370-1968

VA—Harrisonburg Area
Anne Long
540-568-8328

VA—Shenandoah Area

Northern Shenandoah Valley
CMTA Branch

Teresa Frederick
540-336-4496

WA—Seattle Area
Seattle, WA CMTA Branch
Lynn Ronald
206-546-8923

Wi—Milwaukee Area

Southeastern Wisconsin CMTA
Branch

Susan Moore
414-604-8736

BRANCHES IN CANADA
AND MEXICO

CAN—-British Columbia
Victoria, BC CMTA Branch
Melanie Bolster
250-888-7713

Neville Tate
250-656-2547

CAN—-Ontario

Eastern Ontario CMTA Branch
Robin Schock
613-389-1181

Northern Ontario CMTA Branch
Brenda Spencer
705-788-0408

Southern Ontario CMTA Branch
Kelly Hall
519-843-6119

Mexico

(This branch will be in
Spanish.)

México CMTA Rama
Gina Salazar
Gina_oviedo@
hotmail.com

Most CMTA Branches
can be accessed via
the CMTA Online
Community at
www.cmtausa.org.
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The CMTA Report is published
by the Charcot-Marie-Tooth
Association, a registered
non-profit 501(C)(3) health
organization. © 2015, The
CMTA. All rights reserved under
International and Pan American
Copyright conventions. No part
of this newsletter may be
reproduced in any form or by
any electronic or mechanical
means, including information
storage and retrieval systems,
without permission in writing
from the publisher. The opinions
expressed in the newsletter are
not necessarily those of the
Charcot-Marie-Tooth Association.
The material is presented for
educational purposes only and
is not meant to diagnose or
prescribe. While there is no
substitute for professional
medical care for CMT disorders,
these briefs offer current medical
opinion that the reader may

use to aid and supplement

a doctor’s treatment.

CMTA BRANCH NEWS

(continued from page 20)

May 16. Michelle demonstrated
exercises for strengthening mus-
cles and Jackie demonstrated
some newly available braces. The
two guest speakers have agreed
to help with the Walk4CMT in
September and the goal is to get
other area specialists to join the
walk as well. The next meeting
will be held from 11 a.m. to

2 p.m. on Saturday, July 25, at
the Ashland Public Library.

* Louisiana

After everyone introduced them-
selves and shared their CMT
stories, the group reviewed the
resources available from the
CMTA, including the quarterly
STAR report and the Louisiana
CMTA Branch page. The
Louisiana Branch is on Facebook,
but the group decided to create a
closed group on Facebook as

well. The group discussed loca-
tions for a WalkdCMT in
September, including Lakeview
Regional Hospital, which has a
walking track and has hosted

non-profits in the past.

¢ Baltimore, MD

The branch had a great meeting
on June 7, featuring genetic
counselor Shawna Feely, who
traveled all the way from lowa
to speak. Shawna gave an amaz-
ing presentation on the genetics
of CMT and generally dazzled
everyone with her vast knowl-
edge of CMT and other genetic
diseases. Shawna works directly
with leading CMT neurologist
Mike Shy at the University of
Iowa CMT clinic, and they
always welcome new patients.

® Boston, MA

The group heard two guest
speakers at its June 3 meeting,.
Dr. Vera Fridman spoke about
the CMT Center of Excellence
at Massachusetts General Hospi-
tal and the upcoming Patient
Conference at the Seaport Hotel
August 29. Suzanne Malinowski
spoke about a shoe orthosis she
created for her own foot drop
issues. More information is
available at www.nefootdropcen-
ter.com. Emily Goodwin, 11,
presented a few of the hand-
made wood products she sells to
raise money for the CMTA.

oy

Members of the Westchester NY CMTA Branch at their potluck brunch

Please visit her Circle of Friends
page to join her group and view
all her products. Members were
reminded about the Third
Annual Vittorios Circle of
Friends Fundraiser to be held
July 18 from 5 p.m. to 8 p.m. at
the Cape Ann Marina in
Gloucester (Route 133) with
BBQ, a DJ, door prizes and auc-
tion items including Red Sox
tickets and restaurant and shop-
ping gift cards. The price is $25
per ticket and checks should be
made out to the CMTA. RSVP
to Jill Ricci, 100 Middleton
Road, Boxford, MA 01921. In
other fundraising news, the
branch’s Walk4d CMT will be
held on September 19, location
TBD.

e Southwest Michigan

Ten people turned out for the
branch meeting in May, four of
them first-timers. Two counsel-
ing interns who wanted to learn
about CMT also attended the
meeting on the topic of genetics
and genetic testing. Two speak-
ers from GeneDx described
inheritance patterns for the vari-
ous types of CMT and discussed
genetic testing. The next meet-
ing of the Southwest Michigan
Branch is set for July 15, 2015.
e Greater Minneapolis

The 20 people at the branch’s
inaugural meeting on April 15
talked about the CMTA and the
different membership benefits,
how to join the group on the
CMTA site and the information
and resources available at
www.cmtasua.org. The group,
which plans on meeting every
other month, discussed fundrais-
ing ideas and good shoes for
CMTers, including Finn Shoes
and New Balance. Shuler Shoes
(www.schulershoes.com) was



mentioned as a source. Dr. David
Walk from the CMT Center of
Excellence at Fairview Maple Grove
Medical Center talked about the
clinic and what to expect at an
appointment there.

o Buffalo, NY

Twenty-four people, including fam-
ily members and other supporters,
attended the first-ever meeting of
the Buffalo, NY branch on May 7.
Attendees shared their personal
struggles and small triumphs with
the disease and several people dis-
played various kinds of braces. All
discussed the limited resources in
the area. Three committees were
established—Resources, Govern-
mental Policy, and Medical—

and the group explored possible
fundraising opportunities. The
importance of clinical trials will be
one of the topics at the August
meeting, along with the much-
anticipated visit of Jeana Sweeney,
CMTA Director of Community
Services.

o Westchester, NY

The Westchester branch held a
potluck brunch on May 2, 2015.
The group is planning a fundraiser
for STAR on November 7, 2015,
and will meet again in September
after a summer break.

e El Paso, TX

Meeting on May 9, the group
discussed fundraising ideas and
settled on two: A dine and donate
at Fuddruckers and a food truck
fundraiser with face painting and
bounce houses. The group is also
looking for a site for an All-Star
Walk in September. The next meet-
ing will be held on July 18.

* Southeastern Wisconsin

The branch welcomed several new
people at its latest meeting. They
talked about Independent Living
Supplies, assistive devices, and the

health benefits of essential oils.
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JOIN

THE CMTA:

Choose your newsletter format
(check one or both)

COPDF O Print

Subscription Membership [1$30/year [ $80/3 years
STAR Membership (] $100/year [ $270/3 years

QUANTITY cOoST
Regular Price  STAR Member Price

TOTAL

The Patients’ Guide to Charcot-Marie-Tooth Disorders [CD Format] $10 $8
CMT Facts IV $10 $8
CMT Facts V $15 $12
CMT Facts VI $15 $12
My Child Has CMT $5 $5
Teaching Kids about CMT...A Classroom Presentation (DVD/1 hour) $10 $8
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CMTA Shark-0 T-Shirts
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Be a STAR Wristbands $1.50 each*
Be a STAR Necklaces (Includes battery) $5 each*
Washable CMTA Tattoo (Pack of 5) $1 per pack
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CMTA Brochure & Neurotoxic Drug Card FREE

Donation to the CMTA (100% Tax-deductible)

Shipping & Handling (Orders under $10, add $3.50; orders $10 and over, add $7.50)
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[ Check payable to the CMTA (US residents only; non-US residents, please use credit card or international money order.)
[J Money Order [ American Express [ MasterCard CJVISA

Card Number: Expiration Date:

Mail to: CMTA, P.0. Box 105, Glenolden, PA 19036; or fax to 610-499-9267

A copy of the official registration and financial information may be obtained from the Pennsylvania Department of State by calling,
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The Charcot-Marie-Tooth Association

P.0. Box 105

Glenolden, PA 19036

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

WHAT IS CMT?

» CMT is the most commonly inherited

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

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

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

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

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

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

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

» CMT does not affect life expectancy.

» CMT is sometimes surgically treated.
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CMT causes footdrop walking gait,
foot bone abnormalities, high arches
and hammer toes, problems with
balance, problems with hand function,
occasional lower leg and forearm
muscle cramping, loss of some normal
reflexes, and scoliosis (curvature of
the spine).

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

activity are beneficial.

CMT is usually inherited in an auto-
somal dominant pattern, which means
it one parent has CMT, there is a 50%

chance of passing it on to each child.

CMT Types that can now be diagnosed
by a blood test include 1A, 1B, 1C,
1D (ECGR2), 1E, TF, 1X, 2A, 2B, 2E,
2F 21, 2, 2K, 4A, AC, 4E, 4F, 4,
HNPP, CHN, and DSN.

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



