Our Mission
The Moebius Syndrome Foundation
is a nonprofit organization founded
by parents of children with Moebius
syndrome. The mission of the Moebius
Syndrome Foundation is to provide
information and support to individuals with
Moebius syndrome and their families,
promote greater awareness
and understanding of Moebius syndrome,
and to advocate for scientific research
to advance the diagnosis
and treatment of Moebius syndrome
and its associated conditions.
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Pathways to Employment
Practical Information to Overcome Barriers
to Employment and Realize Your Career Goals

T

By Elizabeth Jennings, National Disability Institute

he most current (november,
2014) data reveals that
nationally, 30.4 percent of
individuals with disabilities
are employed compared to a
62.8 percent of non-disabled individuals
and that 28 percent of individuals with
disabilities live in poverty, more than
double the national poverty rate (12.4
percent). The employment of individuals with disabilities is
impacted by several
factors; complex public
benefit rules, a fragmented employment
service system, concerns
about when and if to
disclose one’s disability,
and employer’s misconceptions about the
abilities of applicants
with disabilities. We, at national disability
Institute (ndI), believe that informed decision making is key to setting your work
goals, understanding the impact
of work on critically needed benefits, and
identifying the right services to facilitate
a successful job search. In this edition of
the Moebius syndrome news we provide
you with practical information to overcome these barriers to employment and
to equip you with resources to define
your pathway to employment and take
your first step towards achieving your
work goal.

If you are one of the twelve million
individuals supported by social security
disability benefits (social security disability
Insurance and supplemental security
Income) you know the perils of becoming
trapped by social security’s complex
work rules that seem to assert that one
must remain poor to remain eligible.
While these rules are complex, there
are free webinars, online tools, and local
providers to assist
you in making an
informed choice about
work. When it comes
to social security disability benefits,
accurate information
is key. social securityfunded and approved
training is provided
to Certified Work
Incentives Counselors who pass a
certification and have access to ongoing
training and technical assistance. These
individuals provide benefits planning to
social security disability beneficiaries at
no cost through Work Incentive Planning
and Assistance programs. Visit the social
security’s work site, www.choosework.net,
to obtain contact information for a WIPA
project near you and to attend free
webinars on social security disability
benefits and work incentives.
equipped with accurate information
about the impact of earnings on your
Continued page 3

Moebius Syndrome Foundation
P.O. Box 147
Pilot Grove MO 65276
660 834-3406 • vicki@moebiussyndrome.com

Official website of the Moebius syndrome Foundation:
www.moebiussyndrome.com

Moebius Syndrome Foundation
Board of Directors

Vicki McCarrell
President

Matthew Joffe
Vice President

Marcia Abbott
Jacob Licht
Secretary
Treasurer
Natalie Abbott
Roland Bienvenu
Kathleen Bogart
Kevin Smant
Lori Thomas
Monica Woodall

Moebius Syndrome Foundation
Scientific Advisory Board

Elizabeth Engle, MD
Boston Children’s Hospital
Harvard Medical School
Boston, MA

Rhonda Robert, PhD
University of Texas, MD Anderson Cancer
Center Houston, TX

Ethylin Wang Jabs, MD
Mount Sinai Medical Center
New York, NY
Marilyn Miller, MD
University of Illinois
Chicago, IL

Wendy Roberts, MD
Integrated Services for Autism &
Neurodevelopmental Disorders,
Toronto, Ontario
Sara Rosenfeld-Johnson,
MS, CCC-SLP
Innovative Therapists International
Charleston, SC

Richard J. Redett, MD
Johns Hopkins Hospital
Baltimore, MD

Ronald M. Zuker, MD
The Hospital for Sick Children
Toronto, Ontario

Moebius Syndrome News
Marcia Abbott, Editor
Editorial Staff
Matthew Joffe
Lori Thomas
Graphic Design
Barnes & Liston Creative
Moebius Syndrome News
P.O. Box 20354
Oakland CA 94620-0354
510 304-2302
Newsletter@moebiussyndrome.com
The Moebius Syndrome News is published two times a year. Articles, photographs,
suggestions, questions, and comments welcomed. The Moebius Syndrome
News reserves the right to edit submitted material. Opinions expressed in the
Moebius Syndrome News are each author’s and do not reflect that of the Moebius
Syndrome Foundation or the Moebius Syndrome News. The newsletter is on
the website at: www.moebiussyndrome.com
© Copyright 2015. The Moebius Syndrome Foundation. All rights reserved.

2

Moebius Syndrome News

Letter from the President
January 2015
Warm Greetings
Twenty years ago, in
1994, the Moebius
Syndrome Foundation
was formed to provide
support, networking
and information for
people who have
Moebius syndrome
and their families and Vicki McCarrell with Julie Leahy and her daughter
Jessica Leahy
to advocate for
research. With your help, we have supported nearly $400,000
in research projects, have hosted 11 conferences in major
cities attended by hundreds of individuals and families, have
been supported by a brilliant and caring scientific advisory
board, and have sent hundreds of packets of information on
Moebius syndrome to people whose ‘smile comes from the
heart.’ All of this has been accomplished entirely by a volunteer
board and no paid staff. Your support has made these things
possible and we thank you for your generosity.
On Moebius Syndrome
Awareness Day, to take place
January 24th, we encourage all
of you to show your pride by
educating your community,
wearing purple and posting
photos and videos online.
We soon will have posters
available on our website
to print and post in
schools, workplaces,
and anywhere else you
would like to promote
awareness. You will also
be able to order larger versions of the
posters at no charge.
On behalf of the Board of Directors, may you have a happy
holiday season surrounded by loved ones.
Sincerely,

Vicki McCarrell
President

mation remotely through a computer. staff are available
public benefits, it’s time to take another look at your work
to help people look for work, find training, and answer emgoal. Have you considered your budget and financial goals?
ployment-related questions. An added bonus, AJCs have
Are you seeking work that will utilize your talents, education,
computers, printers, phones and fax machines available that
skills, and experience? Are you pursuing a job or a career?
people can use in their job search. The primary differences
Finding a job can be hard. everyone starts somewhere. But
where you start is not where you have to stay. set goals and between Vocational Rehabilitation and American Job Centers are the level of support that is likely to be provided,
keep working towards those goals, even if they aren’t met
the funds available to support individuals, and eligibility
by the first opportunity you secure.
requirements. Vocational Rehabilitation offers more intensive
now that you have refined your work goal, knowing
support and has funds to pay for employment supports the
where to turn for assistance in your job search can positively
AJC may not be able to provide such as a Job Coach or
impact your success. every community has two federally
Assistive Technology but does require that you meet eligibilfunded services that support individuals with disabilities in
ity requirements to participate. AJCs are available for use
their job search. The first is the state Vocational Rehabilitation
by anyone seeking employment. To learn more about AJCs
program. In each state, the programs are mandated to proand to locate a center in your local area explore
vide comprehensive, coordinated, effective, efficient, and
www.jobcenter.usa.gov.
accountable programs of vocational rehabilitation that are
A successful job search
designed to assess, plan,
requires that you resolve any
develop, and provide vocational
4 Have you considered your budget
concerns you have about
rehabilitation services for
and
financial
goals?
whether or not to disclose
individuals with disabilities,
4 Are you seeking work that will
and when such a conversation
consistent with their strengths,
should take place. There are
resources, priorities, concerns,
utilize your talents, education,
several questions to consider
abilities, and capabilities, interskills, and experience?
when making the decision to
ests and informed choice, so
4 Are you pursuing a job or a career?
disclose. Will you need an
that such individuals may
accommodation that makes
prepare for and engage in gainful
employment. each state operates their programs differently disclosure necessary? How much information will you share?
Have you already disclosed through your social networks?
and may go by a different name—Vocational Rehabilitation
The Job Accommodation network (JAn) provides resources
in Florida, ACCess-VR in new York, and department of
and tutorials on disclosure to assist you in making this imRehabilitation in California. To learn more about Vocational
portant decision and in understanding your rights. JAn also
Rehabilitation services in your state, http://bit.ly/12sNxKf.
should you decide Vocational Rehabilitation offers services provides tips on interviewing to help you make sure your
abilities shine brighter than your disability or any accommoyou would benefit from receiving, contact your local office
dation needs you might have. Take advantage of JAns free
to apply. For individuals who are blind, similar services
resources, visit https://askjan.org/topics/discl.htm.
are available through each state’s Blind services division,
Increasingly, reports on employers’ practices note that
http://www.afb.org/directory.aspx.
employers want the best candidate, regardless of disability
The other employment service that is available in
status. A new amendment to section 503 of the Rehabilitaevery state is the department of Labor’s American Job
tion Act will challenge federal
Centers (AJCs). AJCs also go
About
National
Disability
Institute
contractors to demonstrate
by different names in different
National Disability Institute (NDI) is a national nonprofit
that belief by required to set
states—Workforce Centers,
organization
dedicated
to
building
a
better
economic
a 7 percent “utilization goal.”
Career Centers, and One stop
future for people with disabilities. The first national
This means that 7 percent of
Centers. AJCs are designed to
organization
committed
exclusively
to
championing
each job group in the contracprovide a full range of assistance
economic empowerment, financial education, asset
tor’s workforce must represent
to job seekers under one roof.
development and financial stability for all persons with
individuals with disabilities (or
AJCs provide training, referrals,
disabilities, NDI affects change through public education,
7 percent of the entire workforce
career counseling, job listings,
policy development, training, technical assistance and
if fewer than 100 employees).
and similar employment-related innovative initiatives.
With more than 175,000 federal
services at no cost. A job seeker To learn more, visit www.realeconomicimpact.org.
contractors across the country,
can visit a center in person or
Engage with NDI on Facebook: RealEconImpact or
connect to the center’s inforfollow NDI on Twitter: @RealEconImpact.
Continued page 4
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this new goal will lead to a substantial number of job
openings targeting individuals with disabilities. employers
are recommended to list their positions with the appropriate employment service delivery system, which in many
cases will be the American Job Centers. More information
on changes to section 503 is available in an easy to read
format from the AdA national network, https://adata.org/
factsheet/section-503-rehabilitation-act-new-rules-factsheet.
As you use these resources to define your own pathway
to employment, we encourage you to keep your goals in
mind, to play an active role in your job search, and to advocate for yourself as necessary. should you encounter barriers to accessing services or feel, at any point, that you are
being discriminated against, remember that you have rights.
For support in understanding these rights and advocating
for yourself, connect with the disability Rights network in
your state, www.ndrn.org.
Good luck in your job search. We’d love to hear how you
do. Connect with us at www.realeconomicimpact.org to
share your success, secure new information, and stay up to
date on disability employment and economic advancement
issues.

Elizabeth Jennings is the Deputy Director
of National Disability Institute in Washington, DC. Ms. Jennings is a national trainer
on social security benefits, asset development
strategies for persons with disabilities and
the building of expanded relationships
between the disability and asset building
communities. Ms. Jennings is currently the Assistant Director
and Training and Technical Assistance Director for National
Disability Institute’s LEAD (Leadership for Employment and
Advancement of People with Disabilities) Center, funded by the
Department of Labor’s Office of Disability Employment Policy.
The LEAD Center is a national training center with a mission
to advance sustainable individual and systems level change
that results in improved, competitive integrated employment
and economic self-sufficiency outcomes for individuals across
the spectrum of disability. She also provides training on the
impact of work on Social Security benefits and provides technical
assistance to partners across the country on economic empowerment for individuals with disabilities receiving federal disability
benefits.
Ms. Jennings presented at the 2014 Moebius Syndrome
Conference in Washington DC.

Should people with Moebius syndrome mention the condition in a job interview? This question
was posed in the closed Facebook Group Moebius Friends 2. Following are some responses.
• I don’t think I would share anything
until after you have been hired in a
new position.
• I would definitely bring it up. The
hiring committee will wonder if
you are a health risk and probably
pass on you. It should not be the first
thing you talk about, but before an
interview ends, briefly mention it and
tell them it is not an issue in your
daily life and go on from there. We
do look different and we cannot give
employers any opportunity to not
hire us.
• I literally just say I have a speech
impediment, but other than that I’m
equally as intelligent if not more so
than anyone else. Perhaps a bit
arrogant, but it’s helped me get jobs.
• Put it in terms of a question: If they
ask how you have dealt with adversity
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or a challenge you have faced, you can
bring it up and also use it to your
advantage showing your skills.
• People with a visible condition don’t
have the option of not saying anything.
It’s there. It’s our job in having
Moebius, to learn how to present
ourselves with self confidence.
• I bring it up during the interview
when they ask me to tell them a little
bit about myself. I downplay it like
it’s not a big deal (because, to me,
it isn’t).
• I think if you had a typical disability,
disclosure would not be necessary;
but honestly people who first meet us
don’t know what to think.
• I suggest mentioning it if you have a
phone interview or when scheduling
a face to face interview. However, I

would not tell them the name of your
syndrome. But a very brief description,
facial palsy, would be a simple way
to explain what they notice. The first
thing people expect is a big smile,
and clarifying that is important.
• I usually say facial paralysis: That is
understandable to most people. Weird,
but understandable.
• At the end of an interview I
mentioned I had a facial palsy type
condition and I wanted to let them
know. The interviewer was nice
about it but replied with “It doesn’t
even matter” and “You didn’t have to
say that”.
• I was never asked about it by any
employer in my entire working
career. Don’t worry about it.

Career Advice

I

Steps to finding and landing the right job

made a big career change recently and
received quite a few emails asking how and
why I did it. I also get a regular flow of inquiries from people new to the health/tech field
who ask how I navigated my path up to this
point. First of all, pretty much everyone tells
a good story in retrospect, including me. so
take other people’s career advice for what
it is: highly subjective interpretations of
personal history. But, in case it’s useful,
here’s the advice I share with people who ask:

5) Find your pit crew.

1) Every day is a job interview.

6) Join and serve your communities.

do your best on every task you take on, whether it is
for pay or not. some of the breaks I’ve received (or given)
came about thanks to volunteering within my community,
both online and offline. It goes without saying (but I’ll say
it): If every day is a job interview, you must treat everyone
with respect. That intern may be on your hiring committee
some day and she’ll remember how you made her feel, for
good or for ill, ten years prior.

2) Do the work that you see needs to be done,
even if it’s not in your job description.
Roni Zeiger offered this as a refinement to “every day
is a job interview”—that is, not only do you never know who
is watching (so do your best) but also be mission-driven.
do the job you want to do and, if you’re lucky, people
will recognize it and encourage you—even hire you!—to
continue.
For example, I started blogging and using Twitter to
amplify my research findings years before the Pew Research
Center recognized the potential of those tools. To me,
it was the work that needed to be done: connecting the
dots, breaking our findings down into bite-size pieces,
introducing data into the public conversation.

3) Have a 5-year goal in mind.
It can be unrealistic! But it’s a compass point. When
opportunities arise, you can better recognize whether this
choice is getting you closer to your goal or further away.

4) Work with people you want to learn from.
They might be above you, beside you, or below you
on the organization chart. don’t compromise on this. My
colleagues have always been a huge reason for my success
and happiness on projects.

Look for people who share your interests, goals,
purpose. Form a study group about the work
you all do. Trade ideas and tips, encourage each other, review each other’s cover
letters, contracts, etc. My peer mentors
(most of whom live 500+ miles away and
with whom I have never formally worked) are
my main support system and the reason I can
feel confident about making bold choices in my
career.

You may find it useful to check out conferences,
meet-ups, blogs, LinkedIn groups, and other places where
communities form around the topics you care about.
Join in the conversation. Reply to people whose ideas
intrigue you. I find that the best connections happen
when I participate in the public conversation. But don’t be
greedy—give as much as you get. Promote other people’s
ideas as often as you promote your own.

7) Don’t leave before you leave.
Yes, that’s a sheryl sandberg quote, from her Ted talk
and her book, Lean In. It applies to the choices you make
about family planning (i.e., don’t turn down responsibilities
in anticipation of some day taking time off to care for a
child) but I think it applies more generally, too. People who
are in “exit mode,” who are anticipating the day they give
notice, telegraph that they don’t care about the work they
are doing. not smart. Take advantage of every day, even
if that means taking copious, specific notes about what is
wrong about your current job so you can recognize and
avoid similar situations in the future.

Reprinted with permission from the author,
Susannah Fox. For the full article, please go
to http://susannahfox.com/2014/09/02/
public-qa-career-advice/. Susannah Fox
is currently serving as the Entrepreneur
in Residence at the Robert Wood Johnson
Foundation and writing a book about the
power of connecting with a “just-in-time someone-like-you.”
She also presented at the 2016 and 2014 Moebius Syndrome
Conferences. Susannah Fox would love to hear from you:
susannahRfox@gmail.com.
Winter 2015
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11th Moebius Syndrome Conference Presentations
July 2014 Washington, DC

Following are summaries of two presentations made at the
11th Moebius Syndrome Conference in July.

Just for Adults
with Moebius
Facilitated by Matthew Joffe
Submitted by Kevin Smant

Presentations from the
11th conference have been added
to our website.
The following can be found at

www.moebiussyndrome.com.

I

some people had never met
anyone else with Moebius syndrome
before. But now they had. It was an
overwhelming but outstanding experience for all involved. For many of us
who are older, when we were in our
teens and 20s, we thought we were the
only ones. We thought we were alone,
that nobody else looked like us. We all
agree we are so fortunate enough to
have these conferences and to able
to connect with each other on social
media. We are not alone.
Finally, I think we all agreed that
we can. That is, that we can go out, we
can accomplish things, that nothing
need hold us back. We are people who
have jobs, and who have been successful
at them; we are teachers, we are managers, we attend college, we are going
to graduate school, we’re successful
photographers, we’re doing it all. And
you can do it too. You deserve a life.
You will have a life.

attended a session at our conference
Go to News & Events,
that was just for adults with Moebius
and select
syndrome. It was called the Just for
th
11 Moebius Syndrome
Adults meeting. We also had similar sesConference.
sions that were Just for Moms (mothers
of children with Moebius), Just for Dads,
Sara Rosenfeld-Johnson,
MS, CCC-SLP
and Just for Grandparents. And in two
Speech
Clarity
for 3 Years of Age
years, we plan to add a session that
Through Adults: It’s Never Too Late!
would be Just for Siblings (of children
with Moebius). These sessions are very
Emily Calhoon
popular and help people a lot.
Alternative Therapies: Essential Oils
The Just for Adults session was led
from A to Z for a Moebius Family
by Matthew Joffe (Vice President of the
Sharon McGrath-Morrow, MD
Moebius syndrome Foundation and a
Respiratory Care of Children
psychotherapist). We sat in a big circle,
with Rare Diseases
and the session was opened up. Anyone
could bring up any topic they wanted to
Jennifer Accardo, MD
bring up, and all could say whatever they
Sleep and Moebius Syndrome
wanted to say. I tried to listen very carefully to what everyone brought up, and
Natalie Abbott
The Use of Service Dogs in
this is what I learned.
Supporting Independence
so much of having Moebius syndrome
for Persons with Disabilities
as an adult is about adapting. It’s about
Presented by Rick Guidotti
adapting to your life, to your circumElizabeth Jennings
Submitted by Kevin Smant
stances, to whatever life throws your
Defining Your Pathway
way. Of course, having Moebius means
to Employment
irst, there was Rick Guidotti,
it is very difficult for us to show facial
and all his work through Positive
Kathleen Bogart, PhD
expression. But we want to be able to
exposure, the Pearls Project, and
A Discussion of the Social Psychology
do so. We want to smile, so some of us
of
Moebius
Syndrome
the
now
the FRAMe Project. Rick has
seek the smile surgery. While that isn’t
a great saying that he works and lives
for everybody, if you do want it, we
by:
Change
how
we
see...and
see how we change.”
agreed that we would encourage you to get it. some of us
A lot of what he is talking about is the concept of
have a hard time creating tears in our eyes and suffer from
“beauty.”
I think most in society see beauty as skin deep.
dry eyes. We heard how there are minor surgeries and
products that you can use that may help with that. Moebius They believe in the kind of beauty that Hollywood and television and fashion sells: that beauty is about high cheeksyndrome affects people differently, and not everyone has
dry eyes. But no matter what, we are all adapting, and doing bones, smooth skin, full hair, a certain kind of lip, certain

Positive Exposure:
The Spirit of
Difference

F

so very well, every day.
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Continued page 7

kinds of muscles, a certain kind of
waistline. Few differences are allowed.
nothing that is seen as not “normal”
can be tolerated. so of course, if you
have Moebius syndrome, or Albinism
(a condition which Rick first saw years
ago and helped turn him to his new
life) you are not seen as beautiful. It’s
assumed that you have no beauty, that
such can not be brought out in you,
that people would not want to see you.
Rick Guidotti knows that is not
true. And through his photos, and
through his films, he shows that all
those with physical and facial differences are in fact beautiful; that instead
of turning away, you just have to see
these folks as they really are and get to
know them. That all we have to do, in
fact, to see their beauty is to “change
how we see.”
Rick does not stop there. And this
kind of thinking does not stop there
because what we also get at here is
that we find that, if we do change what
we see, we won’t believe the good
things it will do to us. If we change how
we see, then we see that all humans,
even if they look different, have beauty;
that we should accept all; that all have
lives and deserve them; that we
shouldn’t turn away from anyone, even
if they look different. We will become
more accepting. We will become more
tolerant, more open. We will become
better people. so, if we change how we
see, then just see how we change—and
become better.
In trying to raise awareness, that
is one of the things that we in the
Moebius community have been trying
to tell people. Maybe we just haven’t
quite known how to say it before.
But this in fact is an excellent way to
say it. Hey, world—change how you
see everyone with physical and facial
differences. And then—see how you
change. For the better.

— Our Conference Photo Album —
Catching up with old friends and making new ones!

Teens, Preteens and Adults Getting
Together at the 11th Moebius
Syndrome Foundation Conference
Photos by Rick Guidotti

Winter 2015
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Photos by Rick Guidotti

Smant Family

Darlene and Alicia Parks

Hecker Family

Koch Family
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Kelly Ward and his son Kyle

Matthew Joffe and James Partridge, keynote speaker at
the conference.

First Time Conference Attendees

Natalie Abbott and,service dog Cassius (a presenter at the
conference)

Winter 2015
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respond TO READERS

READERS

Q

If you have an answer and/or information about one
of the questions in this newsletter, please respond to
newsletter@moebiussyndrome.com so your letter
can be printed in a future newsletter. Thank you.

Q: DOeS AnyOne hAve A gOOD SuggeSTiOn FOr
SungLASSeS FOr A ChiLD WiTh MOeBiuS SynDrOMe?

A: • Many mothers wrote in and explained that

their child wears either sunglasses or glasses
with Julbo frames. Check out their frames
and other information for kids or babies at
www.julbousa.com.

A

• Other suggestions were Baby Banz, Miraflex
(for transitions), and Rayban in children’s sizes.

PAGE
El Deafo
Target Audience: ages 8 to 12
By Cece Bell
Harry n. Abrams, Publisher

T

he target audience is ages 8 – 12, but it is
perfect for anyone (including adults) who are
interested in reading a graphic novel about a girl
who is hearing impaired. It is heartfelt, humorous,
and based on the author’s experiences as a child. El Deafo
is an excellent read!

Oral Placement Therapy
Research Opportunity

A

research study is now taking place
to find out how Oral Placement
Therapy helps improve facial expression, feeding abilities and speech
production in children with Moebius syndrome. It is open to children
between the ages of 5 and 18 with
Moebius syndrome. The hypothesis is
that it will show that OPT methods will
help improve speech and swallowing
abilities for people with Moebius
syndrome.
While some children are now
enrolled in the study and receiving
Oral Placement Therapy, there are
openings for more children with
Moebius syndrome to join the study.
The child’s current speech therapist
may participate as the study therapist.
All therapists who will be implementing
the therapy techniques for the study
will be trained in the specific therapy
techniques. The Principle Investigator
is sara Rosenfeld-Johnson, Ms, CCCsLP and Co-Principle Investigator
Renee Roy Hill, Ms, CCC-sLP.
The research study website can
be viewed at www.moebiusoptstudy.
com. If you are interested in having
your child participate in the study,
please visit the website to review the
eligibility criteria or contact the
Project Team. They can be reached at
info@moebiusoptstudy.com or 843471-0882. More information is available at www.moebiusoptstudy.com.

Accepting Applications for the Moebius Syndrome
young Adult Advisory Board

T

he Moebius Syndrome Foundation is seeking
applications from young adults with Moebius
syndrome aged 16-21 to join a new advisory board.
This group will serve an advisory role to the Moebius
Syndrome Foundation Board of Directors, keeping
them appraised of issues relevant to their age group.
For example, the board may suggest ideas for
conferences and engage in social media campaigns.

10
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The board will meet via videochat approximately
twice per year and will help run teen and young adult
activities at the biannual conferences.
Please email Kathleen Bogart at
Kathleen.bogart@oregonstate.edu
to request an application.
Applications are due by March 15, 2015.

MARK YOUR CALENDAR AND START YOUR PLANNING NOW
The 12th Moebius Syndrome Conference will take place Friday – Sunday July 15 – 17, 2016
at the Hilton Long Beach. This information is provided now
so conference attendees can start planning.

DETAILS:
✔
✔
✔

Hilton Long Beach Executive Meeting Center
701 West Ocean Blvd., Long Beach CA 90831
Guest room rates for the conference period:
$159 per night. Tax: $23.96. Total cost $182.96.
Special parking rate: $10 per day.

EARLY REGISTRATION FEES:

Adults
$240
Teens
$190
Children 4 to 12 $110
Children under 4, and anyone tube fed – no charge

Conference co-chairs are
board members Marcia Abbott,
Lori Thomas and Monica Woodall.
Local host is Sunshine Zuniga.
Many thanks to Beau Bogart
for designing our fabulous
2016 conference logo.

The Hilton Long Beach is situated in an
area close to many activities including the
Queen Mary and the Aquarium of the
Pacific. The Pacific Ocean is a one mile
walk from the hotel.
Information on presentations and speakers
will be provided beginning late 2015.

STuDy
On
Moebius Syndrome and

other congenital facial
weakness disorders
Principal Investigators:
ethylin Wang Jabs
elizabeth C. engle
eirini Manoli
This is a natural history study at the National
Institutes of Health (NIH) in collaboration
with Mount Sinai School of Medicine and
Boston Children’s Hospital.
For more information about the study please contact
the study coordinator: Carol Van Ryzin Rn, CPnP
by phone at 301-827-1071 or email at:
moebius@mail.nih.gov
More information at:
http://www.moebiussyndrome.com/go/news/
nih-moebius-research-study

All conference photos in this newsletter
are courtesy of

Rick Guidotti and
Positive Exposure.
Photos from the conference may be viewed online,
and maybe purchased individually.
Go to the
Moebius Syndrome Foundation website,
www.moebiussyndrome.com,
News & Events, select Past Conferences,
and click on
Rick Guidotti/Positive Exposure.
Use password bethesda.
Winter 2015
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donors

FROM OUR

We greatly appreciate the generosity of
all our supporters / donors. Many thanks
to everyone for your ongoing support.
All donations are used to further the
mission of the Moebius Syndrome
Foundation. The Moebius Syndrome
Foundation would like to thank the
individuals listed here for their generous
donations. Donations listed here have
been received since the last newsletter was
published. If we have missed you, please
let us know so that we can acknowledge
your generous gifts.

Nicholas Jennison, whose family
held a fundraiser in honor of his
first birthday

In MeMory of
Henri Breton
Heather Moore
Mr & Mrs Robert Williams
Hannah Jade Devine
Susan Knox
Benay Hecker
Rita Acquafredda
Gregory Carli
Judge & Mrs. Leon Deutsch
Richard B. Dopkins
Laurence Doud
Danny Frank
Andrew J. Freedman
Maude Fribourg
Lisa Gale & Your Friends
at Ticketmaster
Eric Hecker
Michael Hecker
Hodgson Russ LLP Attorneys
at Law
Joshua Levin
Jesse Linder & New York Jets
Adam Raiken
Richard & Janet Schiesser
Michele Spadavecchia
Michelle Szechenyi
Brenna Terry
Gerladine Vitullo & Family
Norm & Sheila Weinstock
Ronald Weiss
Robin & Jennifer Willmott
Steven Wilsey CRA
Merlin Dale Hehn
Harold Haase
Carole Hehn
Carol & Mike Ray
Kaylee Grace Roberts Lush
Glenda Roberts Lush
Marie McGregor
Bob & Tina DeGroate
Melvi & Elaine Pierce
Gerry Schwartz
Irene Werhan

Special thanks to the

BEAUTY BUS FOUNDATION
for the generous donation of beauty bags
at the 2014 Moebius Syndrome Conference.
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Burt Minow
Mary Minow and James
Robenoit
Kenneth Ramsey Sr
Debbie Andras
Donald & Mary Anne Weber
Clairview School Committee
Dean M Williamson
Clairview School Committee

In Honor of
Natalie Abbott
Marcia & Wayne Abbott
Kade Buchert
Dustin Buchert
Luke Ciotti
CMC Mark Brush
Linda Conness
Lisa Alcaraz
Chloe Delisa
Kalinn Harrison
Matthew Frecon
Alice Frecon
Abigail Fulmore
Allison Mouzon
Michael Garbuzinski
Linda McDaid
Ryan Dylan Gibbons
Nancy Gibbons
Benjamin Graf
Graf & Atalla Families
Erin Hecker
Rita Acquafredda
Bob & Tina DeGroate
Gregory Carli
Judge & Mrs. Leon Deutsch
Richard B. Dopkins
Laurence Doud
Danny Frank
Andrew J. Freedman
Maude Fribourg
Lisa Gale & Your Friends
at Ticketmaster
Eric Hecker
Michael Hecker
Hodgson Russ LLP Attorneys at Law
Joshua Levin
Jesse Linder & New York Jets
Adam Raiken
Richard & Janet Schiesser
Michele Spadavecchia
Michelle Szechenyi
Brenna Terry
Gerladine Vitullo & Family
Ronald Weiss
Robin & Jennifer Willmott
Steven Wilsey CRA
Melvi & Elaine Pierce

Gerry Schwartz
Michele Spadavecchia
Brenna Terry
Gerladine Vitullo & Family
Norm & Sheila Weinstock
Ronald Weiss
Irene Werhan
Nicholas Jennison
Corky & Kathy Albrecht
Joseph Bazyouros
Lisa Farland
David Ferrari
Dane & Francesa Gambill
Anna Jeffers
Nancy Maben
Monstrom Family
Anneliese Odeh
Michael Odeh
Michelle O’Mally
Deidre Pierce
Larry Rice
Toni Shewell
Jennifer Truex
Brigitta Weger
Alissa Zito
John Marich
Samantha Jezowski
James & Jessica Jezowski
Wells Fargo Bank
Nicole Kovite
Tammy Sittnick
Miriam Licht
Bank of America Charitable
Foundation Inc
Ida Malki
Ian Linn
Paula Larson
Doug & Jean LeMire
Michael William Lyons
Emily Lyons
Jessica Maher
Rebecca Maher
Novartis
Kathleen Mahone
Students at Sunset High,
LaPuente CA
Charlie McCants
Brianne Battina
Sean McCarrell
Jeanne & Fred Barnes
Kash McFall
Lionel Clem
Chelle Medow
Deborah Rogal
Moebius Syndrome Foundation
Board
Bobby & Chelle Medow
Kevin Nievesmassol
Gerald Parker

Moebius Syndrome Foundation
2014 Financial Summary

Joseph Pierre
Linda M Pierre
Bella & Benjamin &
Mr & Mrs Mark Raivetz
Marian & Frank Setzman
Timothy & Lauren Skinner
Jennifer Truex
Brigitta Weger
Alissa Zito
John Marich
Linda Tate
Robert & Dorothy Tate
Chelsey Thomas
Virginia Sierra
Easton Washer
Venus Elliott
Pierce Zeitler
Dana McGarry
Tammy Sittnick

otHer DonatIons
Amazon Smile
Foundation
Anonymous
Bank of Montreal
Betty Banner
Jeremy Barr
Nicole Defilippis
John Dopp
Give With Liberty
Dennis Gleason
Goodshop
Geraldine Hall
Steven Hegel
Mary Lerner

Dawn Lubowsky
Patricia Mann
Emily Nichols
Caley O’Connor
Tiffany Rokeby
Saving Grace
Services Inc.
Pam Spiegel
Mark J Sullivan
Greg Tarter
Delores Taylor
Robert Thabit
The K Foundation

Legacy Gifts

D

o you want to be able to do more for the
Moebius syndrome Foundation? Would
you like to help enhance research, development and therapies? Then remember us with
a legacy gift from your IRA or estate. It’s really easy: for your IRA, just add us in as one
of your beneficiaries. It takes one signature
on a change of beneficiary form from your
provider. Or, if you choose to leave part of
your estate to The Foundation, call your
attorney to add an amendment to your Will
or Trust. What we plan for today can make a
great difference for the future of our loved
ones tomorrow.

INCOME
Donations/Ads

$

152,785.00

Conference Registration Fees

$

58,862.00

Conference Sales/Raffle

$

9,911.00

Grants

$

15,275.00

Interest

$

2,394.00

Sales of MSF Items

$

922.00

totaL InCoMe 2014

$

240,149.00

Conference Expenses

$

177,649.00

Research

$

46,730.00

Newsletters

$

8,404.00

EXPENSES
Website & Social Media

$

2,843.00

Postage

$

1,761.00

Tax Preparation

$

1,395.00

Board Expenses (calls/travel)

$

1,678.00

D&O Isurance

$

744.00

MSF Items to Sell

$

560.00

Supplies/NORD Dues

$

360.00

totaL eXPenses 2014

$

242,124.00

The Moebius Syndrome Foundation is grateful
to the following individuals and families
for major gifts ($1000 and over) in 2014:
The Abbott Family
Anonymous
Babak Azizzadeh, Md
Austin Halls
The Hecker Family
The Jennison Family
douglas Koch
Ida Malki

The McCarrell Family
Arthur & Katherine McCaughan
Bobby & Chelle Medow
Mary Minow & James Robenoit
The nievesmassol Family–
Riders for Moebius
Mark J. sullivan

Grants were received from the following:
Bank of America Charitable Foundation, Inc
emergent Biosolutions
dana and Christopher Reeve Foundation

Winter 2014
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speaking

OF MOEBIUS

AWAreneSS DAyS

Moebius Syndrome Awareness Day
is celebrated on saturday January 24,
2015. MsAd is a day of
advocacy and outreach,
to explain and educate the
public, friends and family, and professionals
about Moebius syndrome. To participate
in or find out about a new social media
effort, check our Facebook page. Check our website for
information on new Moebius syndrome Awareness day
posters.
Rare Disease Day is celebrated globally on
the last day of February—this year saturday
February 28, 2015, to bring attention to
all rare conditions in a
patient driven awareness
campaign. This year’s theme is living with a
rare disease, and the slogan is day by day,
hand in hand. There are logos, posters,
and videos on www.rarediseaseday.us as
well as information on other events such as the state House
events that will be held in many states. Also check out
www.rarediseaseday.org for events in many countries.

On BeAuTy

On Beauty is a 31-minute documentary
from award-winning filmmaker Joanna
Rudnick and Kartemquin Films. The
film looks at beauty through the lens of
fashion photographer Rick Guidotti, who
highlights vibrant individuals with genetic conditions. His photographs inspire
many to change their public perceptions on what it means
to be beautiful. On BeAUTY was an official selection at
three recent film festivals (Chicago, new York City and Hot
springs). Watch for additional showings this year. Check
their website www.iambeauty.me.

MOeBiuS geT TOgeTher in FLOriDA—

Leslie and Alan dhasleer are hosting a Moebius get-together
in Port Orange near daytona Beach, FL on saturday,
January 24, 2015 – Moebius Syndrome Awareness Day. For
more information, contact Leslie at viphoto@hotmail.com.

un MASking MOeBiuS COnFerenCe in uk

The first Moebius Conference organized by the Moebius
Research Trust took place October 25, 2014 at Alder Hey
14
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in Liverpool. Over 140
people attended with
delegates coming
from all areas of the UK
including Jersey and
Ireland. Colin Read,
Trustee of the Moebius
Research Trust opened
the conference by
explaining how he and
his wife dionne started the Moebius Research Trust with
the aim of funding research into identifying the cause of the
syndrome. Their son George who has Moebius syndrome
opened the event by demonstrating that despite having
facial paralysis he has mastered the bagpipes. Guest
speakers included Lord Mayor of Liverpool, Adel Fattah,
Arvind Chandna, Wendy Blumenow, Rosemary Wyatt and
Jono Lancaster. Children at the conference decorated face
masks to celebrate un-masking Moebius. The Lord Mayor
judged this competition and awarded the prizes to the
children.

yP FACe iT

YP Face It is an online
support group for 12–17
year olds who have a visible
difference. It was developed at the Centre for Appearance
Research in collaboration with Changing Faces. They are
currently seeking 12–17 year olds in the UK to take part in a
study to evaluate the YP Face It website. For more information, email claire.hamlet@uwe.ac.uk.

eP SPeCiAL neeDS neTWOrk

This is a new social collaboration site providing information,
education and connectivity in the special needs community
that will be launched in January 2015. To request to join the
network, and for more information, go to www.eparent.
com/specialneedsnetwork. The special needs network
site will be www.specialneedsnetwork.us.

neW BOOk On MOeBiuS
SynDrOMe in gerMAn

The title is Moebius Syndrom Betroffene und Fachleute informieren,
and it is available from the German
Amazon store. The authors are
hoping to have the book translated
into english. For more information,
contact Falco schleier at falco.schleier@googlemail.com.

marketplace

MOeBiuS

Children’s T-Shirts – $10

Children’s Sunglasses – $5

“I’m smiling on the inside.”
Very Limited Quantities
Medium Size 8-10 Only

Purple Dog Tag – $7

Aluminum, 1 1/8 on 18” Ball Chain

Jewelry with Moebius Syndrome
Foundation Logo – $15
Dangling Pendant
Necklace
Stainless steel
charm with
amethyst
on 18” chain

Paracord Bracelet – $5
Sizes Small or Large
S—7.5 inches
L—9.5 inches

Wristbands – $2
($1 each for orders of
25 or more)

Dangling
Bracelet
Stainless steel
charm bracelet
with amethyst, 7”

Our purple wristbands are
designed with the words
“I’m smiling on the inside”
on one side, and the Moebius
Syndrome website on the other.

Moebius Marketplace Order Form
Name:
Address:
City:

State:

Telephone:
 Ship to same address

(We will contact you only if we have a question.)

Zip:

E-mail:

 Ship to different address:

Name:
Address:
City:

State:

Zip:

 This is a gift. Please include the following note:

Dangling Pendant Necklace

@ $15

$

Dangling Charm Bracelet

@ $15

$

Purple Dog Tag

@ $7

$

Paracord Bracelet (Circle size) s or L

@ $5

$

Awareness Wristbands

@ $2

$

Awareness Wristbands Orders of 25 or more

@$1

$

Children’s Sunglasses

@ $5

$

Children’s T-shirt (Size M only)

@ $10

$

Donation

$

Shipping (US addresses)

$ 5 all orders

TOTAL ENCLOSED

$

INTERNATIONAL SHIPPING: Call for price

Please make checks payable to:

Moebius Syndrome Foundation
Mail form and payment to:
Moebius Syndrome Foundation
PO Box 20354
Oakland CA 94620-0354

Questions?
Questions or to order and pay online,
E-mail us at
marcia@moebiussyndrome.com
or call 510 304-2302.
Winter 2015
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GIVING DAY FOR RARE DISEASES!

Tuesday March 3, 2015
Go to: www.giverare.org
Select: Moebius Syndrome
Foundation
There will be prizes and matching funds to the
organizations based on donations as they come in!

#giverare

When you shop at
Amazon.com or Goodshop.com,
a portion of your purchase will go to
the Moebius Syndrome Foundation!

Be sure to designate the Moebius Syndrome Foundation
when shop you online.

And. . .

Use GoodSearch as your search engine.
Designate the Moebius Syndrome Foundation.
GoodSearch will donate ONE CENT for each search to MSF.

Will

You contribute to the

Moebius Syndrome Foundation?
Your support is always appreciated, and will
help the Moebius syndrome Foundation
fund important efforts such as the
conferences and research grants.
The Moebius syndrome Foundation
is a 501(c) (3) nonprofit organization.
Please use the enclosed envelope to donate.
Contributions are also accepted online at
www.moebiussyndrome.com.
Please call us at 660 834-3406
with any questions.
eIn # 13-3753992

