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A ME S S A GE F ROM T HE CEO

DEAR FRIENDS,

’m sure I’m not the only one who was happy to see 2020 end. It’'s more

than a little ironic that a number depicting clarity of vision came to
represent a year filled with confusion bordering on chaos. But with your
help, the CMTA not only persevered, it thrived.

The CMTA community thrived because our members share our
passion for our mission—finding a cure for CMT. The pandemic did
nothing to diminish that passion—though it did force us to pivot to
new ways of holding branch meetings, walking 4 CMT and shifting to
research that could be done in a bubble. But, as David Tannenbaum
noted in our special issue on COVID-19, people with CMT have had to deal with strangeness and
adversity all of their lives. According to David, “The uncertainty and fear of the COVID-19 crisis is
not all that different from the uncertainty and fear we face in living with CMT.”

This issue is dedicated to everyone—men, women and children, teachers, doctors and
writers—who is helping the CMTA by spreading the word about CMT. It’s a constant, ongoing
battle to educate the many, many people who still have not heard of the disease. But it’s a vital
step toward finding a cure—identify the problem, make people aware of the problem and ask
people to help fund a cure. Dave Loy got a massive shark tattoo on his arm so that he can talk
to people about CMT when they ask about it. Rick Clemente makes and gives away gorgeous
wooden pens. When people ask about the pens, he says the price is a donation to the CMTA.
Sarah Kesty entered her lesson plan about CMT into a contest, and Jeff Seitzer is publishing his
memoir about CMT. Filmmaker Crystal Emery tells us how she prevails over her CMT despite its
impact on her arms, legs and respiratory system.

We’ll be bringing you more in-depth information on STAR’s progress in an upcoming special
issue, but for now I'd like to highlight a few examples of the tremendous research progress made
in 2020, including:

e $2.5 million invested in research

e 19 joint preclinical treatment studies this year with leading pharma/biotechs developing
treatments for CMT

e 32 total alliance partners from top biotech, pharma and gene therapy labs around the world

e 50 active research projects and studies and eight more projects approved in recent months

e More than 30 of the leading CMT scientists and gene therapy experts from around the globe
working with our STAR Advisory Board

e Research tools for biotech companies to use in testing potential therapies for types CMT1,
CMT2, CMT4 and CMTX

¢ Investments in the discovery of new genes that cause CMT

We look forward, as always, to a brighter future for everyone with CMT. And we wish each of
you a very Happy New Year.

With warm regards,

oy by

AMY GRAY, Chief Executive Officer
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COVID-19 Vaccine
and CI\/IT—Q & A

What are the side effects of
the COVID vaccine? Will they
affect my CMT?

The known side effects of cur-
rent and likely-to-be authorized
COVID-19 vaccines are similar to
those of the annual flu shot and
include muscle soreness at the
injection site, fever, tiredness,
body aches and headache. It’s
important to note that at this
time we do not know whether or
not the COVID-19 vaccine will
have a different or more serious
set of side effects for CMT
patients. You should talk to your
doctor about that possibility.

What impact will the vaccine
have on possible future gene
therapy treatments or
medications?

The Food and Drug Admini-
stration’s authorization of the
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Pfizer/BioNTech vaccine did not
mention any contraindications for
genetic therapies or other med-
ications particularly important to
the CMT community, but you
should consult your clinician
about whether the vaccine will
have an adverse impact on any
future course of treatment.
Should there be any contraindica-
tions in the future, we will update
our information accordingly.

What safety measures are in
place for the COVID vaccine?
The U.S. vaccine safety system
ensures that all vaccines are as
safe as possible. The Centers for
Disease Control has developed a
new tool, v-safe, as an additional
layer of safety monitoring to
increase our ability to rapidly
detect any safety issues with
COVID-19 vaccines. V-safe is a

new smartphone-based, after-
vaccination health checker for
people who receive COVID-19
vaccines.

How long will it take to work?
Will | get proof of vaccination?
You won'’t get the full protection
from the Pfizer-BioNTech vac-
cine until about a week after the
second dose, based on clinical
trial data. The researchers found
that the vaccine’s protection
started to emerge about 10 days
after the first dose, but it only
reached 52 percent efficacy,
according to a report in the New
England Journal of Medicine. A
week after the second dose, the
efficacy rose to 95 percent. You
should receive a vaccination card
or printout that tells you what
COVID-19 vaccine you received,
the date you received it and



where you received it. You
should receive a paper or elec-
tronic version of a fact sheet that
tells you more about the specific
COVID-19 vaccine you are being
offered. Each authorized COVID-
19 vaccine has its own fact sheet
that contains information to help
you understand the risks and
benefits of receiving that specific
vaccine.

What if | forget to get the
second dose on time?

Both the Pfizer-BioNTech and
Moderna vaccines have two
doses, with the booster shot
coming a few weeks after the
first. Pfizer-BioNTech’s second
dose comes three weeks after the
first, and Moderna’s comes four
weeks later. The second dose
provides a potent boost that
gives people strong, long-lasting
immunity. If for some reason
you fail to get the second shot
precisely three weeks after the
first, you don’t have to start all
over again with another two-
dose regimen.

What will happen if serious
side effects crop up after the
vaccine is rolled out?

Once a vaccine starts to reach
large numbers of people, it’s
possible (and not uncommon)
for a small number of severe
“adverse events” to occur. Many
existing vaccines, including the
flu shot, also can cause rare
complications, including Guil-
lain-Barré syndrome, seizures
and sudden unexplained death.
While this sounds frightening,
the risk is minuscule when con-
sidered over the millions of
people who are safely vaccinated
each year, and some of these
complications can be triggered

by the virus itself. Health offi-
cials will investigate each event
to see if it’s simply coincidence—
or if it could have been caused
by the vaccine. While everyone
should be prepared to hear
about these reports, they should
not be a cause for worry or
prompt you to delay getting the
vaccine. Your risk of severe com-
plications from COVID-19 is far
higher than your risk of compli-
cations from the vaccine.

I’'ve had COVID-19 already.
Do I need the vaccine?

It’s safe, and probably even bene-
ficial, for anyone who has had
COVID to get the vaccine at some
point, experts said. Although peo-
ple who have contracted the virus
do have immunity, it is too soon
to know how long it lasts. So for
now, it makes sense for them to
get the shot. The question is
when. Some members of the CDC
advisory committee have sug-
gested people who have had
COVID in the past 90 days should
be toward the back of the line.

Will the vaccine work on
older people?

All the evidence so far suggests
that the answer is yes. The clini-
cal trials for the two leading
vaccines have shown that they
work about the same in older
people as younger people. As the
vaccines get distributed, the vac-
cine makers and the CDC will
continue to monitor the effec-
tiveness of the vaccine in people
65 and older who, because of
age-related changes in their
immune systems, often don’t
respond as well to vaccination as
younger people do. But just as
certain flu vaccines have been
developed to evoke a stronger

FOR MORE INFORMATION about
the COVID-19 vaccine and CMT,
go to www.cmtausa.org/covid.

immune response in older peo-
ple, it’s possible that one of the
new vaccines could emerge as a
better option for this age group.
It’s just far too soon to know.

Will these vaccines put a dent
in the epidemic?

The coronavirus vaccines will be
much less effective at preventing
death and illness in 2021 if they
are introduced into a population
where the virus is raging—as is
now the case in the U.S. A vac-
cine that’s 95 percent effective,
as Moderna’s and Pfizer’s ver-
sions appear to be, is a powerful
fire hose. But the size of a fire is
still a bigger determinant of how
much destruction occurs.
According to the authors of a
paper in the journal Health
Affairs, at the current level of
infection in the U.S. (about
200,000 confirmed new infec-
tions per day), a vaccine that is
95 percent effective—distributed
at the expected pace—would still
not be enough to end the terrible
toll of the virus in the six months
after it was introduced. Almost
10 million or so Americans
would contract the virus, and
more than 160,000 would die.
Measures that reduce the virus’s
spread—like mask-wearing,
social distancing and rapid-
result testing—can still have
profound effects. Public health
officials hope that people will
continue to take these precau-
tions at least until the country
reaches a vaccination rate of 70
to 75 percent. *

DISCLAIMER: Nothing shared on these pages should be construed or is intended to be used for medical diagnosis or treatment. It should not
be used in place of the advice of your physician or other qualified health care provider. Should you have any emergency questions or concerns,
please contact your physician or health care provider immediately. Always consult with your physician or other health care provider to gain
clarification regarding any health care related questions. This content was sourced from the CDC, the CMTA Scientific Advisory Board, the
Muscular Dystrophy Association and the New York Times.
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Filmmaker
Crystal
Emery:

Energy In
Motion
and Spirit

BY MARCIA SEMMES

took the use of
her arms and
legs from

writer/producer/filmmaker
Crystal Emery, but it can’t touch
her indomitable spirit. “I refuse
to be defined by the body I
inhabit,” she says, adding, “As a
deeply passionate and creative
individual, I am so much more
than a Black woman living with
a life-altering physical disability.
I am energy in motion and
spirit first.”

Crystal’s latest documentary,
“The Deadliest Disease,” is about
the scourge of racism in health
care, with COVID-19 as Exhibit
A. She held a virtual screening
narrated by Soledad O’Brien in
May 2020 and the film will be
broadcast on American Public
Television in 2021.

Crystal grew up in New
Haven, Connecticut, with a pas-
sion for acting. She wrote and
directed her first play in the fifth
grade. In the sixth grade, she
began falling without tripping.
While she intuited that some-
thing was seriously wrong,
everyone else wrote it off as
clumsiness. After one particu-
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larly bad fall, her left hip slipped
out of place, requiring major
surgery and landing her in a
body cast for two months, an
experience she calls “nothing
short of traumatizing.”

She walked more slowly
after being liberated from the
cast but continued to take dance
classes and play softball. Her
orthopedist said she needed
more physical therapy, and her
physical therapist said she was
“lazy.” Faced with the doctors’
criticisms and lack of tangible
guidance, she eventually stopped
going to therapy altogether.
Crystal began to experience a
slight drop foot in tenth grade
and by the end of high school,
she couldn’t walk the 12 blocks
from high school to her job
downtown.

In 1981, after years of slow
decline, Crystal was diagnosed
with a form of CMT that affects
both her limbs and her respira-
tory system. Once again, it
didn’t stop her—after earning
a BA from the University of
Connecticut, she began her pro-
fessional career in theater and
film with an apprenticeship with

“Obstacles are those
frightful things
you see when you
take your eyes off
your goals.”

renowned theater director Lloyd
Richards (“The Piano Lesson”).
She polished her craft under
director Bill Duke (“A Rage in
Harlem”), then went on to earn
a master’s in media studies from
The New School for Public
Engagement.

Since then, Crystal has
produced socially conscious
storytelling that celebrates the
triumph of the human spirit on a
variety of platforms. In addition
to “The Deadliest Disease,” her
filmography includes “Black
Women in Medicine,” both of
which she wrote, directed and
produced. The latter has been
seen by 12 million people glob-
ally. Her writing has appeared in
numerous publications, includ-
ing Time magazine and The
Huffington Post. Her published
works include the first two vol-
umes of the Little Man children’s



book series; Against All Odds:
Black Women in Medicine; and
Master Builders of the Modern
World: Reimagining the Face
of STEM (science, technology,
engineering and math).

Crystal is also the founder
and CEO of URU The Right to
Be, Inc., a non-profit content
production company that
fosters communication and
understanding among diverse
people by discovering and
applying tangible multimedia
solutions at the intersection of
the arts, humanities, science
and technology. Crystal’s goal is
to move all stakeholders toward
a more equitable and humane
world. She also conceived,
designed and launched the
innovative Changing the Face of
STEM national educational ini-
tiative in 2015. The culmination
of this initiative was a 2017
congressional forum in Wash-
ington D.C., in conjunction with
the National Academy of Sci-
ence, attended by more than
500 STEM professionals, poli-
cymakers, educators, students
and members of the media.

Today, Crystal uses a
wheelchair and a ventilator,
relying on friends and health
aides to help her eat, bathe and
get in and out of bed. It takes
her 2.5 hours to get from bed to
wheelchair in the morning.
That’s a challenge, she says, but
the bigger challenges come in
the way CMT affects her ability
to hang out with friends, go to
her family’s homes and work as
an artist.

Nonetheless, she says,
“CMT doesn’t dominate me.

It’s just like any other obstacle.
You just have to figure out how
to get around it.” Quoting
Henry Ford, she added, “Obsta-
cles are those frightful things
you see when you take your
eyes off your goals.” «

CMTA Board Approves
Grants to Jackson Lab to
Study Two Inhibitors

he CMTA Board of
Directors approved two
research grants to Robert
Burgess, PhD, at the Jack-
son Laboratory in 2020.
The first grant of $45,000
will be used to explore HDAC6
(histone deacetylase 6)
inhibitors, a potential therapeu-
tic approach for multiple forms
of CMT. The many genes associ-
ated with CMT make it unlikely
that a single treatment will work
for all forms of the disease, but
preclinical studies with HDAC6
inhibitors, which have been
shown to reduce motor and sen-
sory deficits, have demonstrated
promising results in several
mouse models of CMT. Based on
these promising results, scien-
tists believe that HDAC6
inhibitors might be beneficial in
treating a wide array of neurode-
generative conditions including
demyelinating (Type

Dr. Robert Burgess, PhD

With the second grant of
$110,000, Dr. Burgess will study
whether inhibiting SARM1 is of
therapeutic benefit in multiple
forms of CMT. SARM1 (sterile
alpha and toll interleukin recep-
tor motif containing protein 1)
was identified in fruit flies as
being actively involved in axon
degeneration and similar effects

were shown in SARM1

1 and 4) and axonal Preclinical knockout mice.
(Type 2) CMTs. models of The hypothesis is
Dr. Burgess, a HDACEG... have that inhibition of
member of the demonstrated SARM1 may be bene-

CMTA’s Scientific
Advisory Board, will
use mouse models of
several forms of CMT
to determine which types may be
candidates for treatment with
HDACS6 inhibitors and whether
HDACG6 inhibitors may be of
therapeutic benefit across a vari-
ety of CMT types. The latter will
help inform whether patients
with genetically undiagnosed
cases of CMT are likely to bene-
fit from this therapeutic
strategy, or whether only select
forms of CMT may respond to
this treatment.

promising results
in several mouse
models of CMT.

ficial in some, but not
all, forms of CMT.
The results obtained
in these five CMT
models (14, 1X, 2E, 2D, 2S) will
be definitive and publishable and
are not part of a larger effort on
SARM1 in the Burgess lab. How-
ever, these results are important
for the field and relevant to drug
development efforts that are
already underway. Furthermore,
though this proposal is a pilot of
modest scale, the results will
inform future research on just
how generally applicable SARM1
inhibitors may be in CMT. *

WINTER 2021 THE CMTA REPORT



Two New Members Join Advisory Board

The CMTA welcomed two new members to its Advisory Board
in 2020, part of its mission to provide enhanced expertise in
a wide variety of fields to the community.

Christine Murray, MD

Teresa Carroll, MS, PhD
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CHRISTINE MURRAY, MD, is a board-certified reproductive
endocrinologist and infertility (REI) specialist. She specializes in in vitro
fertilization and polycystic ovary syndrome with a special interest in
preimplantation genetic testing of embryos, a technology that helps
families deal with genetically inherited disorders and offers an
approach to building families with an increased knowledge of, and
options to address, genetically inherited syndromes.

She has spent 20 years in Vermont as an academic physician
involved with the training of medical students, residents and fellows.
After medical school at the Mayo Graduate School of Medicine, she
underwent OB/GYN residency training at McGill University in Montreal,
Quebec, followed by a fellowship in reproductive endocrinology and
infertility. From 1999-2014, Dr. Murray worked at the University of
Vermont Medical Center and was an associate professor in the
Division of Reproductive Endocrinology. In addition to a busy clinical
practice, Dr. Murray became residency program director in 2004 and
held that position for eight years. In 2015, Dr. Murray opened
Northeastern Reproductive Medicine to bring affordable, comfortable
fertility care to patients wishing to build their families.

Dr. Murray became interested in the CMT community through her
close friendship with the Ouellette family, who started the Vermont
Cycle (and Walk) for CMT. She is interested in helping families
understand their reproductive options and hopes that her extensive
connections within the reproductive medicine community can provide
answers and assistance.

TERESA CARROLL, MS, PHD, is an organismal biologist with
more than 25 years of experience in higher education, primarily as an
associate professor of biology in Missouri. In 2016, she moved to
South Carolina, where she continued teaching at a small regional
university and is currently writing topic-specific manuals for use in
undergraduate biological labs.

Diagnosed with CMT1X in 1994, Teresa is an advocate and
long-time supporter of the CMTA and has spent many hours since her
diagnosis studying the scientific literature on CMT1X in an effort to
understand her condition. Given that her career included taking com-
plex biological information and making it comprehensible for
undergraduate biology majors, Teresa is excited to have the opportu-
nity to use those skills to build patient-friendly communications that
help her fellow CMT patients and their families better understand
the disease. »



Walks 4 CMT Raised Nearly $180,000

volunteers
hosted 26
virtual

walks in 2020, raising nearly
$180,000 despite the
disruptions and restrictions
caused by the pandemic.

Because the 2020 Walks 4
CMT were virtual, participants
were not limited by time or loca-
tion. Teams held smaller walks
with their families and walk
leaders held virtual events using
Zoom and social media. Many
kicked things off with a fun
activity like a Bingo or trivia
game night, then walked for an
entire month, some in smaller
groups, all with proper social
distancing.

The Syracuse, NY Branch
kicked off its walk with a face
mask fashion show on Zoom and
went on to beat both last year’s
record and their goal for this
year. According to Branch
Leader Mike Casey, “After a cou-
ple of weeks, I decided that if we
were going to make a Virtual
Walk successful, we had to keep
a positive outlook. So, I used my
email and was on Facebook on a
very regular basis asking for
donations. I got more exposure

2020 WALK 4 CMT
HIGHLIGHTS

26 Walk 4 CMT Events
459 Participants

11 Sites Raised Over $5k
5 Sites Raised Over $10k

DC Walk Raised a

Record-Breaking $42,000

Top Team “The Mighty Quinn” in
Washington, DC Raised $22,810

$180,000 Raised for CMT Research

for our walk in the local newspa-
per, and I was featured on a local
program on our ABC affiliate in
Syracuse.”

Mike went on, “We should
have a good time and gather,
even during these rough times
with the pandemic. I feel that a
positive outlook helps with
meetings and other activities.
We were very fortunate this year
to have the Bucks County, PA
and Albany, NY Branches join
us. I can't wait until next year
when we can have a walk in
person.”

The CMTA is one of the few
national non-profit organizations
with a walk campaign organized

and led solely by volunteers. Any
city or town can host a Walk 4
CMT—all it takes is one leader to
step forward. The CMTA makes
it simple to host a walk with a
WalkqCMT.org website, turnkey
templates for sponsorship and
marketing and support from our
dedicated staff. »

If you want to be part of
this amazing success,

look for a 2021 walk at
www.Walk4CMT.org.

Or if you’re ready to host

a Walk 4 CMT in your
community, contact

CMTA Events Manager Julie
Tarle at julie@cmtausa.org.

THE CMTA THANKS
all the leaders and
participants for their
flexibility and creativity
in raising research
funds during this
difficult time. The
leaders are:

CALIFORNIA

Los Angeles:

Alani Price and John Ramos
Palo Alto:

Ori Bash and Tau 0’Sullivan
San Diego: Kendall Trout
COLORADO

Denver: Carol Ris
DISTRICT OF COLUMBIA
Washington: Steve Weiss
FLORIDA

Miami: U of Miami CMT Clinic
Parkland: Lara Rustici
Tampa: Sarah Gentry
GEORGIA

Atlanta: Jeannie Zibrida
ILLINOIS

Chicago: Doreen Pomykala
MAINE

Peaks Island: Mary Louie
MARYLAND

Baltimore: Clark Semmes
MASSACHUSETTS
Boston: Jill Ricci

NEW YORK

Long Island: Jessica Aviles
Syracuse: Mike Casey
OHIO

Cincinnati: Jill Stuhimueller
Cleveland: Shelly McMahon
Columbus: Jessica Diamond
OKLAHOMA

Lonna Henry
PENNSYLVANIA
Pittsburgh: Debbie Czarnecki
Chester County: Ashley Trout

TENNESSEE
Nashville: Teresa Shoaf

TEXAS

Dallas/Ft. Worth:
Thomas Roderiguz
WASHINGTON
Seattle: Emily Osborne

ONTARIO, CANADA
Fergus: Kelly Hall
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Advances in Genetics:
New Tools for Prospective Families

BY CHRISTINE MURRAY, MD

dvances in genetic tech-

nology have allowed for

the development of

powerful tools to assist

people as they begin to
plan their families. Multiple
techniques are available to pro-
vide prospective parents with
valuable information to plan and
prepare. This overview, while not
comprehensive, offers a look into
what modern genetic analysis
can do.

A review of basic genetics
provides a good starting point.
Human beings have cells con-
taining 46 chromosomes: Two
will code for gender at birth (X
and Y). The remaining 22 auto-
some pairs consist of maternal
and paternal DNA. These paired
chromosomes contain hundreds
of thousands of DNA strands—
genes that code for all the traits
that make us who we are.
Defects in any of these genes can
lead to specific disorders. Such
single-gene mutations can be
inherited in an autosomal reces-
sive manner, which means that
an affected child received one
defective gene from each parent.

The parents, each having
only one affected gene, are con-
sidered silent carriers and are
not affected by the disorder.
Their offspring has a 25 percent
chance of having the disorder
and a 50 percent chance of being
a silent carrier.

Examples of autosomal
recessive disorders are cystic
fibrosis, sickle cell anemia and
spinal muscular atrophy. Some
disorders are autosomal domi-
nant—inheriting only one
abnormal gene will lead to the
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disorder. Huntington’s disease
and Marfan syndrome are exam-
ples of autosomal dominant
inheritance. X and Y chromo-
somes can also carry genetic
mutations: Hemophilia and frag-
ile X syndrome have an X-linked
inheritance pattern.

The Human Genome Project,
a multinational scientific collab-
oration completed in 2003, is
widely considered one of the
most ambitious scientific under-
takings of all time. The finished
project sequenced 3 billion DNA
letters covering 99 percent of the
human gene-containing regions.

It is hard to overstate the
tremendous impact of this under-
taking. The results have been
used to identify a genetic source
for a multitude of medical issues,
including cancers, as arising from
specific mutations. Understand-
ing the genetic basis of disease
opens the door for specific diag-
nostic tools and treatments.

GENETIC CARRIER
SCREENING

Carrier screening refers to a
blood test that can identify silent
gene mutations. Prospective par-
ents are now routinely offered
this screening to identify some of
the most common mutations like
the genes for cystic fibrosis (CF),
spinal muscular atrophy and
fragile X syndrome. This basic
carrier panel is offered to one
potential parent. If a silent
mutation is identified, the other
parent is tested. There are
expanded panels recommended
for parents based on their ethnic
backgrounds. Tay Sachs, sickle
cell anemia and the thalassemias

are more common among certain
populations. Comprehensive car-
rier screening panels now test
for nearly 300 single-gene
defects. The American College of
Obstetrics and Gynecology rec-
ommends that women have
genetic carrier screening as part
of their routine prenatal evalua-
tion. Reproductive options for
at-risk couples include IVF with
preimplantation genetic testing
(PGT), conception with donor
eggs or sperm or adoption.

NON-INVASIVE PRENATAL
TESTING/SCREENING

NiPT is a genetic test that is per-
formed once pregnancy has been
established. It requires a simple
blood draw and can be done as
early as nine to 10 weeks of preg-
nancy. The test analyzes tiny
fragments of cell-free DNA from
the developing placenta to assess
the genetic health of the devel-
oping baby.

Unlike carrier screening,
which provides information
about specific genes, NiPT is
used to detect chromosomal dis-
orders that are caused by the
presence of an extra or missing
copy (aneuploidy) of a chromo-
some. NiPT primarily looks for
trisomy 21 (Down syndrome),
caused by an extra chromosome
at position 21, trisomy 13 and 18
and extra or missing copies of
the X and Y chromosome. NiPT
can also identify gender. NiPT is
a screening test, which means
that it cannot give a definitive
answer about whether the preg-
nancy is affected. The test can
only estimate whether the risk of
having certain conditions is



increased. An abnormal result is
usually followed by more defini-
tive testing (amniocentesis or
chorionic villous sampling).

PREIMPLANTATION
GENETIC TESTING

Since 1974, IVF has been used
to help millions of couples who
were unable to conceive for a
variety of reasons: blocked
Fallopian tubes, issues with
ovulation or sperm production
and endometriosis, to name a
few. It is estimated that over

8 million babies have been con-
ceived via IVF since Louise
Brown—the first IVF success—
was born in 1974.

The advent of preimplanta-
tion genetic testing (PGT) has
added another group of prospec-
tive parents: those who have
family or personal histories of
genetically inherited conditions
or who are at a higher risk of
chromosomal anomalies due to
advanced maternal age or recur-
rent unexplained pregnancy
losses.

PGT refers to the process of
creating embryos via IVF and

then performing a biopsy of the
embryo to remove a small num-
ber of cells that can then be
tested. Typically, an embryo is
grown (incubated) in a labora-
tory for five days after
fertilization. A 5-day-old embryo
(blastocyst) has an inner cell
mass—which is destined to
become the baby—and an outer
cell mass (trophectoderm) that
will ultimately develop into the
placenta and amnion. Using an
incredibly small and precise
laser, a small opening is made in
the wall of the embryo and cells
are removed from the trophecto-
derm. The embryo is then frozen
while the cells are tested.

PGT-A tests the cells for an
abnormal number or pairing of
chromosomes (aneuploidy).
Selecting embryos with a normal
number and arrangement of
chromosomes (euploid) to trans-
fer back to the patient
significantly increases the
chances of a healthy pregnancy.

PGT-M refers to testing the
embryos for single-gene muta-
tions like the one that causes CF.
A probe is created that can

detect the presence of the spe-
cific mutation gene: Two copies
indicate an affected embryo; one
copy would identify embryos
destined to become genetic carri-
ers of CF and those without
probe activity would be consid-
ered unaffected.

To illustrate, a prospective
mother is tested for cystic fibro-
sis and found to be a silent
carrier of a CF mutation. Her
partner is then tested and is also
a carrier of a CF mutation. There
is a 25 percent chance of having
a baby with cystic fibrosis, which
affects multiple organs—particu-
larly the lungs. Incredible
advances in treatments have
been made and, armed with this
knowledge, the couple may elect
to proceed with conceiving on
their own. They could also
decide to conceive using an egg
or sperm from a donor who does
not carry the CF mutation. They
might choose to adopt. They can
also elect to have IVF and test
their embryos for cystic fibrosis.

PGT-M is now widely
utilized to identify embryos

(continued on page 13)
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Youth Council Member Emmily Stufflet (front row, center) held a fundraiser
and awareness event for CMT at her high school in Florida in 2020.

Youth Council Gearing Up
for Big Fundraising Year

embers of the CMTA’s

Youth Council raised

more than $7,000 for

the CMTA in 2020

and look forward to
keeping the momentum going
in 2021.

“This is the year we get the
whole community of youth
involved because together there
is no stopping us,” the Youth
Council’s Fundraising Commit-
tee—Elijah Tolz, Paola Martinez
and Evan Zeltsar—said in a
statement.

The three are spread out on
opposite coasts but share a pas-
sion for fundraising to cure CMT
and are “determined and ready
to encourage other youth in the
community to make a difference.’

Plans for 2021 include a vir-
tual bingo game, publication of
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“Walk a Mile in Our Braces,” a
book charting the experiences of
75 youth with CMT and the first-
ever Global Online Dance-a-thon
4 CMT.

The council has also devel-
oped a “Fundraising E-Kit,” a
presentation filled with informa-
tion on the different ways to
fundraise and get involved. The
E-kits are downloadable and tai-
lored specifically for situations
like school fundraisers, Walks 4
CMT and birthday celebrations.
They are available on the CMTA
website.

Two young fundraisers
shared their motivation for help-
ing the CMTA. According to

Maya Grochowska, “Attending
Camp Footprint and meeting so
many other kids with CMT
inspired me to be more open
about my CMT. And it made me
want to raise money for the
CMTA. Meeting other kids with
CMT drove home that I'm not
alone and all of us with CMT
deserve hope for a cure.”
Hannah Roberts said she
is “inspired to raise money for
the CMTA because of its com-
mitment to research and passion
for community. I'm inspired
because of my tribe and the
impact for future generations
living with Charcot-Marie-
Tooth disease.” *

FOR MORE INFORMATION on getting involved with the
CMTA’s Youth Program, go to www.cmtausa.org/youthprogram.



GENETIC TESTING

(continued from page 11)

affected by a great number of
genetically inherited disorders
that demonstrate a specific
pattern of inheritance. Some
disorders, however, are consid-
ered multifactorial. There may
be a genetic component, but
other factors are required to
develop a specific disease. For
example, some women may have
a BRCA mutation. While this
confers a significantly increased
risk of breast and ovarian can-
cer, not everyone who carries
the mutation will develop the
disease. Some genetic disorders
carry a highly variable inheri-
tance pattern.

CMT is in this category.
CMT is caused by mutations in
genes that support or produce
proteins involved in the struc-
ture and function of either the

peripheral nerve axon or the
myelin sheath. More than 100
genes have been identified in
CMT, with each gene linked to
one or more types of the disease.
In addition, multiple genes can
be linked to one type of CMT.
Moreover, the inheritance pat-
tern can be autosomal dominant,
X-linked or autosomal recessive.
It can also appear as a de novo
mutation.

While these variations pre-
sent a challenge to probe
development for PGT-M, it is
still an option for many. Perhaps
as many as 50-60 percent of
cases involve the duplication of
the PMP22 gene on chromosome
17. Traditional PGT-M can be
considered in such cases. Some
cases can involve the deletion of
this gene or some other variant;
these cases typically require
phasing-clinical testing of the
patient’s parents. Presently, de

novo mutations would not be
identified by traditional PGT-M
techniques.

Advances in genetic and
reproductive technologies can
expand reproductive options for
many who, until recently, had
very few. They can provide
knowledge to aid in planning
and preparedness for pregnan-
cies affected by heritable medical
disorders or chromosomal
abnormalities and ultimately
expand our approach to the diag-
nosis and treatment of complex
diseases.

For more information, a
helpful start can be found at
ReproductiveFacts.org. *

Christine Murray, the newest member
of the CMTA Advisory Board, is a
board-certified reproductive endocri-
nologist and infertility (REI) specialist.
She specializes in in vitro fertilization
and polycystic ovary syndrome with a
special interest in preimplantation
genetic testing of embryos.

WHETHER IN-PERSON OR VIRTUAL,

LET’S HAVE SOME FUN IN 2021!
2021 CAMP FOOTPRINT REGISTRATION

ﬁf}ﬁ ‘1’

2021 Camp Footprint: August 9-14

While we are not yet sure what camp will look like in 2021, we do know
we will have a great time together, whether that’s virtual or in-person!

We’'re asking all interested families to register for camp as usual
and get all of your online forms completed. Monthly updates
will be provided to all registered families.

WINTER 2021 THE CMTA REPORT
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INNERVATORS

B

ACCORDING TO THE DICTIONARY,

an innervator is a nerve stimulator. According to the
CMTA, an INNERVATOR is an action-oriented donor
who gives monthly to the organization, sustaining
STAR (Strategy to Accelerate Research), our premier
research initiative, as well as important community
initiatives like Camp Footprint, Patient/Family
Conferences and educational programs. All of these
programs require steady, reliable support from
committed donors. Please join the Innervators today!
www.cmtausa.org/cmta-innervators

Tracy Adamson

Scott Allen

Brendan Bennett

Lorna Brand

Dr. and Mrs. William Buchanan
Cynthia Carroll

William Chandler

Peter Cherpes

David Coldiron

Peter Cole

James Copeland

John Cordonnier

Diane Covington

Grace Dipisa

Ms. Marilynn Dodge
Mitchell Fedde

Mr. and Mrs. Rick Fansler
Mrs. Arya Fritz

Tim Garmager

Mr. and Mrs. Stephen Giles
Amy Gray

Mr. and Mrs. Jay Grife
Diane Gross

Randy Gunn

Mr. and Mrs. William Helmke
Diann Jackson

Mark Johnsen

Doug Kampe

Heather Kercher

Drs. Craig and Andrea Kesack
Ella Lafara

Jennifer Larkin

Rosemarie Littleton

“l am an Innervator because | know the
budgetary challenges nonprofits face in
terms of planning. So often the bulk of
giving occurs late in the fourth quarter.
If enough people provide monthly giving

over the course of the year, it will provide
the CMTA with the stable funding it
needs to fulfill its mission of ridding the
world of this affliction.”

Mr. and Mrs. Ryan Meloni
Ronnie Mendoza

Mr. and Mrs. Jacob Mersing
William Millar

Mrs. Susan Moore

Ms. Alba Moratinos

Ms. Cara Natale

David Nelson

Gary Oelze

Mr. and Mrs. Pamela Palmer
Jeannie Palmero
Jonathan Preston

Susan Rems

Raymond Roth

Mrs. Margery Sayward
Mr. and Mrs. Mario Scacco
Donald Schlosser

Bruce Spackman

Joyce Steinkamp

Mr. and Mrs. Jim Stetor
Mrs. Barbara Stuck

Brett Taylor

Mrs. Patricia Tedford
David Thomas

Mr. and Mrs. Ophir Trigalo
Payton Turner

Lynn Upton

Angela Vandersteen
Bruce Vieira

Steve Williard

Robert Wills

Daniel Woltjer
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WHY | GIVE:

For anyone thinking of donating to the
CMTA or its STAR research program,
Howard Landis has four simple words
of advice: “Now is the time.”

Howard has a late-onset
form of CMT 2 for which the cul-
prit gene has not yet been
identified, but the fact that the
exact cause hasn’t yet been
pinned down doesn’t stop him
from getting involved and giving.
As he noted, “The research com-
munity is doing its part and is
making tremendous advances.
Now is the time to join the
CMTA in supporting them with
your contributions, and now is
the time to have your genome
sequenced if you have an
unidentified form of CMT. Your
funds and your genomes will
undoubtedly make a difference.”

Howard is particularly inter-
ested in the work that Dr.
Stephan Ziichner is doing on
unidentified Type 2s at the Gen-
esis Project at the University of
Miami. Genesis, a cloud-based
database designed for storing
and analyzing genomic data,
recently identified a new form of
CMT affecting an estimated
3,000 people in the United
States. Howard is on the board
of Genesis, which is available to
the worldwide research commu-
nity, making the challenge of
identifying culprit genes easier.
With more genomes and exomes
from CMT patients available to
researchers, the research com-
munity could identify many
more forms of CMT.

Individuals with an uniden-
tified form of CMT who have

their genome sequenced may
have hundreds of disease-caus-
ing mutations, Howard
explained. Most of these variants
are harmless—everyone has
thousands of mutations—and
determining which one is not is
the challenge. The challenge is
much easier if there is a second
and a third patient, who might
be halfway across the world, with
the same mutation. “It is a gross
oversimplification to say that
identifying culprits is a numbers
game, but there is a sense in
which this is true,” Howard
explained. He noted that the
Genesis Project faces a number
of barriers—i.e., many people
with unidentified forms of CMT
do not know that they have the
disease and many who have been
diagnosed have not had their
genome or exome sequenced. In
addition, some researchers and
companies don’t wish to share
their data.

Breaking down these barri-
ers is more important than ever
given the progress being made
with gene therapy and other
treatments, Howard said, noting
that the Genesis researchers who
recently located a new gene also
identified an existing medication
that will treat and possibly cure
the disease. “That sort of thing
just wasn’t possible even five
years ago,” he added.

Howard’s own CMT journey
was different than most. He had



HOWARD LANDIS

no significant symptoms when
he was diagnosed 12 years ago at
the age of 54. He grew up on a
small farm in Pennsylvania and
wasn’t aware of any CMT symp-
toms in his earlier years
although he has a high instep
and was prone to ankle sprains.
He went on to work in Manhat-
tan as an accountant and
consultant for a couple of years
and then spent most

his genome has been sequenced
and if Howard’s culprit gene is
identified researchers will be
able to determine if he had the
disease too. Howard has one sib-
ling and one child and so far
neither shows signs of CMT.
Howard initially viewed the
CMTA as a resource for learning
more about the disease, then
later began attending
Patient/Family Con-

of his career with a Now is the ferences and online

small private equity time to join webinars. He says

firm in Connecticut. the CMTA in that his experiences

He was rfeferred to a supporting the hav'e .been uniformly

neurologist by an positive and that he
research

orthopedist treating
him for a shoulder
injury. The orthope-
dist noticed some wasting in the
area between his thumb and
index finger and thought it
might be CMT. A nerve conduc-
tion test confirmed his hunch.
Howard thinks his father,
who passed away several years
ago, probably had CMT. He was
never seen by a neurologist, but

community...

“continues to be
amazed at the caliber
and dedication of the
people that are working to sup-
port CMT patients and the
research community that is
working hard to find treatments
and cures for CMT.”

Howard says the CMTA fits
into his philosophy of giving, which
is whether it makes a difference.
Ideally, that means giving to an

Howard Landis

organization that is well run, he
added, noting that the CMTA has a
4-star rating from Charity Naviga-
tor—and a clearly defined mission
that has a reasonable chance of
succeeding.

Currently retired and living
in South Florida, Howard closely
follows CMT research and lives
out his own philosophy of giv-
ing—making a difference in the
lives of everyone with CMT.

BECOME AN INNERVATOR!

Support the CMTA's Life-changing Initiatives with a Monthly Gift
Complete and return to: CMTA °® PO Box 105 ° Glenolden, PA 19036

O $15 monthly O $25 monthly O $50 monthly O $100 monthly O $500 monthly O Other: $

Charge my O Visa O MasterCard O American Express Donate online at www.cmtausa.org/donate

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

Please send me CMTA updates via email at:

To give a gift of stock or learn about leaving a legacy gift to the CMTA, please call or email Jeana Sweeney, 800-606-2682 x106 / jeana@cmtausa.org.
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Three New CMTA Centers of Excellence

The CMTA designated three
new Centers of Excellence

in 2020, bringing the
international total to 40.
Adding to the CMTA’s wide
network of clinical support
ensures that as many people
as possible have access to
expert advice and care. Like
all of the centers, they are led
by professionals with deep ’&
experience in treating CMT.

o Massachusett:

Pennsylvania
Maryland
‘Washington, DC

North Carolina

DR. FLORIAN THOMAS, at the Hackensack University
Medical Center in New Jersey, has cared for people with CMT and engaged in
CMT research for over 30 years. He has long been active with CMT advocacy
groups, and in 1998 co-founded the CMTA peer support group in St. Louis,
Missouri. He is fellowship-trained in neuromuscular research and board-certified
in neurology and neural repair and rehabilitation. He is the chair of the Neuro-
science Institute and the Department of Neurology at Hackensack Meridian
School of Medicine. He has published on several CMT subtypes, identified, with -
an international team of collaborators, a novel CMT disease gene and spearheaded two of the first
clinical drug trials for CMT in the United States. Additional treatment studies are being initiated.

For appointments, call 551-996-1324 or email Annerys.Santos@HMHN.org.

DR. MICHELE YANG is a pediatric neurologist at Children’s
Hospital Colorado with certification in neuromuscular disorders and
electrophysiology. She trained at the Children’s Hospital of Pittsburgh in
pediatrics and child neurology, at Beth Israel Deaconess Medical Center in
electromyography and at Children’s Hospital of Philadelphia in pediatric
neuromuscular medicine.

For appointments, call 720-777-3907 or email Allison.ballard@childrenscolorado.org.

DR. ALEXANDER FAY, at the University of California San
Francisco (UCSF), is a pediatric neurologist with a focus on neuromuscular
disorders. He obtained his PhD in biophysics and his MD from UCSF and
completed his child neurology residency and neuromuscular fellowship at
Washington University in St. Louis. Since joining the faculty at UCSF, he has
devoted his time to identifying a novel form of CMT in a large family from South
America, developing CRISPR-based therapeutics for CMT2, serving as an
investigator on several clinical trials for childhood neuromuscular diseases and expanding his
neuromuscular practice to include UCSF Benioff Children’s Hospitals in both San Francisco and
Oakland. He is a native of the Bay Area and is proud to be serving this community.

For appointments, call 415-353-7596 or email Audrey.glancy@ucsf.edu.

WINTER 2021



Named In 2020

CMTA CENTER OF EXCELLENCE CLINICAL DIRECTOR
Cedars-Sinai Medical Center (LOS ANGEIES).........oveurururueeeirieieieieeeeeseseseses st Drs. Matthew Burford and Richard Lewis
Children's Hospital Colorado (Aurora)* Dr. Michele Yang
Children’s Hospital of Philadelphia (Philadelphia) ...........ccccoeiriieiiiccesce e Dr. Sabrina Yum

Children’s Hospital of Pittsburgh (PittSDUIGR) .......c.oveeeee e Dr. Hodas Abdel-Hamid
Children’s National Hospital (Washington, DC)*............... ...Dr. Diana Bharucha-Goebel
Connecticut Children’s Medical Center (FArmMiNGION)...........coceuercecceere e Dr. Gyula Acsadi

Hackensack University Medical Center (Hackensack, NJ)*.........cccoovvvveennciennsccniscenees ....Dr. Florian Thomas
Hospital for Special Care* (New Britain, CT) ......cccoveievveierscie e Dr. Kevin J. Felice
Johns Hopkins University (Baltimore)...................... e ———— Dr. Thomas Lloyd
Kane Hall Barry Neurology (Dallas/FOrt WOrth)* ..ot bbb Dr. Sharique Ansari

Lucile Packard Children’s Hospital at Stanford (Palo Alto) ....... ...Drs. John Day and Ana Tesi Rocha

Massachusetts General Hospital (BOSTON) .......c.cociiiiiiiiiiiiiicce ettt Dr. Reza Seyedsadjadi
Nationwide Children's Hospital (COIUMDUS)™ ........c.coiiiiiiiiiiiiiies st Dr. Zarife Sahenk
Nemours Children’s Hospital (Orlando) ................ e Dr. Richard Finkel
Northwestern Memorial Hospital (CRICAgO0)™ ...........coeuereieceiecceee st Dr. Daniela Maria Menichella
Ohio State UnIVErsity (COIUMDUS).........cciiriiiiiiiiiie ittt bbb bbb Dr. Samantha LoRusso
Oregon Health & Science University (POMIANG)* ... Dr. Chafic Karam

RUSH UNIVEISILY (CHICAG0)™ .....evevieiieriiiietiiesie ettt b et b e bbb b e b b s b b et ebe et e b e bebeneas Dr. Ryan D. Jacobson

Stanford Neuroscience Health Center (Palo Alto) .... e ———— Dr. John Day
University of California (San Francisco)* ................. e —————— Dr. Alex Fay
University of Colorado (Aurora)* ....... e Dr. Vera Fridman
University 0f FIOrAa (GAINESVIIIE)™ ..........c.cueuerieiiiiieieii ettt b e Dr. James Wymer
University of lllinois at Chicago (CRICAQO0)™ ........ccvvvrueiririeeieeer e ee Dr. Charles K. Abrams

University of lowa (lowa City) .......c.ccccoevrennen. e Dr. Michael Shy
University of Miami (IMIAMI) ......oviiiiceecceese e et b et se st b e s b ese st ebe s ebese s ebese s esesenenenn Dr. Mario Saporta
University of Michigan (ANN ATDOI)™ .........cu ottt Dr. Dustin Nowacek
University of MiNNESota (MAPIE GIOVE) ........cccvcuieiiieuiiiietciesieece ettt et n b s b sa b e e s s e s s ebenenesan Dr. David Walk

University Of MiSSOUI (COIUMDIA). ......c.cuiiiieerereeeseseestete ettt s et ee e e s s e ennas Dr. Raghav Govindarajan
University of North Carolina (Chapel Hill) ...ttt Dr. Rebecca Traub
University of Pennsylvania (Philadelphia) ..ot Dr. Steven Scherer
University of Pittsburgh Medical Center (PIESDUIGN)™..........ooveeieecee e Dr. Sasha Zivkovic
University of Rochester (Rochester, NY) ........ccccovvevvrvrienene. Dr. David Herrmann
University of Texas Southwestern (Dallas)* ...........cccoveeivrieeiiiseisceese e Drs. Susan lannaccone and Diana Castro
University of Utah (SaIt LAKE CiLY) .....ccoveueeeiieeceiece ettt nen Dr. Russell Butterfield
University of Washington (SEALHE) ............cceiiiirieiicee et s e sa s e nnenens Dr. Michael Weiss
Washington University SOM St. LOUIS (ST, LOUIS) ......cueieieeisieeriseesi ettt Dr.Stefanie Geisler
Wayne State UnIVErSity (DEIIOIL)........c.ccoviviiieieeeceetet ettt ettt bbbt e s e e e e s s an s e Dr. Jun Li
*These Centers of Excellence are not part of the INC.

INTERNATIONAL

The Children’s Hospital (WeStmead, AUSTIAlIA)............ccrrererirererirerere ettt Dr. Manoj Menezes
The National Hospital for Neurology & Neurosurgery (London, ENgland) ...........ccoveiereiienecisccseseesese e Dr. Mary Reilly

C. Besta Neurological Institute (Milan, [aIY) ...........ooeereeeeeeeee et Dr. Davide Pareyson
University of Antwerp (Edegem, BEIGIUM) ........cvciiiiecieceis ettt snene e e e Dr. Jonathan Baets

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

CMTA CENTERS OF EXCELLENCE

%
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Jeffrey Seitzer and

son Ethan

Editor’s Note: This piece is excerpted from Jeff’s memoir, The Fun Master, which portrays his
struggles with CMT and his journey as caregiver to a son in fragile health. The book will be
published by SparkPress in 2021. Jeff wrote about his training routine in the Spring 2020

issue of The CMTA Report.

The Feet of Dorian Gray (An Excerpt)

BY JEFFREY SEITZER

approached the waiting room

of the CMT clinic at Wayne

State University full of

anticipation. In 30 plus years
struggling with CMT, I had only
met one person outside my
family who had it. I imagined
being greeted there by a throng
of fellow CMT sufferers eager to
share stories and exchange shoe
tips. Alas, the waiting room was
empty.

After a few minutes, I
was led into an examination
room, where I was joined by
Dr. Michael Shy, who told me,
“You have the strangest case of
CMTX we have ever seen. In
terms of your neural response,
muscle mass, muscle tone, you
appear to have a very mild case
of Type 2. In a male, this is
rather surprising. By age 60, men
with CMTX typically require a
cane or even AFOs to walk.”

I explained about breaking

out of the plastic leg braces in

- -...i:"'%l s

2:1:1
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my twenties because my calf
muscles had gotten so big from
vigorous exercise.

“I can imagine,” he said.
“Your calves look great.”

I raised my eyebrows, sur-
prised anyone would say that
about my calves. I asked him if
he agreed with the neurologist
who told me that in some cases
people plateau at a level with
limited decline, then experience
a precipitous decline much later.
“Am I merely waiting for the
other foot to drop, so to speak?”
I asked, secretly
pleased with my play
on words.

“I don’t think so,”
he answered. “CMT is
slowly progressive, so
your condition will
worsen. But you've
established a certain
trajectory. Your degeneration
should continue along the line
already established.”

“Your case is interesting in
another respect,” he continued.
“To understand how unusual it
is, let me go over some of the
most important aspects of your
type of CMT.”

I was looking at him while
he spoke, but my mind was else-
where. It was like a waking
dream moving back in time.
First, I was speaking with the
neurologist at the University of
Chicago, who said I might not
even have CMT; then I was
speaking with the mysterious
stranger who told me about
reconstructive foot surgery;
followed by the 20-something

In 30 plus years
struggling with
CMT, | had only
met one person
outside my family
who had it.

shoe salesman who suggested I
get plastic rather than metal
braces. All of them gave a new
direction to my life. Sensing that
this moment was important as
well, I worked hard to concen-
trate on what he was saying.

“Your case is better than
most CMTX cases,” I heard him
say. “There is less atrophy. Why
is unclear.”

“That’s a lot to take in,” I
said, glancing at my notes, which
looked like an experimental
poem. Content to let my wife
Janet, family science
officer, sort out the
technical details, I
focused on my new
principal worry, the
difference between
my right and left
sides. “If my left leg,
the good leg, not the
right, is the lead indicator of the
degeneration produced by CMT,
then I feel I'm in good shape. Is
that your sense as well?”

“Perhaps,” he said. “We will
have to study your case more.

It may not be possible to deter-
mine that conclusively. The fact
that you've had encephalitis and
CMTX, though, is highly inter-
esting. Your form of CMT
involves a protein, Connexin 32.
It is a little different from other
proteins affected by CMT in that
it is located in both the central
and peripheral nervous systems.
It is in a little different location
in each. But there is a possible
connection with encephalitis. In
a very small number of cases,
some activity like high altitude



INPUT ON CMT AWARENESS
IN SCHOOLS SOUGHT
Advisory Board member and educator Sarah

C IVl T Kesty is seeking input from the community on
how to encourage CMT awareness in schools.

Sarah entered a contest sponsored by Sarepta Thera-
peutics that asked educators to create lessons that build
understanding of, and empathy for, rare diseases and those
affected by them. The winning lessons will be posted on
sharemylesson.com.

“Rare Lessons” is a program intended to promote the
development and implementation of rare disease lessons in
the K-12 classroom. According to the company, “We believe

Sarah talks with Emaya G. about
the characters in Sarah’s book,

that rare disease education is an important component of
disease awareness and diversity and inclusion within the
classroom setting and that the study of rare diseases sets

the foundation for enhanced education throughout stu-

dents’ academic lives.”

Everyone Has Something.

Sarah is seeking answers to the following questions
from the community:

» What would you like other students to understand about

Kesty said she was honored to participate in Rare CMT?
Lessons, which fosters the empathy- and understanding- « What do school leaders need to know to improve your
building she would like to see in all classrooms. Noting that child’s experience at school?
her CMT was a particular challenge when she was younger, » What challenges do you face in sharing about CMT with

she said, “Lessons like these would have truly helped my
classmates, teachers and me better understand the impact

and nature of rare diseases.”

climbing or deep-sea diving

can produce a metabolic shock,
which, in turn, might cause

a temporary central nervous
system problem, in your case
perhaps encephalitis, with some
of the symptoms you’ve had.”

I was stunned. “Whoa,” I
said. “What are the chances of
that?”

“Not high. There might be
10 or 12 known cases of this hap-
pening.”

I just shook my head in dis-
belief. After a pause, he asked,
“Well, do you have any other
questions?”

After a deep breath, I said,
“A neurologist told me that alco-
hol damages the sheathing
around nerve fibers, so I should
give it up immediately. I drink a

others?
Drop Sarah an email at info@cmtausa.org and she’ll

address your concerns in an upcoming article. *

couple glasses of red wine every
day,” I added, knowing it was
often more, rarely less. “One is
for my heart health, and the
other because I like it so much.”
The proportion was actually
weighted decidedly toward the
latter, but I figured he didn’t
need to know that. “Is it some-
thing I should cut out
altogether?” I asked, bracing
myself to receive the bad news.

“Whatever you are doing,
keep it up. It’s really working.
In fact, you might want to share
some of your experiences with
the support group, particularly
your approach to conditioning.
They may benefit from it.”

“T’ll do that,” I said, adding,
“It might be a multivolume
work.”

I was positively giddy while
I waited for the elevator. You'd
think I’d just been told that with
a simple change of diet or some
easy to take medication, all my
troubles would be over. I still
had to contend with the residual
effects of encephalitis and the
slow, progressive decline of
CMT. But I would not end up
like my mother or my grandfa-
ther, who were both severely
hobbled at a much younger age
than I was then. I could manage
my condition well without fear of
complete incapacity. For the first
time since my diagnosis at age
12, I felt truly lucky. «

Jeff teaches at Roosevelt University
and has published recently in Adoptive
Families Magazine, The Omaha World-
Herald, Brevity Nonfiction Blog,
Hippocampus, and elsewhere.
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Dr. Pfeffer is an
orthopedic foot and
ankle surgeon and
co-director of the
CMTA'’s Center of
Excellence at Cedars-

Sinai Medical Center,

Los Angeles. He is
also a member of the
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The Surgical Correction of the CMT Foot:

IS SURGERY RIGHT FOR YOU?

PART 4 OF 4:

't Starts (and Ends) with the Toes

BY GLENN B. PFEFFER, MD

his is the last in our

series on CMT foot

surgery. I've saved the

toes for last, but per-

haps they should have
been first, as they are the first
affected by CMT neuropathy.
Someone once wrote, “Toes are
at the end of your feet, but the
start of your journey,” and that
is certainly true when it comes
to CMT.

CMT is a length-dependent
neuropathy, which means that
the muscles farthest away from
the spine are affected first. The
small muscles in the foot are
therefore the first to weaken.
These small intrinsic muscles
stabilize the toes, keep them
straight and help them move in a
coordinated fashion. As these
small muscles atrophy, the toes
start to curl into what is com-
monly referred to as a “clawed”
position (shown below).

At first, the toes remain flex-
ible, but over time they become
fixed in their clawed position. It
is often the baby toe (fifth toe)
that starts to deform first. Par-
ents who are concerned about
their children’s feet might watch
out for this clawing of the fifth

Clawed toes
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toe as an early sign of CMT foot
involvement, although there is
no telling whether it will worsen.

It is important to recognize
early on what is going on with
the toes, as stretching exercises
may help prevent a fixed con-
tracture of the toe joints so that
surgery can be avoided.

The stretching program is
quite simple: Stretch each of
the toe joints out into a straight
position. If the middle joint
(proximal interphalangeal joint)
is flexing down, stretch it
straight. If the metatarsal-pha-
langeal (MTP) joint at the base
of the toe is extending up,
stretch it down. Do the same
thing with all of the other joints.
Hold the joint straight for 10
seconds once or twice a day. A
physical therapist can help you
make sure you are stretching the
right way. It shouldn’t take more
than one or two visits to help set
you up with a home program.
My dentist used to tell me to

“brush, brush, brush.” I tell my
CMT patients with toe problems
to “stretch, stretch, stretch.”
Just like brushing, keep up the
stretching for the rest of your
life. Even if you already have
some fixed contractures of

the joints (where they won’t
straighten completely), a stretch-
ing program may help prevent
further progression.

Sometimes even the best
stretching program doesn’t stop
the toes from getting worse. It’s
important to understand what is
going on in this situation. The
foot intrinsic muscles, as we dis-
cussed, are usually affected first
with CMT, but the tibialis ante-
rior (TA) is often not far behind.
The TA is the large muscle in the
anterior leg that lifts the ankle.
The toe extensor muscles also
contribute to lifting the ankle
(dorsiflexion).

You can see that when a
normal ankle goes up, the toes
go up as well. Once the TA starts




to weaken, the toe extensor
muscles have to work harder
and harder to help lift the ankle.
And with the toe extensors
working harder than normal, the
toes begin to deform into a
clawed position. It happens so
slowly that few patients realize
what is going on. Every day in
the office I see a CMT patient
who can move their ankle up
but only because of the strong
toe extensors. Good for the
ankle, but ultimately very bad
for the toes, which get deformed
by the tendon over-pulling with
each step.

As the toes deform into a
clawed position a lot of bad
things can happen to the foot.
The cushioning fat pad under-
neath the toes starts to be pulled
out of position. The bones
(metatarsal heads) become more
prominent on the bottom of the
foot, with nothing but skin
between them and the floor.
Walking barefoot on a hard sur-
face becomes intolerable.
Because the toes are no longer in
touch with the ground, balance
is affected and push-off strength
is diminished, which further
compromises gait. Custom cush-
ioned shoe inserts (orthotics)
can help, along with a shoe that
has a roomy toe-box (extra-depth
shoes).

To understand what has to
be corrected with surgery, it’s
useful to take a closer look at the
toe deformity. There are three

joints in the small toes and two
in the big toe, and they com-
monly all deform in different
directions. That multiplane
deformity is what makes toe
surgery tricky. The loss of intrin-
sic muscle function causes the
joint at the base of the toe, the
metatarsal-phalangeal (MTP)
joint, to extend upward. The
middle joint of the small toe, the
proximal interphalangeal (PIP)
joint, flexes downward and the
joint closest to the nail in the
distal interphalangeal (DIP)
joint can go in either direction.
The goal of surgery is to
straighten all the joints and end
up with toes that fit comfortably
into normal shoes.

There is no consensus on the
best approach to toe surgery.
While all surgeons agree that the
release of soft tissue contrac-
tures is essential, they disagree
on the role of PIP fusion, tendon
lengthening and tendon release.
Over the years, my approach to
CMT toe deformity has changed.
In non-CMT patients, division of
the long flexor tendon (FDL) of
the toe is commonly performed.
The FDL muscle arises in the
leg, extends down to the foot
where it becomes tendinous and
inserts onto the tip of the toe.
The FDL tendon/muscle is often
a deforming force, and its divi-
sion can help correct the toe
deformity. The division can be
done through a tiny incision
underneath the toe. Two other

This is the fourth in Dr. Glenn Pfeffer’s four-part

series on The Surgical Correction of the CMT Foot.
The other three parts are:

Part 1: IS SURGERY RIGHT FOR YOU,
Winter 2020 CMTA Report, page 14

Part 2: TENDON TRANSFERS,
Spring 2020 CMTA Report, page 4

Part 3: THE ROLE OF JOINT FUSION,
Summer 2020 CMTA Report, page 21

muscles flex the toes down in a
non-CMT patient, which means
that division of the FDL will go
largely unnoticed.

In CMT patients, however,
these other muscles are often
very weak or completely para-
lyzed. Preservation of the FDL is
therefore important, as it is the
only working muscle that pro-
vides flexion power to the toes.

An even more important rea-
son not to divide a strong FDL is
that it can be used to reconstruct
ankle motion in the future if the
CMT disease progresses. Please
look at my Instagram (@Charcot-
marietoothsurgery), and you will
see many videos of patients who
have avoided braces by transfer of
the FDL to restore ankle motion.
A surgical fusion of the PIP joint
is often performed when the FDL
is preserved to prevent a recur-
rence of the deformity. Fusions of
the PIP joints have little impact
on function. The small joint in
the big toe, the interphalangeal
joint, is another joint that often
requires fusion during toe
surgery, with hardly any compro-
mise in function. A final key
element of the surgery is to take
the toe extensors, if they are
strong, and transfer them to the
top of the foot where they will
help lift the ankle.

Understandably, toe surgery
is usually the last priority for
CMT patients. A crooked foot
and loss of ankle function need
to be corrected first to keep a
person walking and out of a
brace. Sometimes everything can
be reconstructed during the
same surgery, but not always.
There is a limit to what the foot
can tolerate during an operation,
and a second surgery for the toes
may be needed. It’s a lot to go
through, but absolutely worth it.
The process is a marathon, not a
sprint, but so gratifying when
you win. #

WINTER 2021 THE CMTA REPORT

21



THE CMTA GRATEFULLY ACKNOWLEDGES GIFTS IN MEMORY OF...

DAVID BANK
Mr. & Mrs. Jerry Bank

PAUL & MONA BARKLEY
Mr. & Mrs. Donald Barkley
Mr. & Mrs. Richard Hodel

PETER BATTERMAN
Mr. Joe Batterman
Ms. Karen Batterman

GENE BECK
Mrs. Barbara Marler

ANNA MAE C. BERLIN
Ms. Colleen Becker

MELVIN & ANITA BERRY
Ms. Susan Frankel
Rachel Berry & Jim Hall
Mr. & Mrs. Stanley Kosik

DIJON BELLEMARE
Mr. & Mrs. Frank Gunnison

RAYMOND “TOP” BERWANGER
Mr. & Mrs. Craig Jones

PEGGY BLEVINS

Mr. & Mrs. David Aiken
Hope & Neil Atchley

Mr. Jerry Blevins

Mr. Tony Brown

Ms. Madeline Cavanagh
Crestview Dental Care PC
Mr. David Cox

Mr. & Mrs. Roger Denny
Mr. & Mrs. Glenn Doig

Ms. Barbara Everett

First Century Bank

Mr. & Mrs. Roy Fox
Kagleys Chapel Baptist Church
Ms. Gloria Leonard

Ms. Carrie Payne

Ms. Jackie Phelps

Realty Executive Associates, Inc.
Ms. Jeanne Sexton

Mr. & Mrs. Benny Sizemore
Mr. & Mrs. Jesse Vann

Ms. Dolores Walton

Ms. Marilyn Williams

Mr. & Mrs. Donald Woods

HARRY BLUM
Mr. James Blum

DAN BRICEN
Mr. & Mrs. Darrell Dubler

JAMES CARTER
Mrs. Marilyn Campbell

S

CHET CHECKETT
Ms. Carol Checkett

CATHERINE CHRISTIANSEN
Ms. Joanne Vega

RICHARD CISKAL
Ms. Maryann Ciskal

CECILIA CLEMENTE
Ms. Roseann Lanyon

S. S. CRAIG
Mr. & Mrs. Donald Schreiner

MAURICE CUBBAGE
Mrs. Barbara Roberts

LYDIA “SUE” DAUBY
Mr. Tom Ferguson
The Heuer Family
Ms. Marybeth Josey
Mr. Larry Watson

RON DAVIS
Dr. & Mrs. Stephen Norfleet

DONALD DECOURSEY
Ms. Christi Zohlen

ALERTON TRIPP DELANO
Mr. & Mrs. William Church

CONNIE DELLER
Mr. Tony Deller

GERARD DONOVAN
Mrs. Elaine Donovan

FRANK ECKMAN
Mr. & Mrs. Frank Tamburello

HELEN EMBLETON
Mrs. Margaret Horner

MR. & MRS. FORD FARABOW
Ms. Jean Fordis

ANDRE FAURE
Ms. Lois Faure

CLAUDE FOSTER
Ms. Susan Grahan

SARA C. FUHRMAN
Ms. Colleen Becker

BETTY GOOD

Ms. Betty Fugitt

Mr. & Mrs. Gary Hootman
Mr. & 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

ETHEL GUST
Ms. Debra Martin

GILBERT HAUGHT

Ms. Nancy Carlson

Mr. & Mrs. Thomas Degentesh
Mr. & Mrs. John Hanley

Mrs. Patricia Haught

Mr. & Mrs. Richard Immel

Ms. Bonnie Keeler

Mr. & Mrs. Michael Walker
Ms. Mary Ann Woodward

JOAN HEITNER
Mr. Dean Heitner

DR. PANOS I0ANNOU
Mr. Tim Baldwin

IRMA JAFFE
Mr. & Mrs. Samuel Jaffe

ROBERT JOHNSON
Mr. & 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. & Mrs. Dyke Jones
Ms. Leslie Marbott
Mrs. Chris Patane

MARY KAUFFMAN
Ms. Margaret Sachs

NELLIE NAN CHARLES KELLEY
Ms. Patricia A. Williams

THOMAS ALBERT KEHOE
Ms. Brenda Buckle

MARTY KESTER
Dr. Joan Kester

FLORENCE KOSEWICK
Mr. & Mrs. David Jones

IMELDA ‘FE’ LAMBERT DALY
Mrs. Lyndi Ainsworth

Mr. & Mrs. Eddie Blanchard
Ms. Jo Anna Cotaya

Ms. Anne Daly

Mr. & Mrs. Jeffrey Director
Mr. & 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

AUDREY MAE SPENCER
MACDONALD
Mr. Douglas MacDonald

NORMA MARKOWITZ
Mr. & Mrs. Charles Babbush
Mrs. Susan Beane
Mrs. Helen Braun
Mr. & Mrs. Howard Davis
Ms. Robin Eatman
Mr. & Mrs. Richard Eickhoff
Ms. Phyllis Fine
Dr. Bernard & Linda Friedman
Mr. Ronald Friedsam
Dr. & Mrs. Avrum Froimisson
Ms. Ellen Griffith
Ms. Barbara Janovitz
Mr. David Kazdan
Drs. Jonathan & Linda Lewin
Mr. & Mrs. Robert Louer
Mr. & Mrs. Robert Lustig
Ms. Betty Myers
Dr. Sheldon Oberfeld
Mr. & Mrs. Steve Rosen
Mr. & Mrs. Harvey Rosenbaum
Mrs. Tomoko Rosenfeld
Mrs. Theodore Rudolph
Mr. & Mrs. Jim Sampliner
Ms. Stacy Sherman
Mr. & Mrs. Richard Silver
Ms. Gloria Supran
Ms. Patricia Weisberg
Mr. Morris Wheeler &

Ms. Joanne R. Cohen

TOM MORTIMER
Ms. Jane David

CATHERINE MURRAH MOLLOY
Dr. Stephen Fletcher

ANTHONY O’BRIEN
Mrs. Norma Detlor

MELVIN PALMER
Mr. & Mrs. Ronald Simpson

KENNETH PATTON
Benteler Automotive

VICKI POLLYEA
Mr. & Mrs. Jim Freeman &
Carla Jimenez

DIANE POPEK-JONES
Mrs. Jody Baylis

Mrs. Gina Drifmeyer
Ms. Hilarie Jones

Kelli & Dennis Laprade
Ms. Wanda Scruggs
Tar Heel Garden Club

VICTOR PORTER
Mr. & Mrs. Kirby Seibel

JOSEPH & NIDA RAFFAELLI
Mr. & Mrs. John Raffaelli

JAMES RANTI
Ms. Juliet Gopoian

BRUCE REX
Ms. Lori Mattheiss
Mr. Alan Thomas

GLADYS RICHARDSON
Mr. Larry Richardson

REV. & MRS. ROBERT RIPLEY

Mr. & Mrs. Stephen Shaughnessy

BETTE RODGERS
Mr. Robert Bowersox

MICHAEL ROSS
Mrs. Patricia Ross

STANLEY SANDERS
Ms. Chavivya Hirsch

KENNETH SHOTTS
Ms. Edith Slone

WERNER SIEBERT
Mrs. Marion Schmidt

VICKI SKINNER
Ms. Sara Witt

ARETI SKOULAS
Mrs. Elaine Skoulas

LILLIAN SMITH
Mr. & Mrs. Ronald Craft

JULIANNA SNOW
Mr. Lawrence Henderson

LILYAN SNOW
Mrs. Denise Snow

BERNARD STRITTMATTER, JR.
Mrs. Mary Strittmatter

ROBERT & MARGARET SWITZER
Ms. Marjorie S. Cowan
Mr. William R. Switzer

DOLLY THOMPSON
Ms. Robin Thompson

OLIVE ANN TUTTLE JOHNSON
Ms. Kristin Johnson

ESTHER VAGLIO
Ms. Theresa Drapeau

THOMAS TABOR VAUGHAN
Mr. Victor Vaughan

ROBERT VINCENT
Mrs. Janet Hoglan

LOIS 1. WILLIARD
Mr. Steve Williard

SWEETPEA WORDEN
Ms. Tina Kamp

ANTHONY ZAHN
Ms. Liz Bernstein
Ms. Drew Gay
Mr. Tim Kelley

Support The CMTA And Honor A Loved One With An In Honor/In Memory Gift
Complete and return to: CMTA * PO Box 105 * Glenolden, PA 19036

O $25

O $50

O $100

O $250

O $500

O $1,000

O Other: $

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

(O Please make this amounta (O Onetime or (O Monthly gift and charge to my (O Visa (O MasterCard (O American Express

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

| am making this donation O in honor or O in memory of (name):

Please send me CMTA updates via email at:

To give a gift of stock or learn about leaving a legacy gift to the CMTA, please call or email Jeana Sweeney, 800-606-2682 x106 / jeana@cmtausa.org.



PATIENT/FAMILY CONFERENCE

SATURDAY NOVEMBER 7TH

¥

"

!

£

CMTA Zoms First Patient/Family Conference

BY LAUREL RICHARDSON

ore than 200 people
gathered for the
CMTA’s first Zoom
Patient/Family Con-
ference on Saturday,
November 7, 2020, in a rare
opportunity for attendees to hear
from CMT experts worldwide.

Those experts covered a
wide variety of topics. Dr. Steven
Scherer and Tanya Bardakjian,
MS, LCGC, both of the Univer-
sity of Pennsylvania (UPENN)
presented on adult neurology/
genetics, and Dr. Alexander
Fay and Matt Hall, MS, of the
University of California San
Francisco (UCSF) gave a presen-
tation on pediatric neurology/
genetics.

Midday breakout sessions
were led by CMTA Advisory
Board members and/or thera-
peutic experts from CMTA
Centers of Excellence. They
included tangible, valuable infor-
mation on physical therapy,
bracing, emotional wellness and
staying active with CMT.

The afternoon session began
with a robust STAR research
update led by CMTA Board
Chairman Gilles Bouchard. He
was joined by four researchers
who sit on the CMTA Scientific
Advisory Board: Drs. John

Svaren (University of Wiscon-
sin), Steven Scherer (UPENN),
Kleopas Kleopa (Cypress Insti-
tute of Neurology and Genetics),
and Stephan Ziichner (Univer-
sity of Miami).

Attendees then moved into
breakout sessions by CMT type:
demyelinating (Types 1, 4 and X)
or axonal and unknown variants
(Type 2). The type-specific ses-
sions provided in-depth updates
on the many research projects
underway for each subtype.

Drs. John Svaren and
Kleopas Kleopa led the demyeli-
nating session. Dr. Kleopa
updated attendees on his CMTA-
funded studies that proved gene
therapy is feasible in rodent
models of CMT1X and CMT4C.
The CMTA is actively supporting
the efforts of several gene ther-
apy companies to develop new
CMT gene therapies. Dr. Svaren
told listeners about the CMTA’s
partnership with InFlectis Bio-
Science to develop agents to
restore myelin protein balance
for CMT1A and CMT1B. Phase 1
clinical trials have concluded and
InFlectis is gearing up for Phase
2 trials.

Drs. Steven Scherer and
Stephan Ziichner led the other
afternoon STAR breakout ses-
sion in an in-depth look at the
progress being made with CMT

Type 2s (axonal forms) and
unknown variants. They talked
about Dr. James Wilson’s work
with Passage Bio at the Univer-
sity of Pennsylvania using gene
therapy to treat CMT2A. The
CMTA is also funding the work
of Drs. Bruce Conklin and Luke
Judge of the Gladstone Institutes
and the UCSF Departments of
Medicine and Pediatrics, who
are exploring the therapeutic
application of genome editing
technology (CRISPR) to CMT2A,
CMT2E and CMT2F.

Dr. Ziichner shared informa-
tion about the newly discovered
SORD gene. According to Ziich-
ner, “[T]here are over 3,000
patients in the US alone [with
the SORD mutation] and the
best part is we think it’s treat-
able.” When the breakout
sessions finished, all attendees
and speakers met back in the
main Zoom “room” for a Q & A
session with the panelists.

The silver lining of holding
the conference online was that
CMT patients from all over the
world were able to participate.
The CMTA will continue plan-
ning virtual education events
and conferences in 2021 with the
hopes of having as many people
take part as possible. *

Laurel is the CMTA director of commu-
nity outreach.

To view the 2020 Patient/Family Conference video recording, visit www.cmtausa.org/pfcs/.
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Mrs. Charlene Bynum

Mrs. Kim Guyor

RACHEL RIVLIN

Mr. & Mrs. Fred Lasky

KATHY ROBERTS

Ms. Ann Smith

JAMES ROBINSON

Ms. Connie Kidd
ANTHONY ROMANO
Mrs. Vivian Broome

Mrs. Elyse Romano
EUGENE ROSENGARDEN—
“Happy 80th Birthday!”
Mr. & Mrs. Frank Weiss
ZINAIDA ROTENBERG
Ms. Mila Grushin
JOSEPH RUZICH

Mr. Peter Schafer

PRU & LOUIS RYAN

Mr. & Mrs. Tim Porta

Ms. Abby Wakefield
SUZANNE SALES

Mr. Jackson Sales

LILY SANDERS

Ms. Michelle Bilski

Ms. Dolly Johnson

ANDY SAVANT

Mr. & Mrs. Michael Cabrera
Mr. & Mrs. Steve Kozak
Mr. & Mrs. Jim Welch
STEPHEN J. SCHAEFER
Ms. Margaret Schaefer
JULIE SCHELL

Mr. & Mrs. Dan Fitzgerald
MATTHEW & CHARITY SCHILLER
Mr. Guy L. Zahn

HUNTER SCHULTZ

Dr. Howard Lee
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
RYAN STACHNIK

Mr. John Stachnik

BILL STEELE

Ms. Mary Deganhart
KATHY STEES

Mr. & Mrs. Richard Stees
LAUREN NICOLE STEGALL
Mr. & Mrs. Jim Stegall
JOE STEINKAMP

Ms. Joyce A. Steinkamp
LISA STOLTENBERG & OLIVIA
Ms. Rosemarie Burda
PAUL STURMER

Mrs. Diane Mirek

JEANA SWEENEY

Mrs. Mary Romanko
TAMPA BAY CMTA BRANCH
Ms. Madylin Iseman
DAVID TANNENBAUM
Ms. Jennifer Scarlott
ARON & ETHAN TAYLOR
Mr. Wesley Carrillo

Ms. Janette Grillot

Ms. Lori Hendrix

Ms. Chelsea Rose

Mr. & Mrs. Brett Taylor

TAYLOR & NOAH TEAGUE

Ms. Vicki Brakefield

Mr. & Mrs. Travis Teague

GRAYSON THOMAS

Ms. Deborah Brewer

JEANETTE THOMPSON

Marian & John Hovde

SHARON TOMPSON

Ms. Kim Moe

MICHELLE TRESSEL

Mr. & Mrs. Robert Elliott

LAURA UNDERHILL

Mr. Michael Underhill

ELEANOR VAHER

Mrs. Susan Vaher

SUSAN VAHER

Ms. Gayle Reinbolt

JIM VALENTINE

Mrs. Eileen Kelliher

DEANNA MARIE VANDERSTARRE

Ms. Linda Sabella

DAN VERDELLI

Mrs. Jennifer Hurter

ISAAC WALLS

Mr. & Mrs. Richard Peterson

Mr. & Mrs. Keith Sanders

MISSY & SETH WARFIELD

Mr. & Mrs. Keith Decker

Mr. & Mrs. Burt Dougherty

Mr. & Mrs. Joseph G. Lallande III

Dr. Peter Warfield

TYLER & 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. & Mrs. Ronald Cohen

THE WESTERFER FAMILY

Mr. Robert Hansen

Mr. Gary Westerfer

KEVIN, JAYDEN, &

RONNIE MARIE WHEELER

Mr. & Mrs. Robert Wheeler

RYAN WHITMAN

Mr. Marvin Gillis

Mrs. Carol Ris

CONNOR WILLIAMS

Mr. & Mrs. Roger Williams

GARY WILLIAMS

Barbara & Sollie Bartoe

JENNIFER WILLIAMS

Mr. Jerry Brown

MARK WILLIS

Mr. & Mrs. J. Patrick McMorrow

DIANE WITTENBERG

Mr. Edward Stimer

LEAH WOOLFSON’'S—

“Congratulations on your

Bat Mitzvah”

Mrs. Bev Weston & Mr. Ronnie
Blank

BEVERLY WURZEL

Ms. Margaret M. Boyle

JEANIE ZIBRIDA

Ms. Lorraine Hutson

Mr. Gerald Keavany

LAWRENCE ZICKLER

Ms. Donna Belcher



Widower Continues to Raise Funds

INn Wife’'s Name

BY MIKE DRIEDGER

¥ I- ook for the helpers,”

Mr. Rogers said. Rick

Clemente is one of them.
While he doesn’t have CMT
himself, he raises money and
awareness of the disease to
honor his late wife Celia.

Rick has a rather unique
approach to both. The retired
physical therapist and human
anatomy teacher is a skilled
amateur woodworker who got
his start making pens, letter
openers and utensils to make
Celia’s life with CMT a little
easier. She suggested that
woodworking might be a nice
retirement hobby and asked him
to make pens and letter openers
for every member of their family.
After a couple of classes, he put
a lathe in their garage and soon
had it outfitted as a full-fledged
workshop.

Celia died of cancer more
than three years ago, but he still
makes the pens and whenever
anybody asks about them, he
uses the opening to talk about
CMT. He also offers to sell the
pens. The cost? A donation to
the CMTA.

Rick is committed to the
organization because of the

support and friend- e
ship that members of After Rick’s wife
attended her

the Pittsburgh Branch -
showed Celia. Her first branch
meeting,

diagnosis was a long
“She became

time coming. She had
no family history of herself again.”

CMT and was erro-

neously diagnosed with a
number of other illnesses,
including ALS. Visits to the
Cleveland Clinic and the Mayo
Clinic were fruitless. Not until a

local neurologist suggested
genetic testing was she finally
diagnosed.

Rick says the most impor-

tant thing in this story
is the help the branch
gave his wife, who
taught the deaf. By the
time Celia attended
her first branch meet-
ing, she was at wit’s
end, he recounts. “The

people there could not have been
more welcoming,” he says,
adding, “She found friends and
companions who let her know
she wasn’t crazy.” Celia was

struck by the fact that branch
members looked just like her
with their braces, wheelchairs
and difficulty holding pens. The
meeting had a profound impact
on Celia, he says, and afterward,
“She became herself again.”

Rick’s woodworking has
slowed a bit due to arthritis in
his hands. But he continues to
attend branch walks with various
family members and proudly
wears his walk T-shirts. Like his
pens, they provide an opening
for him to talk about CMT. And
because he is a helper, that’s just
what he does. *
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YOUR INVESTMENTS TODAY WILL PROVIDE
DIVIDENDS FOR OUR COMMUNITY TOMORROW

allard

Toll free: 888-678-6548
info@allardusa.com
www.allardusa.com
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Giving the gift of stock or mutual funds today will benefit you and the CMTA!

Donating appreciated securities such as stocks or mutual funds to the CMTA
is a tax-wise approach to making our vision of a world without CMT a reality.
Many donors choose to give gifts to the CMTA using appreciated stocks and
mutual funds due to the attractive tax advantages associated with such gifts.

The benefits available to you when making a charitable contribution
of stock or mutual funds may include:

* Avoiding federal and state tax on the capital gain

* Receiving an income tax deduction (federal and most states)
for the full market value of the gift

» Making a larger gift at a lower original cost basis to you
For appropriate tax advice, please consult your tax advisor.

For more information on how to donate stock or mutual funds to the CMTA,
please contact Jeana Sweeney, Director of Development, at jeana@cmtausa.org.

Invest in the CMTA ...
It’s a Life Changer!

WALKING LONG
distances every day with
my dogs and HIKING

with my family are things
that give meaning to my life!

My Allard AFO never
lets me down!
I can rely on the

. SUPERIOR function
- and DURABILITY!




52, WHAT'S ON YOUR MIND? Ask David.

Dear David:

I wanted to relate an incident
that rattled me at first but
ultimately had a happy end-
ing. I am a middle school
teacher in a small Midwest-
ern public school. I love
being a teacher despite some
classroom difficulty with bal-
ance because of my CMT. |
also have some weakness in
my hands so | am always
dropping materials, much to
my kids’ delight.

The other day | was in
front of the classroom trying
to teach a history lesson
when one of my more ram-
bunctious students blurted
out, “What happened to your
leg?” | always figured |
would get this question some-
day, but it caught me off
guard. | turned beet red and
sheepishly tried to explain
CMT to my class, but it’s
hard enough trying to
explain my CMT to friends,
let alone seventh graders. |
have some feelings of shame
and embarrassment but |
hide them pretty well and try
very hard not to let them pre-
vent me from participating in
and enjoying my life.

Fortunately, | had a break
after the class and a colleague
suggested that | take the
opportunity to go back and
lead a discussion on people
that we know who have
physical challenges. | was
extremely nervous, but | did
just that and the students
were more than willing to give
examples of people they knew
who had physical problems.
Many examples were from
their own families: One boy
spoke of his grandfather who

is in a wheelchair from a Viet-
nam War injury and spent lots
of time teaching him about
cars. Another spoke about her
brother who had cerebral
palsy. After a while, I honestly
didn’t know if our discussion
was for them or me.

Even though | had a way
to go in accepting my own
CMT, | saw that | could
transform my self-conscious-
ness into helping others learn
to accept their differences.
The best part of the day came
when the boy who had asked
me about my CMT saw me
struggling to carry materials
out to my car and asked me if
| wanted some help. Driving
home I choked up with tears,
thinking that maybe | taught
them a lesson about empa-
thy, the most important
lesson of all. Just wondering
how you think I handled the
situation. —Ms. B.

David replies:

Dear Ms. B., Thanks so much
for sharing a story that I know
many in our community can
appreciate. When someone asks
“the question,” most of us are
often caught off guard. I think
that we are all so private with
our feelings about our CMT that
we are shocked when that
boundary is crossed. We are
unaccustomed to sharing our
thoughts and feelings in public.
This is another good reason to
attend support groups and CMT
conferences whenever possible
to receive this support from oth-
ers who understand what we
experience daily.

Your student probably trig-
gered the feelings of inadequacy
and vulnerability that we often go

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 growing emotionally and spiritu-
ally through physical challenges. “My
CMT has been my greatest challenge and
my best teacher in life,” says David.

to great lengths to hide. Our vul-
nerability is human and can be
transformed into power if we use
it to connect to others. Everyone
feels vulnerable in some area of
their lives, and many of us strug-
gle with our imperfections. Be
courageous in telling your story
and you will find that many

will respect your fearlessness.
Remember that anxiety is who
you think you should be and
peace is who you are.

Telling your story gives
others permission to tell their
stories and believe me, after 40
years of practice as a therapist,

I can tell you that everyone has
one! When we freeze up in our
self-consciousness, it is simply a
reminder that we have a bit
more work to do in releasing
some old pain around our physi-
cal challenges. Identifying these
thoughts, which often have to do
with the past or the future, and
then coming back to the present
moment will help whenever you
can remember to do so. Take this
opportunity to identify and then
gradually be free from your fear
thoughts. Take pride in your
being and know that your true
identity has nothing to do

with your physical body. Self-
acceptance makes your light
shine brighter and provides a
powerful example for all to fol-
low. You are a true teacher. *
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David Loy

Former Pastor Spreads the Word about CMT

BY MARCIA SEMMES

hen David Loy and

his wife Cathy give

to the CMTA, they

are giving not for

themselves, but for
future generations. “At 64 years
old, I may not see the cure in
time to help me, but I do not
want another child to go through
the ridicule, snubbing and multi-
ple misdiagnoses that I did when
I was young,” he says.

David’s road to diagnosis
was full of twists and turns. Born
in Iowa in 1956, he says it was
apparent early on that some-
thing was not right: He couldn’t
run, his feet were misshapen and
he was always in pain. But doc-
tors had no answers for his
issues and often told his parents
that it was all in his head.
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In elementary and middle
school, PE teachers told him he
just wasn’t trying. He was picked
last, or not at all, for teams, and
the other kids made fun of him.
That finally changed in high
school. One teacher saw some-
thing others did not and brought
him into the theater department,
where he found a place he could
both excel and hide.

After graduating from col-
lege with a business degree,
David began working in the
telecommunications industry,
then moved to the educational
testing field. After that, he “took
a left turn” into non-profit work
as the full-time pastor of Com-
munity of Christ in Cedar
Rapids, Iowa. When the reces-
sion hit in 2008, he became the
executive director of a non-profit
that worked with families whose
children had been taken away
because of addiction and neglect.
David’s last career move was to
United Way of East Central
Iowa, where he was a financial
manager. He retired on disability
in 2015.

David’s wife Cathy has
accompanied him on his CMT
journey since they

After David was diagnosed,
he learned that his cousin in Cal-
ifornia also had CMT. In 2011,
she directed him to the CMTA
website for more information,
which eventually led him, one
“wonderful day,” to the newly
opened clinic of Dr. Michael Shy.
There he received wonderful
care, benefited from Dr. Shy’s
vast knowledge of CMT, had a
DNA study to confirm that he
had CMT1A and took part in a
clinical trial.

Seeing Dr. Shy made him
realize, he says, that the CMTA
“was not just a source of reliable
information, but also the leading
organization in the fight to find
the cure.” Since that time, he and
Cathy have tried to give what
they can for this fight and to
encourage others to do the same.

David is aware that the
search for a cure for any disease
is a slow process with many
medical and legal hurdles, but
he thinks the CMTA'’s search
“is moving at a steady and often
breakneck pace in comparison to
other diseases.” That’s why he
gives and that’s why he spreads
the word about the disease,

sporting a shark and

married in 1979. The CMTA is nerve tattoo that
Luckily for him, she “not just a source  provides an easy
was a nurse and for reliable opening to tell

encouraged him to information, anyone who asks

look for a diagnosis,
but answers were
still few and far
between. Not until
1993 did he finally
find out what was wrong, and
then only by chance. He went to
the Mayo Clinic for an eye prob-
lem and while he was there, a
doctor took a look at his feet and
said that he needed to have a
neurologist do an EMG. The
EMG confirmed CMT.

but also the leading about CMT.

organization in

the fight to find
the cure.”

The former pas-
tor is still preaching
these days, but now
his sermon is about
CMT. There are many places to
put your money, he says, but this
crippling disease will be cured
within a very reasonable time.
“Great advancements have been
made,” he says, adding “Wouldn’t
you like to say you helped
eliminate it from this world?” «



SAN DIEGO, CA

Eight members of the San Diego Branch wel-
comed orthotist Ara Mirzaian from the
Hanger Clinic to their December 5, 2020,
meeting. He shared great information and
answered members’ questions on bracing
and orthotic options for people with CMT. A
member who has benefited from Ara’s years
of prosthetic and orthotics experience rec-
ommended that anyone in need contact him
at his Encinitas office with questions regard-
ing bracing and orthotics for CMT.

*

DESTIN, FL

It didn’t take long for the nine people attend-
ing the September 26, 2020, inaugural
meeting of the Destin, FL Branch to begin
sharing their CMT stories and building cama-
raderie. Members bonded over common
experiences and shared information about
pain management, bracing, medications,
physical therapy, occupational therapy and
resources available through the CMTA. Laurel
Richardson, the CMTA director of community
outreach, talked about the organization and
its purposes. The group also discussed pre-

B (M)
" BRANCH

NEWS

: teach them about home care, adding accom-
i modations into their homes, building ramps

¢ and much more. The next meeting will be in

i February.

*

i TULSA, OK

i The Tulsa, OK Branch welcomed guest

i speaker Laurel Richardson to its fun and

i festive branch meeting on December 5.

: Everyone wore holiday attire or “ugly Christ-

i mas sweaters” and played fun virtual games.
i They also talked about how everyone is

i doing this year and how everyone is dealing

i with CMT.

Pox

i BUCKS COUNTY, PA

i The Bucks County Branch welcomed guest

¢ speaker Dragan Vujovic to its November 21

¢ meeting. Dragan is working on the ACT-CMT
i study with Dr. Steven Scherer at the CMT

i Center of Excellence at UPenn in Philadel-

i phia. He talked about what kinds of data are
: being gathered through the study, how it will
¢ contribute to CMT treatments and what is on
i the horizon for other types of CMT research.

i The group also spent time talking about how
i everyone is holding up during such a chal-

i lenging year.

senters and topics of interest for future quar-
terly meetings, which in the short run will
likely be virtual.

NEWBURY, NH

Sara 0’Dougherty from Granite State Inde-
pendent Living joined five members of the
Newbury, NH Branch on Zoom October 1 to
share valuable information about helping
people live independently. Sara explained
that the agency’s goal is not just to provide
transportation for disabled people, but to also

: CHESTER COUNTY, PA

Nine members of the Chester County Branch

welcomed Jonah Berger, the CMTA national
¢ youth programs manager, to their December

12 meeting. He told the group about the
huge success of taking Camp Footprint

online in 2020 and upcoming projects. He
: also talked about his personal experience
with CMT and how his positive attitude helps

him to stay motivated to enjoy life. The
branch also discussed the results of their

fundraising efforts in 2020, which totaled
i $7,200 between virtual walk and bingo
i events. They reviewed the CMTA

Patient/Family Conference topics available

¢ online and a member shared a favorite ses-
:sion from attending the live conference.

*
PITTSBURGH, PA
Eleven members of the Pittsburgh Branch

welcomed three guest speakers to their

November 14 meeting: Elizabeth Ouellette,
Laurel Richardson and Julie Tarle. Elizabeth,

who is a longtime patient advocate and

CMTA board member, shared an incredibly
informative presentation on “CMT & Myth-
busting: Separating Fact from Fiction.” The
presentation helped to eliminate some of the

confusion surrounding CMT as it relates to

: other diseases. Laurel shared information

i about resources and education for managing
¢ and living with CMT. She also talked about

¢ the many upcoming virtual meetings and

i events available to the community, which can

be found at www.cmtausa.org. Finally, Julie,

the CMTA's special events manager, shared a
: WALK 4 CMT update and talked about the

i organization’s amazing strides in event

i fundraising.

CMTA WELCOMES NEW FLORIDA BRANCH

he CMTA welcomed a new branch to the family in 2020, this one
in Destin, Florida. Branch leader Ted Spring is determined to tell
the world about CMT.

Ted and his wife moved to Destin not too long ago and soon after
he bravely raised his hand to start a branch in that region. Due to
COVID, they have only met virtually but the group looks forward to get-
ting together in person when it’s safe to do so.

Ted said he wanted to start a branch to help others avoid some of the
issues he faced on his road to diagnosis. He was misdiagnosed with herniated
discs in 1968 and underwent spinal surgery. The symptoms didn’t abate with
surgery and he wasn’t diagnosed with CMT until 2015. Orthotics changed his
life he says, not just because they helped him to walk but also because of the
interest the braces attracted. The many questions he got about the braces gave
him an opening to talk about CMT. The experience left him determined “to do my part to inform, educate
and help people benefit from the work of CMTA,” he said.

Ted says he continues to be "surprised" about the lack of knowledge people have concerning the disease
and the availability of support services once they have been diagnosed. “Support services, including CMTA
branches, help people get connected, informed and more involved in treating their CMT,” he says.

To find a branch in your area, go to www.cmtausa.org/branches/.
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ALASKA
Anchorage Area
Lisa Hubert
907-223-4566

ARKANSAS

Little Rock

Laurel Richardson
800-606-2682, Ext. 112

ARIZONA
Phoenix Area
Pam Palmer
480-236-2445
Christina Fisher
623-742-8921

CALIFORNIA
Antelope Valley Area
Donna Murphy
661-317-6332
Danielle Metzger
661-317-6533

Los Angeles Area
Alani Price
310-710-2376

John Ramos
951-318-5669
Orange County Area
Beth Dorin
949-929-2908
Sacramento Area
Laurel Richardson
800-606-2682, Ext. 112
San Diego Area
Annette Van Veen
760-473-5014
Kendall Trout
760-632-5654
South Bay Area

Ori Bash
408-829-4562

Tau O’Sullivan
916-806-2173

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

Roy Behlke
239-682-6785
Diane Lindsay
860-670-4417
North Haven
Lynne Krupa
203-288-6673

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

FLORIDA
Central Florida
Linda Davis

Mitch Davis
863-875-4239
Destin Area

Ted Spring
850-368-1097
Jacksonville Area
Tim Nightingale
904-504-1953
Stephanie Burkhalter
904-710-3771
Melbourne Area
Laurel Richardson
800-606-2682, Ext. 112
Naples

Roy Behlke
239-682-6785

Bill Millar
202-309-5685
Sarasota Area
Rachel Rivlin
941-284-0766
Tampa Bay Area
Edward Linde
813-712-4101
Sarah Gentry
941-706-5348
West Palm Beach
Phil Lewis
561-307-0100
Eileen Martinez
561-901-5566

GEORGIA
Atlanta Area
Jeannie Zibrida
404-307-6519

HAWAII
Honolulu Area
James Cuizon
808-450-1236

IOWA

lowa City Area
Jeffrey Megown
319-981-0171

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

INDIANA

Fort Wayne Area
Aimee Trammell
574-304-0968
Indianapolis Area
Laurel Richardson
800-606-2682, Ext. 112

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

LOUISIANA

Baton Rouge Area
Laurel Richardson
800-606-2682, Ext. 112

MAINE
Portland Area
Mary Louie
207-450-5679

MARYLAND
Baltimore

Clark Semmes
410-350-4812

Easton

Laurel Richardson
800-606-2682, Ext. 112

MASSACHUSETTS
Boston

Mimi Works
617-913-4600

Jill Ricci
978-887-1014

MICHIGAN

Grand Rapids Area
Laurel Richardson
800-606-2682, Ext. 112
Amy Reynolds
616-916-6732
Mid-Michigan Area
Jonah Berger
303-827-4218

MINNESOTA

Central Minnesota

Jo Smith
612-807-4729
Minneapolis Area
Laurel Richardson
800-606-2682, Ext. 112

MISSOURI
Kansas City Area
Tammy Adkins
314-608-6889
Aron Taylor
913-744-5674
St. Louis Area
Payton Rule
618-401-4822
Amanda Rule
618-698-3039
Springfield Area
Jessica Brantner
417-468-8049
Jessica Hardy
417-434-1656

NORTH
CAROLINA
Charlotte Area
Carrie Johnsen
704-904-2828
Mona Doshi
980-339-8560
Durham Area
Jeanne Boehlecke
919-942-7909
Rick Nelson
919-889-9776
Wilmington Area
Laurel Richardson
910-515-8488

CMIA

Branches

Most CMTA Branches can be accessed

online at www.cmtausa.org/branches

NEBRASKA
Lincoln Area
Brandon Lederer
402-680-0502

NEW HAMPSHIRE
Newbury Area
Jacinta DaCosta
978-596-4444

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

NEW MEXICO
Albuquerque Area
Gary Shepherd
505-296-1238

NEVADA

Las Vegas Area
Martha Boadt
231-852-4251

NEW YORK
Buffalo Area
Peter Morris
716-866-3519
Maryann Ciskal
716-435-3899
Kristen Braun
716-270-3095
Syracuse Area
Michael Casey
315-439-9325
Albany Region
Cara Leath
914-262-1108
Westchester Area
Beverly Wurzel
Frank Wurzel
201-224-5795

OHIO
Cincinnati Area
Jill Stuhimueller
513-254-4065
Jo Koenig
513-607-2822
Cleveland Area
Shelly McMahon
440-781-8329
Columbus Area
Jessica Diamond
216-570-6432

OKLAHOMA
Tulsa Area
Lonna Henry
918-961-1418
Natasha Karki
405-413-1831

OREGON

Grants Pass

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

Laurel Richardson
800-606-2682, Ext. 112

PENNSYLVANIA
Bucks County Area
Julie FitzGerald Schell
315-573-3919
Chester County
Carol Aruffo
610-405-9291
Ashley Trout
484-364-9334
Harrisburg

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

Debra Czarnecki
412-331-6744

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

TENNESSEE
Nashville Area
Teresa Shoaf
615-772-8810

TEXAS

Austin Area

Nate Halk
512-415-6097
Dallas/Fort Worth
Thomas Roderiguz
817-913-8477

El Paso Area

Jo Ann Longoria
915-526-0676
Olivia Longoria
915-491-0786
Houston Area
Miranda Burge
512-784-3086

UTAH

Orem Area
Melissa Arakaki
801-494-3658

VIRGINIA

Blacksburg/
Roanoke Area

Karen Brown
540-252-9453
Frederickshurg
Leigh Van Doren
540-370-1968

Harrisonburg Area

Laurel Richardson

800-606-2682, Ext. 112

Suffolk Area
Holly Hall
757-477-6122

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

WEST VIRGINIA
Charleston Area
Karen McClure
304-548-4413

WISCONSIN
Madison Area
Debi Weber
608-712-8709
Milwaukee Area
Lois Hawkins
414-249-0390

CANADA
Southern Ontario
Kelly Hall
519-843-6119
Toronto Area
Linda Scott Barber
416-997-5084
Michael Driedger
647-680-7601

Interested in starting a branch in your area?

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



Like Father, Like Son

BY MARCIA SEMMES

tears some
families apart,
but in a strange

twist of fate, it brought Kansas
City Branch Co-Leader Aron
Kyle Taylor together with the 19-
year-old son he had never met.
Aron is well known in the
CMT community, not just as part
of a mother-and-son pair of
co-leaders, but also as a musi-
cian, a rapper and
the composer of
“Giving Toesday,”
the CMTA’s 2020
post-Thanksgiving
fundraiser.

Since making
their “Hallmark
movie connection”
Aron and Kyle

friend Jess was talking to a par-
ticipant named Ethan Kyle
Sargent (who goes by Kyle), a
computer programmer.

As the three spoke, Jess
observed that Kyle and Aron had
a number of similarities in addi-
tion to working in the same field,
including their distinctive CMT
legs. Kyle had never met anyone
with CMT before so Aron invited
him to a branch meeting. When
Aron gave Kyle a business card
bearing the name of
his music production
company, Ridiculous
Beats, Kyle remarked
that he was a musi-
cian too. Aron noted

. have talked
Aron is from the multiole that “Kyle” was also
small town of Par- . P . his middle name.
times daily.

sons, Kansas, but has
lived in the Kansas
City area for the past 15 years.
He was diagnosed with CMT in
the second grade, though his
specific type (2A) wasn’t con-
firmed until 2019.

Even with the challenges of
CMT, Aron was able to keep
playing varsity baseball as a
pitcher and infielder through his
senior year of high school when
he was sidelined by a foot injury.
Today, he continues to struggle
with stairs and occasional falls
but feels fortunate that his CMT
is still fairly mild.

Now 43, Aron is an IT pro-
fessional at a law firm in Kansas
City, with experience in tech
training, public speaking and
resume building. In that capac-
ity, he gives motivational talks to
various groups. So when his
friend Jess asked him to speak at
a job fair for a group of young
adults, he said yes without hesi-
tation. After Aron’s talk about
resumes and interviews, his

The lightbulb
moment came when
Aron asked Kyle his last name.
On being told that it was Sar-
gent, the name of a long-ago
girlfriend, Aron threw his hands
in the air and exclaimed to the
entire room, “This is my son.”
Simultaneously, Kyle said, “This
is my dad.”

Since making their “Hall-
mark movie connection” on
October 18, 2019, Aron and Kyle
have talked multiple times daily.
They live just 20 minutes apart
and see each other several times
a week. Noting that Kyle pro-
grammed video games at the age
of 14 and is a talented guitarist,
the proud father praises his son
as smart and funny.

Aron looks forward to being
able to help his son navigate
some of the difficulties of CMT,
like braces, and says he feels a
responsibility to be a role model
for his newly discovered son.

Together the two visited a
counselor, who noted the simi-

Aron Taylor and son Kyle,;'ul

larities in their posture and body
language and quickly recognized
the deep love Aron has for his
long-lost son, “This is meant to
be,” she told them. Aron agrees,
adding “It’s a happy ending.”
It’s also a new beginning;:
Sharing their love of music and
technology, the father and son
are already collaborating on
music together. “It’s going to be
beautiful,” Aron says. *
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WHAT IS CMTe

» 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’s STAR research program and extensive partnerships with
pharmaceutical companies are driving remarkable progress toward delivering
treatments for CMT, bringing us closer to a world without CMT.






