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HNF Centers of Excellence:
Hubs for CMT/IN Patient
Care, Research, Community
Engagement, and Education

have these premier Centers and their
leading experts in partnership with us to
improve the future for people with
inherited neuropathies.”
Currently, the following ten institutions
have received HNF COE designation:

BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

• Brigham and Women's Hospital
(Boston, MA)
• Cedars-Sinai Medical Center
(Los Angeles, CA)
• Columbia University Neuropathy
Research Center (New York, NY)
• Hospital for Special Care
(New Britain, CT)
• Saint Louis University Medical Center
(St. Louis, MO)
• Saint Luke's Rehabilitation Institute
(Spokane, WA)
• University of Florida College of
Medicine (Gainesville, FL)
• University of Kansas Medical Center
(Kansas City, KS)
• University of Miami-Miller School of
Medicine (Miami, FL)
• University of Minnesota Medical School
(Minneapolis, MN)

The Hereditary Neuropathy Foundation
(HNF) proudly announces its new national
network designating medical Centers of
Excellence (COE) for the hereditary
neuropathy patient community. The
designated COEs demonstrate strengths in
providing excellence in clinical care and
research, and will collaborate with HNF to
expand their role as CMT/IN patient
community hubs for clinical care,
community engagement, research, and
training/education.
HNF’s COE program was initiated to
meet the challenges the CMT and IN
communities face when trying to find and
gain access to the proper medical care and
treatment unique to their needs.
Allison Moore, HNF’s CEO and
Founder, states:
“HNF's primary goal for the HNF
Centers of Excellence (COE) program and
designation process is to ensure that care
access and processes result in positive
outcomes for each individual patient's
clinical experience. We are honored to
1

With the recent implementation of
clinical trials for CMT and HNF’s goals to
(continued at bottom of page 2)
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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.
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NORD Supports Natural History Study
The National Organization For Rare Diseases (NORD) recently
announced the twenty rare disease patient groups selected to
develop natural history studies, supported in part by a cooperative
agreement with the U.S. Food and Drug Administration (FDA).
The Hereditary Neuropathy Foundation is proud to be included
among leading rare disease groups, as we collectively aim to fill the
research gaps to better understand how these rare diseases progress
over time.
With nearly 7,000 rare diseases and disorders, 95 percent of
which have no treatment, a collective initiative is needed to help
researchers and drug developers eliminate the obstacles they face in
finding treatments. Small patient populations, lack of data, unclear
clinical endpoints, and clinical trial enrollment and retention make
finding treatments for rare diseases especially challenging.
NORD created the Natural History Study platform to help
meet these challenges head-on.
Natural history studies are studies that follow a group of people
over time who either have, or at risk of having, a specific medical
condition or disease. Natural history studies of rare diseases can
produce the vital information needed for clinical trial design.
Information such as biomarkers, demographics, clinical symptoms,
genetic and environmental variables, and patient perspectives are
essential to helping researchers better understand disease progression.

Peter L. Saltonstall NORD President and CEO states:

“Our goal is for the 1 in 10 Americans with rare diseases, most
of whom are children, to have a treatment and cure, and we
developed NORD’s Natural History Study platform to eliminate
challenges standing in the way of that target.” Saltonstall continues:
“NORD’s Natural History Studies project empowers patients
and families to help eliminate some of the ‘I don’t know’ in rare
disease research, making way for progress.”
According to NORD, the groups were selected by a
competitive application process reviewed by an internal committee.
Representative diseases must have diagnostic challenges, limited or
no research, and cover a broad range of symptoms and medical
specialties, including neurology, cardiovascular, musculoskeletal,
immunology, and endocrinology. Selected organizations are all
members of NORD.
HNF is excited to be a part of NORD’s Natural History
Studies Project. Follow us on the HNF Facebook Page or sign up
for our CMT Update newsletter to stay current on the latest
developments of this initiative.

The NORD/FDA program is complimentary to our Global Registry for Inherited Neuropathies (GRIN), which everyone with CMT should join to help us in
all of our CMT research efforts. This new Natural History Study supports the ultra-rare forms of CMT and related INs and gives a greater voice to those
particular patients and their families. With NORD's help, we hope to find and identify more families to participate in these critical studies.

Research In America
The Hereditary Neuropathy Foundation is pleased to be accepted
as a member of Research America.
Research America is the nation's largest non-profit public
education and advocacy alliance, helping to raise awareness of the
health and economic benefits of medical research.
HNF’s CEO and Founder, Allison Moore met with Research
America’s CEO Mary Wooley at an event and as fate had it, the
serendipitous encounter was in the ladies room!
Mary is a dedicated advocate for advancing the medical, health,
and scientific research among decision makers. With Mary’s

connection and reach to the public, Allison knew HNF needed to
be a part of the fight for medical progress for disabling and life
threatening diseases.
HNF officially became a member on Feb 12, 2016 and is proud
to join the list of some of the most prestigious non-profits in the
U.S. We look forward to helping support the initiatives for change
and progress for all humankind dealing with health disparities
and disease.

(continued from page 1)

support more clinical trials in the next 2-5
years, creating a geographically diverse
network of local and/or regional clinical
centers is critical to the success of current
and future clinical trials. Moore adds:
“This new network will have the
possibility to be mobilized and enroll
rapidly in new clinical trials—which will
ultimately save time and improve the
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chances of giving patients the therapies they
currently do not have.”
To support COE’s role in community
engagement, Centers can participate in
HNF’s new patient-focused CMTConnect™ educational program, aimed at
bringing wellness and empowerment
workshops to local patients and their
families. These programs launched this

April/May in New York City, Holbrook,
NY and Rochester, NY. See page 4 for
more information on CMT-Connect™.
FOR MORE INFORMATION ON OUR COE
PROGRAM AND HOW YOU CAN GET INVOLVED
CLICK HERE!
OR EMAIL US AT INFO@HNF-CURE.ORG.

We look forward to hearing from you!

1-855-HELPCMT (435-7268)
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HNF —

Patient-Centered
Research Outcomes Summit
New York City, October 6, 2016

BY COURTNEY HOLLETT FUNDRAISING COORDINATOR, HNF

The Hereditary Neuropathy Foundation is proud and honored
to conduct the first year Patient Centered Research Outcomes
Summit (PCROS) at 3 West Club in New York City on October
6, 2016. With partial support from PCORI’s Eugene Washington
PCORI Engagement Award, PCROS is an innovative event led
by patients and stakeholders.
The mission of the summit will be to discuss current research
and identify gaps in the field of Patient-Centered Outcomes and
Comparative Effectiveness Research (PCOR/CER) for the
Charcot-Marie-Tooth (CMT) and Inherited Peripheral
Neuropathies (IPN) Communities. This ground-breaking summit
will include patients with all forms of IPNs, caregivers, clinicians,
researchers, funding agencies, and industry to discuss the barriers
and opportunities impacting the translation of patient-reported
outcomes into objective measures.
PCROS will focus on putting the unique voices of patients,
families, and advocates at the center of the research process from
topic generation to dissemination, and the implementation of
results to share with the CMT and IPN communities.
Allison Moore Founder and CEO of HNF states:

“HNF believes that patients and advocates working alongside
funded scientists and clinicians will lead to the identification of the
critical issues and gaps to further enhance PCOR. This may enable
developments that are most likely to show direct benefit for
patients to move research toward a more patient-centric approach.”
In addition, patients will have the chance to hear the latest in
research developments, participate in panel discussions with
clinicians, and voice their needs and priorities in regards to research
and treatments.
Joy Aldrich HNF’s Advocacy Director and CMT patient states:

“This Summit provides a unique opportunity for those living with
CMT and IPNs to meet researchers (and vice versa) who are
working hard to understand and find treatment for our disease, but
maybe they've never actually met someone with our disease. As
patients we will also have the chance to set the course of research
and treatment based on what we want and need, not what they
think we need.”
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PCROS is developing an exciting agenda which you don’t
want to miss. Check out some of the innovative and progressive
topics covered at this landmark event:
• “The Fearless Caregiver”: The role of the caregiver’s voice in
patient-driven research.
• Gaps in available Patient Reported Outcomes and barriers to
therapy development.
• Patient engagement advocacy.
• How The Standard of Care and Clinical Outcome Measures
impact the patient and future research.
• The pros and cons of participating in clinical trials.
• Creating one patient voice among all stakeholders.
• Genotype and Phenotype: Managing symptoms and the role of
researchers and clinicians.
• “The High-Arched Foot”: The disease state of awareness
challenge.
• Personalized exercise prescription for patients.
• Pharnext Update On Phase 3 PXT-3003 Clinical Trial.
The success of this summit not only relies on the participation
of patients, speaker, and stakeholders, but on the involvement and
visibility of sponsors to support our event.
We are currently accepting applications for sponsors for
PCROS. It’s never too early to become a sponsor and be part of
this historic event in the CMT and IPN communities.
HNF is offering five levels of sponsorship. Each level provides
the sponsor with opportunities for print and digital advertising,
social media mentions and display, and Summit registrations.
Higher level sponsors will also receive additional signage and
speaking opportunities.
If you are interested in becoming a PCROS sponsor, please
contact us at cmtsummit@hnf-cure.org. We’d love to hear from you!
TO STAY UP-TO-DATE ON THE LATEST SUMMIT INFORMATION
CLICK HERE!

All of us at HNF are looking forward to meeting you at PCROS
this fall!

1-855-HELPCMT (435-7268)
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BIO CEO
& Investor
Conference
BY SEAN EKINS CSO, HNF

In early February, HNF was invited to present at the BIO
CEO & Investor Conference. This event is an extensive
networking and “deal-making” conference for large and small
biotechnology companies.
HNF’s CEO and Founder Allison Moore and HNF’s CSO
Sean Ekins attended, networking with dozens of different
groups from academics, to biotechs, and beyond. Sean presented
“Working Towards A Cure”, describing CMT and HNF’s
mission. This presentation was designed to raise awareness
for our global research partners in the TRIAD program. In
particular, the presentation focused on the partnership with
Pharnext and the recent announced partnership with Acetylon.
Sean also described some of the important early stage work
HNF supports on animal models for CMT, as well as early
stage preclinical screens and innovative approaches. With our
collaborators, HNF is helping to create translational research
assets that can help accelerate CMT research.

Sean discussed other HNF initiatives including the Global
Registry for Inherited Neuropathies (GRIN) and the CMT
Inspire online support community. HNF’s upcoming Patient
Centered Charcot-Marie-Tooth Summit partially supported
from PCORI’s Eugene Washington PCORI engagement
award conference was introduced and some of the areas HNF
is interested in addressing in the future. The presentation
concluded with suggestions on how biotech companies could
partner with HNF.
Outside the conference, Allison and Sean met with
employees of BIO. They were inspired by our support of rare
diseases and suggested increased interest in raising visibility for
CMT in the future.
Later in the year, HNF will be attending the national BIO
meeting held in San Francisco. Stay tuned for our update in
future CMT Updates!

BIO INTERNATIONAL CONVENTION

June 6-9, San Fransisco, CA

If any companies or scientists would like to meet with us to discuss their science or hear more about what HNF has
to offer them we would be happy to schedule a time. Our calendars are filling up quickly so please let us know
ASAP. You can email: allison@hnf-cure.org

TRIAD: 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.
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C M T- CON N E C T ™

EMPOWER. EDUCATE.
CONNECT.
BY COURTNEY HOLLETT FUNDRAISING COORDINATOR, HNF

CMT-Connect™ is HNF’s new patient-focused initiative
providing educational workshops aimed at bringing wellness
and empowerment to local patients and their families. These
programs launched this April/May in New York City, Holbrook,
NY and Rochester, NY.
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.
HNF would like to introduce the community to CMTConnect™ moderators Estela Lugo and Kristin Gelzins. Both
are CMT patients and have graciously committed their time and
experiences to bring this new initiative to the CMT community.

“Women Who Make Beautiful Things” in “O” Home Magazine.
Soon, her business, ONE Décor, was picked up and listed on
online Roommates Peel and Stick Décor.
Estela discovered HNF while researching CMT online.
She reached out to HNF’s CEO & Founder Allison Moore to
congratulate her on her work with the HNF website. Moore
invited her to join a forum in Manhattan, and since that
meeting, Estela has been a valued and inspiring member of
our community.
Let’s hear more from Estela and how she became involved
with CMT-Connect™:
Q: Where did the inspiration for CMT-Connect™ come from?
A: 	Allison Moore pitched the idea to me over dinner this winter...

I was in from the start!

Q: How has your life been affected by CMT?
A: 	Every aspect of my life has been affected, but not necessarily in a

negative way. I owe many of my blessings to CMT.

Q: Can you give our community an idea of the workshop format?

Estela Lugo

A: 	We will be providing a mix of medical, fitness, community, and

educational support for anyone who's life is affected by CMT.

Q: W hat makes CMT-Connect™ workshops unique?
A: 	We are not looking to create another support group. Our

Estela was diagnosed with CMT when she was just 4 yearsold. She resides on Long Island, NY, where she lives with her
husband Pete, their 10 year-old daughter Anabella and 8-year old
son Devin, both CMT-free. Estela also has a sister Melissa, who
has CMT.
She’s an avid yogi, and enjoys design and photography. She
credits yoga as “the best thing I've ever done for my CMT.” Estela
wrote an article about her experience with yoga published by
Elephant Journal: Things Yoga Taught Me Through my Disability.
Estela is a 2001 graduate of Manhattan’s Fashion Institute
of Technology (FIT), and began designing furniture and wall
décor after graduation. In 2008, she was named one of Oprah’s
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goal is to empower patients and caregivers with the latest
research, resources, tools, and networking events to improve
our quality of life and return a sense of control. We want to
give power back to our community by providing a continuous
conversation with industries on the front lines of research
and technology.

Q: W
 hat are your goals for patients and caregivers through
these workshops?
A: 	We want to connect patients and caregivers directly with

medical professionals, researchers, fitness instructors, holistic
providers, donors, and innovative product designers to
accelerate clinical trials and treatment.

(continued on next page)

1-855-HELPCMT (435-7268)
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Q: 	W hat do you see in the future for CMT-Connect™?
A: 	I see CMT-Connect™ providing a ground-breaking platform

for patients and caregivers to voice their concerns and needs
to a wide spectrum of industry providers. I envision us as
placing a giant mega-phone to the voices of our community
and bridging gaps through emerging technology and research.

and the right tools so they can lead the fullest life possible.
I believe we’re doing that and will be providing a service to
the CMT community that’s a bit different than the norm by
giving everyone the tools and education they need to bring
into their daily lives.
Q: 	H ow has your life been affected by CMT?
A: H aving CMT myself, it’s always been a struggle to maintain

Kristin Gelzins

balance in my life: the constant changes with the progression
of CMT and my drive to do more for my family and
the CMT community. I will be able to bring a unique
perspective to the table, not only as a social worker but as a
patient who’s been there.

Q: 	C an you give our community an idea of the workshop format?
A: 	T he workshops will focus more on a holistic approach;

Kristin is from Long Island NY, where she lives with her
husband and 4 year-old son. Kristin wasn’t diagnosed with CMT
until her late twenties, but experienced severe CMT symptoms
and underwent bilateral hip replacement in the years prior to
her diagnosis.
Even though Kristin uses a wheelchair to get around, that
doesn’t stop her from being active. During the warmer months,
she enjoys kayaking with her family, going on nature walks, and
riding bikes with her son. She loves being outdoors, swimming,
and strives to give her son the life she believes he deserves.
Having a disability pushes her harder to ensure she can give him
the kind of life she’s always envisioned for him.
Let’s learn more about Kristin and what she hopes for
CMT-Connect™:
Q: 	W here did the inspiration for CMT-Connect™ come from?
A: 	I really wanted to provide people with CMT and their

providing support, proper education, and positive coping skills
while integrating numerous approaches of exercise and proper
nutrition. Everyone will have the opportunity to discuss their
feedback in future sessions.

Q: 	W hat are your goals for patients and caregivers through
these workshops?
A: 	I look forward to giving patients new coping skills and

tailored activities that can be adapted for all kind of abilities
and education/ support for their caregivers.

Q: 	W hat do you see in the future for CMT-Connect™?
A: 	I look forward to starting in NY and eventually branching

out to other states to offer the same kind of approach to
patience all over the US.

WANT TO PARTICIPATE IN A HNF CMT-CONNECT™ WORKSHOP IN
YOUR AREA? CLICK HERE
OR EMAIL US AT CMTCONNECT@HNF-CURE.ORG!

caregivers something different, something to look forward to,

“
6

I want to thank everyone who attended the CMT-Connect Workshop in New York
City on April, 28, 2016. We’re off to a fabulous start with this program, and we
appreciate the discussions, sharing, and feedback from all the participants. This is
the beginning of great things to come! HNF is looking forward to bringing you
more opportunities to connect with each other and with specialists who can share
helpful and insightful new approaches for managing life with CMT. With your
continued participation and support, we’ll keep refining the workshop model to
meet your needs. We will develop modules that others can use across the country as
CMT-Connect rolls out into your local communities!

SPRING 2016
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Support Hereditary Neuropathy Research
by joining the Global Registry for
Inherited Neuropathies (GRIN)
VISIT: www.neuropathyreg.org
OR CLICK HERE!

Ways Participating in GRIN Helps
Support CMT/IN Research
BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

Why should you join GRIN?

4. Researchers can study why individuals have different symptoms.

It’s pretty simple.

5. S
 cientists can learn about phenotype/genotype relationships,
and how a particular mutation type can lead to different or
unique symptoms.

Without you, researchers won’t have the essential patient
information to develop the drugs, gene therapy, and clinical trials
for Charcot-Marie-Tooth and other Inherited Neuropathies.
HNF’s Global Registry for Inherited Neuropathies (GRIN)
is one of our initiatives that supports our commitment and
dedication to developing treatments and discovering cures for
CMT and other INs.
The registry collects the historical, clinical, and genetic
information on patients diagnosed with CMT and the various
forms of INs to help advance therapy development for these
debilitating disorders.

How does your participation in GRIN help researchers?
Here are top ten ways your participation in GRIN helps accelerate
research and bring us closer to finding a cure for these diseases:
1. Y
 our detailed clinical and genetic information will help
researchers develop drugs, gene therapy, and clinical trials.
2. S
 cientists can learn which genetic modifiers might mitigate the
disease using your patient information.
3. A
 s our registry grows, we gain exponentially wider visibility
for researchers into the CMT community and allow more
precise targeting of specific conditions.
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6. P
 articipation in the registry helps researchers learn how future
treatments work or don’t work for a given patient population.
7. S
 cientists can use tissue samples from registrants who consented
to be contacted for such purpose.
8. R
 esearchers can collaborate with medical professionals to improve
how they address the various symptoms for CMT/IN patients.
9. R
 esearchers can collaborate locally and globally to speed up
research processes.
10. A
 s a registrant, you will be informed when you may be
eligible for clinical research studies (clinical trials).

Ready to join?
Anyone diagnosed with Charcot-Marie-Tooth or a related
inherited neuropathy can join our registry. Your information is
always kept confidential: only approved PI's and registry personnel
can see your information.
If you are interested in joining our registry, there is no better
time than right now. Come join GRIN and be on the front lines
to help find the treatments and cures for all inherited neuropathies.
CLICK HERE! WWW.NEUROPATHYREG.ORG

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

with

Monica Engle

Q: 	When were you diagnosed with CMT?
What type do you have?
A: 	I was diagnosed very early in my

childhood. Because both my dad and
sister also have CMT, my parents could
tell when I was about 2 years-old that
I had started to show signs of CMT. I
received my first pair of AFO leg braces
at the age of five, and I loved feeling
steady on my feet for the first time
(and that my Pocahontas velcro shoes
fit over them perfectly). I never had
any genetic testing done, although it’s
definitely something I would like to do
as an adult.

Q: D
 o other members of your family
have CMT?
A: 	I have many family members with

CMT, which makes living with this
disease a whole lot easier. My paternal
grandpa, my dad, an aunt and uncle,
two cousins, and my older sister all have
CMT. Being surrounded by people who
truly understand the day-to-day struggle
is invaluable and a gift. When you
come from a place of deep communal
understanding, it’s easier to find levity and
humor, which I find is good for the soul.

Q: 	What are the challenges you face
with CMT?
A: 	There are, of course, the everyday

physical struggles of CMT. From the
moment I transfer from my bed to my
wheelchair, there are a barrage of tasks

CMT Patient

made more difficult because I can no
longer walk and have limited use of my
hands. But more than that, I face the
emotional challenges of feeling older
on the outside than I am on the inside.
Being a young person in a body that
doesn’t work the way it should sometimes
makes me feel trapped. That’s something
that I try to work through daily.
Q: 	How has CMT changed your life?
A: 	I can’t remember a time before CMT,

but it’s definitely shaped my life in
many ways. I think having no choice
but to sit on the sidelines for much of
my childhood and adolescence has made
me a more creative and empathetic
person. I also think that anyone with
CMT would tell you that it makes you
resilient. I understand that I could wake
up tomorrow and the nerves in yet
another finger could be useless; I would
have to find a different way to hold
my makeup brushes or stir my coffee,
but I would figure it out and move on.
Having this degenerative disease teaches
you how to pick yourself up by your
brace straps and keep going, because
you have to.

Q: 	What advice can you give to others that
are affected with CMT?
A: Don’t let CMT be all that you are.

It’s easy to turn to anger and bitterness
when you see your peers doing things
that you could participate in if it wasn’t
for those three little letters, but don’t

give into that. Instead, try to take stock
of the good in your life. When I watch
dancers leaping and spinning across a
stage, I wish I knew what it felt like and
that I could do it, too. But then I think
to myself about the things I can do well,
like singing or writing, and instead of
that jealous feeling snaking its way in, I
feel grateful. I think it’s totally normal
to have “why me” days, but don’t let
that be your whole life. Because this
is it, the only one we have. And I just
think it would be a waste to spend all of
it feeling angry when there’s so much to
be grateful for.
Q: 	What’s a favorite quote of that you
think of often?
A: 	I don’t have a quote by anyone famous,

but definitely someone fabulous. My
mom always said, “Don’t say ‘I can’t’”
while I was growing up, and it used
to make me furious. Anytime I was
ready to give up on whatever physical
exertion I was trying, the words “I
can’t” would barely slip from my lips
before she cut me off. I would want to
yell back, “But I really CAN’T!” But
now I hear her refrain echoing in my
head, and it’s encouraging instead of
enraging. Because really, she was telling
me, “Don’t give up. Find a different
way.” And that’s what I live by. I may
have to open things with my teeth,
but I can do it. I may have to use a
wheelchair to be mobile, but I can do
it. And I may have to live my entire life
with this disease, but I can totally do it.

TELL US LITTLE BIT ABOUT YOURSELF:

I’m 26 and have lived in Muncie, Indiana my entire life. I got married last June to my best friend, Alec,
on the seventh anniversary of our first date! I love just hanging out at home with him and our miniature
dachshund, Murphy Longbottoms. I’ve worked at a library for nine years now, so reading is a big part of
my life. I also love to write and sing, and do both as much as I can.
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Community

Legacy Planning and HNF:
Give the Gift of a Lifetime
BY COURTNEY HOLLETT FUNDRAISING COORDINATOR, HNF

Have you considered legacy planning?
Legacy Planning allows you to efficiently pass assets
to others upon your passing. While end-of-life issues
are never easy to think about, legacy planning is a key
part to ensuring your family’s resources. It’s also a way
to pass along your values and support the causes you
care about.
The Hereditary Neuropathy Foundation offers you
the opportunity to plan a gift through your estate, life
insurance, will, or retirement plans, to help achieve
your philanthropic goals and ensure that our mission
at HNF will continue. Legacy planning does not
require an immediate change to your current spending
or savings.
You can support HNF with legacy planning
through the following ways:
	Will & Living Trust: HNF will receive the
bequest you specify in your will or trust.
	Retirement (IRA’s, Annuities, 401K): Naming
HNF as the beneficiary of your plan, the assets in
those plans will pass directly to our foundation.
	Life Insurance: As a beneficiary (or partial
beneficiary) of your existing life insurance policy,
the policy amount will pass directly to HNF.
	Personal Property: You can transfer a valuable
painting, or other personal property such as
automobiles or collectibles, for an immediate tax
deduction of the appraised value of the gift(s).
	Real Estate Gifts: You can deed a home or
vacation property to HNF. You can continue to
use the property rent-free, then ownership passes to
the foundation when you no longer need it.
	Income Producing Gifts: Multiple types of
trusts can be designed to provide income to you
now, with the balance directed to the Hereditary
Neuropathy Foundation. Consider choices such as
Charitable Gift Annuities, Charitable Remainder
Trusts, Charitable Lead Trusts, Deferred-payment
Gift Annuities, and other estate planning options.
WE HAVE INCLUDED EXAMPLES OF THE LANGUAGE AND
TERMS THAT YOU CAN USE FOR YOUR LEGACY PLANNING
HERE: CLICK HERE

If you would like more information or have questions
on how you can get involved in legacy planning with
HNF, please contact COURTNEY@HNF-CURE.ORG or call
212-722-8396.
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Community Spotlight on Melissa Guillen:
Bringing CMT-Connect™ to Oklahoma
BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

HNF is proud to introduce Melissa Guillen to the CMT
community. Melissa is an inspiring and courageous
CMT patient who wants to make a difference for
herself, her family, and her local community by bringing
a CMT-Connect™ workshop to Tulsa, Oklahoma.
Let’s learn more about Melissa and how she plans to
help raise awareness for CMT through our workshops:
Q: 	Tell us a little bit about yourself...
A: 	I’m 33 years-old, born and raised in California,

and currently reside in Tulsa, OK. I have two
beautiful sons Alejandro, 12, and Jose Luis, 15. I
am the youngest of a large family and carry close
relationships with all my siblings.

	I work as an Administrative Assistant for
Environmental Health Services at Tulsa CityCounty Health Department. I’ve earned my
Associates degree from Tulsa Community College,
and about to complete my second Associates. This
spring, I plan to start working on my Bachelor’s
degree from Oklahoma State University.
	I love to travel! I recently traveled to Europe for a
month and got to see so many countries that were
on my bucket list. My son Alex and I are starting
to plan another trip to Spain and Portugal.
Q: 	When were you diagnosed with CMT? What type
do you have?
A: 	I wasn’t diagnosed with CMT through genetic

testing. I was evaluated by a doctor who knew of
my older sister’s condition, and told me that I had
the same disorder.

(continued)
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Q: 	Do other members of your family have CMT?

Q: 	What’s a favorite quote that you think of often?

A: When my oldest son was showing obvious

A: “Cowards die many times before their deaths;

symptoms of CMT, I knew I had to take him to a
specialist and get him diagnosed to get the proper
information on physical therapy or any medical
options. CMT is widespread throughout my family.
All my siblings from my mother’s side, except one,
exhibit CMT symptoms and characteristics. Most
of my nieces and nephews are showing signs and
some have already been diagnosed with CMT
through neurologists.

Q: 	What are the challenges you face with CMT?
A: The biggest challenge I face is lack of balance,

frequent ankle injuries, and the progressive
neuropathic symptoms.

Q: 	How has CMT changed your life?
A: I don’t know how to live without CMT. I’ve

always had this condition and it’s a part of me that
has made me stronger in other areas of my life.

Q: 	What advice can you give to others that are
affected with CMT?
A: CMT may keep us from being professional athletes

or even everyday runners, but it won’t keep us out
of the race of life. At the end of the day, life is a
race and we are moving forward.

Q: 	How did you learn about The Hereditary
Neuropathy Foundation and CMT-Connect™?
A: I like to read up on CMT just to be aware of

symptoms and the latest information. I stumbled
upon an article and subscribed to a few newsletters,
including HNF’s newsletter. HNF has opened
my eyes to so many things. Before reading these
‘emails’ I didn’t know anybody else like me. Now
I feel like our family isn’t alone. It’s such a relief to
know there’s a movement going on for us.

Q: 	What inspired you to start a CMT-Connect™
workshop in your community?
A: For the same reason of feeling alone in this race

without support from non-relatives on everyday
battles. I want others to feel supported and become
aware of CMT. I want people to feel comfortable
and know that living with CMT can encourage us
to fight harder.

Q: 	What do you hope people learn from attending the
workshop?
A: 	I believe that a workshop would personally help me

in learning about the latest medicine, therapies, and
types of CMT. Not to mention the new friends
and networking that a workshop like this could
bring to our community.
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The valiant never taste of death but once.”
William Shakespeare.

Melissa is one of the valiant indeed!
We’re thrilled to see Melissa and her local community
spread CMT awareness and build a strong network
of support and education for patients, their families,
caregivers and healthcare professionals.
IF YOU’RE INTERESTED IN PARTICIPATING OR STARTING A
WORKSHOP IN YOUR AREA, CLICK HERE!
OR CONTACT US AT CMTCONNECT@HNF-CURE.ORG

NORD Partners with The Hole in the
Wall Gang Camp for First-Ever Rare
Disease Family Camp
BY JESSICA ROBERTS MARKETING DIRECTOR, HNF

Have you considered legacy planning?
The National Organization For Rare Disorders
(NORD) has partnered with The Hole in the Wall
Gang Camp on the first-ever rare disease camp to
be held in Connecticut, June 2-5, 2016. NORD has
served as a resource for the rare disease community
for more than 30 years, providing the education,
advocacy, and patient care programs for those living
with rare diseases.
Founded in 1988 by Paul Newman, The Hole
in the Wall Gang Camp provides “a different
kind of healing” to more than 25,000 seriously ill
children and family members every year without
charge. Their mission is to ensure that every
child, no matter their illness, can participate in the
transformative experience and create the memorable
friendships that come with attending camp.
NORD is working with The Hole in the Wall
Gang Camp to host the first Summer Family Camp
for 25 families impacted by rare diseases in the
Northeast Region of the U.S. Families located in
the Northeast Region of the U.S. are encouraged
to apply!
You will be asked to include general information,
family medical and consent forms, for each attending
family member. A medical exam form will need
to be completed by the diagnosed child’s medical
provider. Space is limited, so don’t wait to join the
first-ever rare disease Family Camp!
FOR MORE INFORMATION VISIT THE HOLE IN THE WALL
GANG WEBSITE CLICK HERE!
TO APPLY FOR THE CAMP, PLEASE CLICK HERE!
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Community

Applying for Disability with
Hereditary Neuropathy or CMT
BY BRYAN MAC MURRAY, GUEST CONTRIBUTOR

For many people affected by Charcot-Marie-Tooth
(CMT) and hereditary neuropathy, the first signs and
symptoms develop in childhood or early adulthood.
Progressive weakness and loss of muscle control in
the hands, feet, arms, and legs are among the most
common symptoms that can prevent employment.
Deformity of the feet, hip dysplasia, fatigue, and
nerve and musculoskeletal pain may also contribute
to disability.
While some people are able to maintain a job with
CMT, the progressive nature of the disorder may
eventually make it impossible for you to work.
If you are no longer able to perform your essential
job duties and cannot find alternative employment,
then you may qualify for Social Security Disability
benefits with hereditary neuropathy.
Medically Qualifying Under A Disability Listing:
CMT is a form of peripheral neuropathy, meaning
it affects the nerves and muscles in the arms, legs,
hands, and feet. The Social Security Administration
(SSA) has a standard disability listing for this type of
neurological disorder.
The Peripheral Neuropathy listing appears in the
Blue Book, which is the SSA’s manual of conditions
that “automatically” meet program eligibility
requirements.
To meet the peripheral neuropathy listing, your
CMT must:
•

 everely disrupt your motor function and
S
coordination.

•

Affect at least two extremities.

•

 ause significant issues with walking, standing,
C
reaching, grasping, pushing, pulling, or other
activities that require control of your major
muscle groups.

The SSA also needs to see in your medical record
that your symptoms are persistent despite following
prescribed treatments.

The SSA will need to take a closer look at your
activities of daily living. This is done through an RFC
or “residual functional capacity” evaluation. During an
RFC, you and your doctor provide the SSA complete
functional capacity questionnaires. These forms ask for
details on everyday activities, like cleaning your home,
preparing meals, or taking care of pets.
Your answers give the SSA more to work with
in determining if you’re unable to perform common
and essential job duties. If the RFC shows you’re
so limited that you cannot work in any active or
sedentary job, then you can be approved for benefits.
Supporting Your Claim For Benefits
Medical records are the key to approval, whether you
meet the SSA’s peripheral neuropathy listing or must
go through an RFC evaluation.
To be found medically eligible, you must have
specific medical records including:
•

 definitive CMT diagnosis, achieved through
A
genetic testing, a muscle or nerve biopsy, or
similar means.

•

Records of the progression of your symptoms.

•

EMG and other neurological exam results.

•

Treatment and symptom management records.

A detailed statement from your physician can
be a tremendous asset in your application for benefits
as well. He or she can help you clearly communicate
the full extent of your CMT’s affects on your
everyday life, including how it limits or prevents
your ability to work.
Applying For Benefits
With CMT, you may be able to qualify for benefits
through one or both of the SSA’s disability programs.
A separate application is necessary for each.
•

 hen applying for SSI, you must participate in
W
a personal interview with an SSA representative.
This is usually done at the local office.

•

 SDI applications can be completed at the local
S
office too, or you can submit your application
online, via the SSA’s website.

Qualifying Without Meeting A Listed Disability:
It can be challenging to qualify without meeting a
disability listing, but it is possible to prove you’re
disabled by CMT through other means.
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BIKE
NEW
YORK

TE A M CMT

BY COURTNEY HOLLETT FUNDRAISING COORDINATOR, HNF

The Hereditary Neuropathy Foundation (HNF) is thrilled to
have been chosen for the fifth year as a Charity Partner for
the 2016 TD Bank Five Boro Bike Tour. This means more
participants riding to increase awareness of Charcot-MarieTooth, and thousands more dollars raised to fund research into
treatments and a cure!
The event takes place on Sunday May 1, 2016 and HNF’s
Team CMT members will cover 42 miles through the five NY
boroughs. The team will start just north of Battery Park, ride
up through Manhattan, Central Park, around a brief loop in the
Bronx and down to the Queensboro Bridge. After a ride over the
Pulaski bridge passing through Brooklyn, participants will enjoy
an incredible view from the lower deck of the Verrazano Bridge.
Here’s a snapshot of the inspiring Team CMT riders and why
they are participating in this year’s TD Bank Five Boro Bike Tour:

Kassandra Elron: Kassandra is riding in honor of her friend
Molly who has CMT2A. Despite mobility struggles and
continuing degeneration, Molly rocks a full and positive life and
she's a shining light to everyone she meets!

Felicia Walker & Carlo Guzman: A dual team that has
dedicated the first Sunday in May to ride on behalf of HNF
Founder, Allison Moore. Their commitment to CMT over the
past several years has been nothing short of amazing.
SUPPORT FELICIA & CARLO: CLICK HERE!

Matt and Donna Downing: A husband and wife team that
works tirelessly with HNF to raise funds for CMT and help
behind the scenes. Matt has biked all five years in the TD Five
Boro Bike Tour.
SUPPORT MATT & DONNA: CLICK HERE!

Allison and Robert Moore: Our 2nd husband and wife team.
Allison is the CEO/Founder of HNF. Robert is by her side
working together to find treatments and a cure for CMT.
SUPPORT ALLISON & ROBERT: CLICK HERE!

Jeffrey Wilson: Jeffrey joined Team CMT to ride in the TD
Five Boro Bike Tour. He is riding to raise funds for research to
help people with CMT and their families.
SUPPORT JEFFREY: CLICK HERE!

SUPPORT KASSANDRA: CLICK HERE!

Faith Ulsh: Kassandra’s sister Faith is honored to be able to meet
Molly and befriend her. She’s an amazing woman with a huge
heart, and even bigger thirst for life.

Please consider donating to a Bike New York Team Member and
help as our riders complete this amazing feat!

SUPPORT FAITH: CLICK HERE!

CONGRATULATIONS TO JENNY DECKER

Jenny Decker as she completed the First Documented Solo Circumnavigation of the Big Island of
Hawaii by Kayak. CLICK HERE TO VISIT JENNY'S PAGE TO READ ALL ABOUT HER JOURNEY!
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Events
UPCOMING EVENTS
Save the date

5/01

10/06

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

Summit
Thursday, October 6, 2016
Location

CMT-Connect Workshops
LONG ISL AND, NEW YORK:

ROCHESTER, NEW YORK:

Friday, May 6, 2016
7:00pm-9:00pm
Sachem Library
150 Holbrook Road
Holbrook, NY 11741

Tuesday, May 31, 2016
6:00pm-8:00pm
EquiCenter
3247 Rush Mendon Road
Honeoye Falls, NY 14472

A Night To Remember: First Casino Night Event For CMT6
On Thursday April 21, 2016, over 160 Zach supporters gathered for the 1st Casino Night
to benefit CMT6! Guests dined on hors d'oeuvres and sipped beverages on the rooftop of
the Strathallan Hotel in Rochester, New York.
The room was bustling with casino tables for guests to place their wagers for a chance to
win one of the enormous raffle baskets.
The star of the evening was Zach Houliares, who mingled with guests, and graciously
thanked them for supporting the much needed awareness and research funds for CMT6.
We at HNF would like to thank all the sponsors and guests that made this night so
memorable and raised over $17,000 for CMT6!
TO READ MORE ABOUT ZACH AND CMT6 CLICK HERE!

Local Caped Crusaders Lead
2nd Annual Super Hero 5K For
Autosomal Dominant Optic Atrophy
On Saturday, April 23, 2016, local caped
crusaders joined Jillian for the 2nd Annual
Super Hero 5K to help find a cure for
Autosomal Dominant Optic Atrophy
(ADOA). Over 200 people joined in on the
fun of walking or running for a great cause.
Currently, there is no cure for ADOA.
Raising funds for ADOA research will give
patients hope of finding a cure and stopping
this rare and devastating disease in its tracks.
Thanks to all the sponsors who contributed to make this run a huge success!
Couldn’t join the event?
There’s still time to donate!
VISIT JILLIAN’S CURE TO MAKE A DONATION
TODAY CLICK HERE!

hnf-cure.org
401 Park Avenue South, 10th Floor
New York, NY 10016
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