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The Hereditary Neuropathy
Foundation Receives The PatientCentered Outcomes Research
Institute Eugene Washington
PCORI Engagement Award.
BY ALLISON MOORE CEO & FOUNDER, HNF

The Hereditary Neuropathy Foundation has
been awarded the prestigious PatientCentered Outcomes Research Institute
Eugene Washington PCORI Engagement
Award.
PCORI is an independent, nonprofit
organization authorized by Congress in
2010. Its mission is to fund research that
will provide patients, their caregivers, and
clinicians with the evidence-based
information needed to make betterinformed healthcare decisions.
Our participation in this ground-breaking
research program will provide the opportunity for all stakeholders and research communities to hear the unique voice of those living
with Charcot-Marie-Tooth (CMT).
With partial support from PCORI’s
Eugene Washington PCORI Engagement
Award, HNF will conduct a first year
summit led by patients and stakeholders.
Called the Patient-Centered Reported
Outcomes Summit (PCROS), this
innovative event will unite patients,
1

caregivers, funding organizations, clinicians,
researchers, and industry. The mission of
the summit will be to discuss current
research, and identify gaps in the field of
Patient-Centered Outcomes Research and
Comparative Effectiveness Research
(PCOR/CER) for the Charcot-MarieTooth (CMT) and Inherited Peripheral
Neuropathy (IPN) Community.
PCROS will provide patients with the
opportunity to hear the latest in research
developments, participate in panel
discussions with clinicians, and voice their
needs and priorities in regards to CMT
research and treatments.
HNF’s core philosophy mandates we
collaborate with our patient community
and strategic partners with compassion,
honesty, and integrity.
The patient is our top priority and drives
our patient support and research efforts.
This philosophy aligns with PCORI’s
mission, vision, and strategic plan, which
seeks to engage patients, caregivers, and all
other stakeholders in PCORI’s entire
research process from topic generation to
dissemination and implementation of results.
We encourage all CMT patients and
stakeholders to attend what is surely to be a
landmark event!
FOR MORE INFORMATION AND TO REGISTER
CLICK HERE!

www.hnf-cure.org
The Hereditary Neuropathy Foundation’s
mission is to increase awareness and
accurate diagnosis of Charcot-Marie-Tooth
(CMT) and related inherited neuropathies,
support patients and families with critical
information to improve quality of life, and
fund research that will lead to treatments
and cures.

pg..
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PARTICIPATE IN AN HNF

CMT-CONNECT
WORKSHOP

SPONSORED BY PHARNEXT

IN YOUR AREA!

BY ALLISON MOORE CEO & FOUNDER, HNF

HNF encourages a holistic-educational and empowerment
approach to its workshops. We will provide participants with a safe
environment to talk about the emotional dynamics of dealing with
a chronic illness. By acknowledging the physical and emotional
challenges patients face on a daily basis, we will encourage and
empower participants to be proactive advocates for their care,
quality of life, and wellness needs.
Our holistic-educational approach to our support workshops
offers participants:
•	A spirit of empowerment to enable members to improve
their quality of life.
•

Safety, empathy, validation, and much-needed support.

•

Factual information and new coping strategies.

•	A decreased sense of isolation and alienation for dealing
with CMT.

In addition, our findings from these workshops may help to engage
research projects to support our community. Quality of life data is
critical to implementing evidence-based clinical studies, which will
have an overall positive impact, both physically and emotionally,
on patients and families living with CMT.
Sachem Library
Friday, May 6, 2016 (7-9pm)
150 Holbrook Road
Holbrook, NY 11741
New York City
Thursday, April 28, 2016 (7-9pm)
401 Park Avenue South, 10th Floor
New York, NY 10016
Rochester, New York
Tuesday, May 31, 2016 (6-8pm)
EquiCenter
3247 Rush Mendon Road
Honeoye Falls, NY 14472

•

Interactions with others dealing with similar experiences.

•

A sense of community.

•

Restoration of a member’s spirit of hope and self-confidence.

•

Increased self-awareness and a focus on an individual’s strengths.

QUESTIONS? EMAIL CMTCONNECT@HNF-CURE.ORG

•

An enlarged social support network.

REGISTER TODAY: CLICK HERE!
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HNF developed the Therapeutic Research in Accelerated Discovery (TRIAD) as a
collaborative effort with academia, government and industry, to develop treatments
for CMT. Currently, TRIAD involves many groups that span the drug discovery, drug
development, and diagnostics continuum.

THERAPEUTIC RESEARCH IN
A C C E L E R AT E D D I S C O V E R Y

The Hereditary Neuropathy Foundation
Announces New Partnership With Acetylon
Pharmaceuticals To Explore Potential
Therapies For Charcot-Marie-Tooth Disease

TRIAD
THERAPEUTIC RESEARCH IN
A C C E L E R AT E D D I S C O V E R Y

BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

The Hereditary Neuropathy Foundation (HNF) is proud to
announce a new partnership with Acetylon Pharmaceuticals, Inc., a
leader in the development of selective histone deacetylase (HDAC)
inhibitors for enhanced therapeutic outcomes.
T H E R A P E U T I C R E S E Ato
R C HHNF’s
IN
As a supplement
long-standing collaboration with
A C C E L E R AT E D D I S C O V E R Y
University of Sheffield UK, Acetylon will provide an HDAC6
inhibitor compound for testing in a preclinical model of advanced
therapies for Charcot-Marie-Tooth (CMT), the most common
inherited peripheral neuropathy.
To date, HNF has committed $1.5 million to CMT research as
part of their Therapeutic Research In Accelerated Discovery (TRIAD)
program, which fosters collaboration among academics, government,
and industry to accelerate potential treatments for CMT.
In addition to the Acetylon partnership, HNF will continue to
approve expenditures to expedite the search for treatments and cures.
Dr. Andy Grierson, a group leader from the Sheffield Institute
for Translational Neuroscience (SITraN) at the University of
Sheffield UK, has developed a zebrafish model of CMT2A, the
fifth most common form of CMT. He is using this model as a
platform to test therapeutic compounds that could lead to
potential treatments for CMT patients.

TRIAD

Sean Ekins Chief Science Officer of HNF states:

“HNF recognizes the sense of urgency to get treatments to patients
and families as quickly as possible. Whenever possible, we try to
connect companies with researchers who are pushing the envelope
and trying to find potential treatments for CMT. Whether it’s a
focus on drug development, high throughput screens with FDA
approved drugs, or novel compounds that could lead to new targets,
we are constantly searching for ways to help accelerate this process.”
Allison Moore Founder and CEO of HNF states:

“In addition, HNF continues to support the development of their
patient-centered programs and support clinical trials. We are
committed to expanding our programs to facilitate the long process
of therapy development by identifying new endpoints for clinical
trials, providing robust patient data, supporting regulatory processes,
and completing human trials.”
ABOUT SITRAN – THE SHEFFIELD INSTITUTE FOR TRANSLATIONAL
NEUROSCIENCE (SITRANUK)

SITraN is a world-leading research center at the University of
Sheffield, purpose-built and dedicated to research into neurodegenerative diseases. The state-of-the-art research facility was opened in
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2010 by HM The Queen and uniquely allows the multidisciplinary
collaboration of clinicians, scientists, and health professionals to
develop new treatments for the benefit of patients.
TO FIND OUT MORE CLICK HERE
ABOUT ACETYLON

Acetylon Pharmaceuticals, Inc., based in Boston, Massachusetts, is a
leader in the development of novel small molecule drugs targeting
epigenetic mechanisms for the enhancement of therapeutic
outcomes in cancer and other critical human diseases.
The company’s epigenetic drug discovery platform has yielded a
proprietary portfolio of optimized, orally-administered Class I and
Class II histone deacetylase (HDAC) selective compounds.
Alteration of HDAC regulation through selective HDAC inhibition
is thought to be applicable to a broad range of diseases including
cancer, sickle cell disease and beta-thalassemia, and autoimmune
and neurodegenerative diseases.
Acetylon’s lead drug candidate, ricolinostat (ACY-1215), is a
selective HDAC6 inhibitor currently in Phase 2 clinical
development for the treatment of multiple myeloma. In 2013, the
company announced a strategic collaboration agreement with
Celgene Corporation, which includes an exclusive option for the
future acquisition of Acetylon by Celgene.
Acetylon’s scientific founders are affiliated with Harvard
University, the Dana-Farber Cancer Institute, the Massachusetts
General Hospital, and Harvard Medical School.
TO FIND OUT MORE CLICK HERE!

H.E.L.P. Card Party CMT2A Fundraiser
On Friday January 29, 2016 H.E.L.P. Fund supporters came together
for the 7th annual H.E.L.P. Card Party at Broken Sound Country Club,
Boca Raton.
Event hosts Iris and Nat Adler started the H.E.L.P. Fund (Help Elliot Live
Proud) back in 2007 to benefit CMT2A, in honor of their grandson
Elliot who lives with CMT2A.
The event kicked off with a scrumptious buffet brunch, followed
by an upscale boutique where guests could shop for upscale and
trendy jewelry, designer bags and clothing, fair-traded jewelry, and
other unique items.
Guests were also able to participate in numerous raffles, and bids
were placed on over 50 silent auction items.
HNF is proud to report that over $36,000 was raised for research for
CMT2A at this annual event!
Thank you to all the guests who attended, donations from friends that
were unable to come, and the businesses that so generously donated.

Iris Adler
BOARD MEMBER, HNF

1-855-HELPCMT (435-7268)
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A C C E L E R AT E D D I S C O V E R Y

TRIAD
THERAPEUTIC RESEARCH IN
A C C E L E R AT E D D I S C O V E R Y

HNF Partner Spotlight:
The National Organization
For Rare Disorders (NORD) &
Neurology Reviews

Over 7000 diseases are considered rare
in the US. Many of them present as
multisystemic disorders, making diagnosis
for health care professionals (HCPs) a
considerable challenge.
NORD has partnered with Frontline
Medical Communications, the parent
company of Neurology Reviews, to
address this challenge and help develop
innovative educational programs for
HCPs. This partnership is critical in
bridging the gap between HCPs and the
rare disease community.
The Hereditary Neuropathy Foundation has joined NORD and Neurology
Reviews in the joint mission to expedite
diagnosis and treatment for those living
with rare diseases, and provide HCPs with
the skills and tools they need to serve the
rare disease community.
HNF has launched the first comprehensive, online health care provider direc-

TRIAD

THERAPEUTIC RESEARCH IN
A C C E L E R AT E D D I S C O V E R Y

BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

The National Organization For Rare
Disorders (NORD) has served as a
resource for the rare disease community
for more than 30 years. NORD provides
the education, advocacy, and patient
care programs for those living with
rare diseases.
While great progress has been made,
NORD President & CEO Peter L.
Saltonstall cautions that people with rare
diseases often wait too long for an
accurate diagnosis and effective treatment.
The average time to diagnose a rare
disease is about 7 years.

tory for the hereditary neuropathy
community. HNF’s Health Care Provider
Directory enables patients to research and
find the HCPs who address the unique
needs and considerations of those living
with Charcot-Marie-Tooth (CMT) and
other Inherited Neuropathies (INs). Participating HCPs can utilize the directory
to find the information and resources to
better serve the CMT and IN community.
HNF is excited to be a part of the
ongoing effort to provide patients,
families, and HCPs the information and
resources they need to best serve and care
for the rare disease community.
PLEASE CHECK BACK, VETTED HCP'S ARE
ADDED DAILY CLICK HERE!
CHECK OUT HNF'S FEATURED REPORT IN RARE
NEUROLOGICAL DISEASE SPECIAL REPORT ON
PG'S 6-8
CLICK HERE!

It starts in infancy and lays dormant in the body until one day...
the symptoms start to appear.
Everything seems okay until your...

Feet

Muscles
are Wasting

Start to
Look Different
Ability to

Hold, Grasp &
Turn Things
is Lost

Balance
Becomes

Unstable
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Toes
Start
to Curl

Neuropathic

Pain

Shoes
Don’t Fit Well

Even if you are lucky enough to get a
proper diagnosis of this genetic disease,
there is no cure and it is progressive.
But HNF is on track to finding treatments
and cures.

1-855-HELPCMT (435-7268)
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Q
&A

Support Hereditary Neuropathy Research
by joining the Global Registry for
Inherited Neuropathies (GRIN)
VISIT: www.neuropathyreg.org OR CLICK HERE

with

Stephanie Gandomi
M.S., LCGC

of Invitae

BY JOY ALDRICH ADVOCACY DIRECTOR, HNF

Q: WHAT CAN GENETIC TESTING TELL ME?

Q: WHAT IS GENETIC TESTING?

A: 	Genetic testing can confirm the

A: 	Genetic testing analyzes your genes,

which are the instructions encoded in
your DNA. Your genes help determine
your hair and eye color, height, and
other physical traits that make you
who you are. Genetic testing looks
for variations in your genes that can
lead to disease. You or your healthcare
provider might consider genetic
testing for a variety of reasons, such as
confirming a disease you are suspected
to have or understanding the cause of a
disease that runs in your family.

Q: 	CAN MY FAMILY HISTORY TELL ME
THE SAME THING?
A: 	Family history can offer clues to your

future health. Collecting your family’s
medical history may help you identify
diseases you may be at risk for. Invitae
believes that capturing a complete
and accurate family history is critical
to interpreting genetic results. That’s
why we offer a free digital tool that
allows you to map out your family
medical history. Get started with your
own family history today.

diagnosis of CMT and simplify the
process by avoiding uncomfortable
and invasive procedures such as
electromyography and nerve biopsy. In
addition, early diagnosis can facilitate
early interventions such as relevant
therapies. Having a genetic diagnosis
may also help determine which
relatives are at risk, or even qualify
affected patients to enroll in certain
clinical trials.

includes genes that cause CMT disease
with dominant inheritance, recessive
inheritance, and X-linked inheritance,
as well as PMP22 deletions/duplications
and sequence variants associated with
hereditary neuropathies with liability
to pressure palsies (HNPP). This 32gene panel covers the most common
genes associated with CMT types 1, 2,
4, X, and dominant intermediate.
Q: HOW MUCH DOES IT COST?
A: 	Your insurance may cover the cost

of testing, and Invitae may be able to
offer testing at limited or no expense
to those who qualify for need-based
financial assistance.

Q: WHAT GENES ARE RELATED TO CMT?
A: 	To date more than 45 genes associated

with CMT have been identified. Across
all types of CMT, four genes account
for the majority of cases (50%-75%):
PMP22, MPZ, GJB1, and MFN2.
Other genes have been identified as rare
causes of CMT.

Q: WHAT CMT TESTS ARE AVAILABLE?
A: 	Invitae’s CMT testing options include

pre-curated gene panels as well as
the ability for a clinician to combine
multiple panels or easily customize a
panel to each patient. Invitae’s offering

Invitae believes in ethical and
transparent billing; their current
pricing options are:
●

●

• $475 per clinical indication for patient
pay; please see the Invitae website
for details.

• $950 per clinical indication for

institutions and distributors under
contract with Invitae and payers
who contract with Invitae under
certain terms.

(continued)

STEPHANIE IS BOARD-CERTIFIED BY THE AMERICAN BOARD OF GENETIC COUNSELING AND HAS
MORE THAN TEN YEARS EXPERIENCE IN RESEARCH, LABORATORY, AND CLINICAL PRACTICE. SHE
GRADUATED FROM BRANDEIS UNIVERSITY WITH HER MASTER'S DEGREE IN GENETIC COUNSELING,
AND IS AN ACTIVE MEMBER OF THE NATIONAL SOCIETY OF GENETIC COUNSELORS.
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Support Hereditary Neuropathy Research
by joining the Global Registry for
Inherited Neuropathies (GRIN)
VISIT: www.neuropathyreg.org OR CLICK HERE

Q&A with Stephanie Gandomi (continued)
• $1500 per clinical indication list price.
	 • Invitae also offers Medicare billing for

patients who meet certain criteria and
a Patient Assistance Plan (PAP) for
Medicaid, uninsured, and low-income
patients to remove financial barriers to
testing. In addition, if Invitae believes
that your out-of-pocket balance will
exceed $100, they will notify you.

Q: 	HOW DOES THE TESTING
PROCESS WORK?
A: 	Invitae wants to make the genetic test-

ing process as smooth as possible. Here’s
a quick overview of how it works:

1. Order your test: Work with your

healthcare provider to decide what
type of genetic testing may be right
for you.

2.	 Provide a sample: Once you and your

healthcare provider decide that genetic
testing is right for you, a blood
sample can be submitted for testing.
Invitae offers a convenient service
to have it drawn in your home at no
additional charge.

3. 	Get your results – and more: After your

for you, you can sign in to Invitae’s
online portal to check the status of
your test, access your results, and
explore helpful tools and resources.
On average, results are available three
weeks from the time Invitae receives
the sample.
Q: 	CAN MY FAMILY MEMBERS
GET TESTED?
A: 	I f you receive a positive genetic test

result from Invitae, family variant
testing can be used to identify other
family members with the same variant
and provide information about their
genetic risks. Invitae’s family variant
testing involves full analysis of the gene
in which the original family member’s
variant was identified. The report
will include the status of the familial
variant as well as any other diseasecausing or likely disease-causing
variant(s) identified in that gene.

	Family variant testing is provided to
eligible family members for just $200
per gene for each family member
tested. For more details, please visit the
Invitae website.

healthcare provider has ordered a test

Q: 	WHAT DOES INVITAE DO WITH
MY DATA?
A: 	Invitae’s mission is to improve the

quality of healthcare for billions of
people by bringing comprehensive
genetic information into mainstream
medical practice. Your genetic
information is incredibly valuable –
both for your health and for
accelerating the medical community’s
understanding of genetic diseases.
Invitae believes that individuals should
own and control their genetic
information. The company also
believes that genetic information is
more valuable when shared.

	Invitae actively collaborates with a
database called ClinVar. Patients can
also get access to important clinical
research by registering with one of the
groups listed on our website. These
patient registries seek to better
understand the associations between
genes and disease. Participation is
completely voluntary, and Invitae will
never share patient-specific health
information without permission. For
more information, visit Invitae’s
Privacy page HERE .

What it’s like to
live with CMT
Visit our website for your free copy of our latest Essential
Guide, What It Is Like to Live with CMT. Based on the findings
of the renowned Ph.D., Elizabeth Barrett and Dr. Carol
Birdsall, the booklet provides a moving and informative
account of the daily challenges and triumphs experienced
by people with CMT.
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“My determination has always been
stronger than my physical attributes.”
Jennifer Decker

Big Island Circumnavigation For CharcotMarie-Tooth Awareness
BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

Jennifer Decker is set to embark on the first
documented solo circumnavigation of the Big Island,
Hawaii by kayak. The journey will take 16 days and
course through 300 miles of the roughest waters
known in the Pacific Ocean. The Coast Guard and
volunteers will be monitoring her travels, and her
journey will be tracked by a personal GPS system.
As an experienced nurse, seasoned surfer, hiker,
scuba diver, and mountain climber, Jennifer is ready
to take this challenge head-on!
And Jennifer has CMT.
Her struggles with falls, sprained ankles, surgeries,
loss of hand dexterity, lack of sleep due to pain, and
the loss of sensation in her hands and feet due to CMT
have not stopped Jennifer from pursuing her dreams:
“My determination has always been stronger than
my physical attributes.”
She chooses to say she’s “living with” CMT.
Jennifer believes this mindset allows her to see CMT
as a blessing. She is grateful for every day she can
experience life on her own terms.
This journey, however, is more than just a
personal challenge for Jennifer.
Jennifer recently reached out to HNF to tell us
about her journey. She has established a GoFundMe
page to help raise awareness and funding for CMT,
with all donations going to HNF:
“My goal is to raise $10,000 for the Hereditary
Neuropathy Foundation which is dedicated to finding
treatments and a cure for those living with CMT and
inherited neuropathies.”
All of us at HNF are thrilled and honored to help
Jennifer achieve her goals. We are incredibly grateful
for her dedication to help raise CMT awareness and
support our research efforts.
Read more about Jennifer’s inspirational journey
and please consider making a donation on her
GoFundMe page:
CLICK HERE!

Mahalo!

Hot Topic In HNF’s Inspire Online Support
And Discussion Community: Hearing Loss
And Charcot-Marie-Tooth
BY JOY ALDRICH ADVOCACY DIRECTOR, HNF

For the past two years, the Inspire community
members have continued the discussion about hearing
loss and CMT. It’s remarkable how we can come
together and share the challenges we face and realize
we’re not alone.
Even more importantly, our collaborative voice
becomes stronger through community. Our shared
stories help show a connection between CMT and
the symptoms we experience, such as hearing loss.
Sensorineural loss, or hearing loss, can be
unilateral (in one ear) or bilateral (in both ears).
Hearing loss is caused by damage to the nerve
pathways from the inner ear to the brain, also known
as the cochlea.
Hearing aids work for some CMT patients with
sensorineural loss. Cochlear implants may be a better
choice for those with more severe hearing loss, or for
patients who no longer find hearing aids helpful.
While a hearing aid simply amplifies sound,
cochlear implants convert the sound to electrical
impulses that are then transmitted to the inner ear.
This process gives people the ability to understand
speech without having to read lips.
Most health insurance companies cover the cost
of the implants. An audiologist associated with a cochlear implant clinic should be seen for an evaluation.
HNF is interested in learning more about the
causes of hearing loss and collecting data on what
forms of CMT affect hearing. If you are a CMT
patient experiencing hearing loss, please consider
joining HNF’s patient registry GRIN. Your
information will help advance the research that could
lead to future treatments and cures.
YOU CAN JOIN THE REGISTRY HERE:
CLICK HERE!

You can also email us at info@hnf-cure.org with any
questions or comments. And please join us in our
Inspire Community. We’d love to hear from you!
CLICK HERE!
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MEET
MOLLY:
A T RUE CM T WA R R IOR

BY KASSANDRA E. 2016 TD BANK FIVE BORO BIKE TOUR, TEAM MEMBER

Kassandra is riding in the TD Bank Five Boro Bike Tour to
support her friend Molly and help HNF raise funds for CMT
research. She loves new experiences and is ready to tackle all 5
boroughs in one day by bike! Her sister Faith is riding by her side
in support of CMT awareness and research.
Kassandra is a first time mother of a 3 month old, and just
moved to Brooklyn to be closer to her family. Not quite used
to the winters here, she and her family are looking forward to
spring and spending more time outdoors!
In show of her support for Molly who’s living with CMT,
Kassandra generously shared the story of their friendship with us:
I met Molly while living abroad in Tel Aviv, Israel. She just
moved there and reached out to me to write for a foodie website
I was running at the time.
We shared a lot in common and became fast friends.
When I met Molly, I didn’t really notice anything out of the
ordinary about her. After a nice meal out at a café, we got up
to walk away together. While chatting, I looked back over my
shoulder and saw Molly still trying to navigate past the maze of
chairs and tables. I thought perhaps she was a bit frail, but didn’t
focus on it. After meeting Molly a couple of times, I got the
courage to ask as politely as I could the name of her condition.
I don’t want to tell Molly’s story for her, but from what I
understand is that living with CMT comes with adversities way
beyond the physical challenges.
Molly’s come a long way in her confidence and compassion
with others since we’ve met. Over the years of being treated
differently, it was sometimes hard for Molly not to be judgmental
of people. It was tough for her to determine if people were being
genuine with her, or treating her a certain way once they saw her
hands or the way she walked.

8
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Although I can only begin to understand what it’s like to live
with CMT, when I see an uneven sidewalk, or steps with no
ramp, I wonder how hard it would be for Molly or others.
And that makes me angry.
Many people don’t know how to react when they see Molly.
She’s not obviously handicapped, but after a few minutes you
realize she has a condition. People are naturally curious and don’t
always know how to go about treating her.
Molly doesn’t want sympathy or to be treated differently. She
wants to live her life as comfortably as possible, like everyone
else. Even a stranger who is too willing to help or draw attention
to her condition is not always welcome. Molly has let me help
her in all kinds of ways, both physically and emotionally. She
has let me be there for her in ways few friends can. But what
I’ve taken away from our relationship is the ways she’s helped me
understand the pinnacle of human compassion.
Molly has overcome extraordinary circumstances, and not just
those she was born with. She faced challenges such as moving her
entire life abroad, learning a new language, and making her way
in a foreign country. I am so proud and in awe of how far Molly
has come in her self-exploration and compassion with others.
Having Molly by my side has affected the way I treat other
people, with or without a condition. I really take into account
that each person has a story, whether on the surface or not.
Every face you see on the street has a story you couldn’t
even imagine.
On May 1, 2016 I will participate in the TD Bank Five Boro
Bike Tour in honor of Molly. I am in admiration of her as my
friend and want to make a difference for CMT. Please consider
helping Molly and all the others CMTers by donating to my ride.
DONATE HERE!

1-855-HELPCMT (435-7268)
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Events
UPCOMING EVENTS
Save the date

4/21

4/23

5/01

Casino Night
Thursday, April 21, 2016
Strathallan Rooftop Hotel
Rochester, New York

Jillian’s Cure Super
Hero 5K
Saturday, April 23, 2016
Columbia, South Carolina

TD Bank Five Boro
Bike Tour
Sunday, May 1, 2016
New York, New York

Casino Night CMT6 Fundraiser

The Friends of Zach are proud to help
make a difference in the life of Zach
Houliares and others like him by raising
awareness and money for CMT6 research,
a rare neuromuscular disease.
To help find a cure for this debilitating
disease, The Friends of Zach are hosting
a casino-style fundraiser on April 21st at
the Strathallen Hotel in Rochester,
New York.
The highlights of the evening will be
casino-style gaming tables, Kenny Chesney
Signature Rum, Genesee Beer, and the
many wonderful raffle items.
PLEASE JOIN US FOR A FUN-FILLED EVENING.
REGISTER HERE!

Jillian’s Cure Super Hero 5K: Help Save Children With Optic Atrophy
Come join us on April 23, 2016, for Jillian’s Cure Super Hero 5K event in
Columbia, SC.
Jillian’s Cure was founded by Carolyn Nava, after her daughter Jillian was diagnosed
with Optic Atrophy/Optic Neuropathy: a rare inherited neuropathy with no effective
treatments or cures.
Also known as autosomal dominant optic atrophy (ADOA) plus syndrome, ADOA is
considered to be the most common inherited optic neuropathy.
At 5 years old, Jillian is rapidly losing her vision and hearing due to this rare, inherited
neuropathy.
Jillian’s Cure Super Hero 5K event is your chance to participate in building awareness
and raising research dollars to help find a cure for children with optic atrophy.
EARLY BIRD REGISTR ATION IS OPEN NOW!
REGISTER HERE!

Not local, but still want to join the 5K? You can run virtually from anywhere.
Come join the conversation on Facebook HERE !

hnf-cure.org
401 Park Avenue South, 10th Floor
New York, NY 10016
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Hereditary Neuropathy Foundation
@CMTNeuropathy
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