
Moebius Syndrome
The Moebius Syndrome Foundation 
is a nonpro�t 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 scienti�c research 
to advance the diagnosis 

and treatment of Moebius syndrome 
and its associated conditions.

Our Mission

Find us on 
Twitter and Facebook!

 Join our Facebook 
 Non-Pro�t Organization Page:  
               Moebius Syndrome Foundation 
 http://www.facebook.com/ 
 moebiussyndrome

 Follow us on Twitter:
               @MoebiusSyndrome 
 http://twitter.com/ 
 MoebiusSyndrome 
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T
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 individu-
als with disabilities is 
impacted by several  
factors; complex public  
bene�t rules, a frag-
mented employment  
service system, concerns  
about when and if to 
disclose one’s disability, 
and employer’s mis-
conceptions about the 
abilities of applicants 
with disabilities. We, at National Disability 
Institute (NDI), believe that informed de-
cision making is key to setting your work 
goals, understanding the impact  
of work on critically needed bene�ts, 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 over-
come these barriers to employment and 
to equip you with resources to de�ne 
your pathway to employment and take 
your �rst step towards achieving your 
work goal.

       If you are one of the twelve million 
individuals supported by Social Security 
disability bene�ts (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 dis-
ability bene�ts,  
accurate information  
is key. Social Security-  
funded and approved 
training is provided 
to Certi�ed Work  

Incentives Counselors who pass a 
certi�cation and have access to ongoing 
training and technical assistance. These 
individuals provide bene�ts planning to   
Social Security Disability bene�ciaries 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 
bene�ts and work incentives.
 Equipped with accurate information  
about the impact of earnings on your 

Pathways to Employment 
Practical Information to Overcome Barriers  

to Employment and Realize Your Career Goals 
By Elizabeth Jennings, National Disability Institute

Continued page 3

Pathways to Employment .......................1 
Letter from the President .....................2 
Career Advice..............................................5 
11th Conference Presentations ...........6 
Conference Photo Album ....................7 
Kids’ Page ......................................................10 
Young Adult Advisory Board ............10 
Oral Placement Therapy 
 Research ...............................................10 
2016 Moebius Syndrome 
 Conference  ........................................  11 
From Our Donors .................................... 12 
2014 Financial Summary .......................   13 
Speaking of Moebius .............................14 
Marketplace ................................................ 15

Moebius Winter 2015 nl.indd   1 12/27/14   8:36 AM



Moebius Syndrome News

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 
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 scienti�c 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 sta�.  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  

2

�-�2�A�A�2�?���3�?�<�:���A�5�2���1�?�2�@�6�1�2�;�A

Moebius Syndrome News 
Marcia Abbott, Editor

Editorial Sta� 
Matthew Jo�e 
Lori Thomas

Graphic Design
Barnes & Liston Creative

Moebius Syndrome News 
P.O. Box 20354

Oakland CA 94620-0354 
510 304-2302

Newsletter@moebiussyndrome.com
 
�e Moebius Syndrome News is published two times a year. Articles, photographs, 
suggestions, questions, and comments welcomed.  �e Moebius Syndrome 
News reserves the right to edit submitted material. Opinions expressed in the 
Moebius Syndrome News are each author’s and do not re�ect that of the Moebius 
Syndrome Foundation or the Moebius Syndrome News. �e newsletter is on 
the website at: www.moebiussyndrome.com
 
© Copyright 2015.  �e Moebius Syndrome Foundation.  All rights reserved.

�.�<�2�/�6�B�@���4�F�;�1�?�<�:�2���'�<�B�;�1�.�A�6�<�;
P.O. Box  147

Pilot Grove MO 65276
�����������������������������t�����W�J�D�L�J�!�N�P�F�C�J�V�T�T�Z�O�E�S�P�N�F���D�P�N�� 

O�cial website of the Moebius Syndrome Foundation: 
www.moebiussyndrome.com  

�.�<�2�/�6�B�@���4�F�;�1�?�<�:�2���'�<�B�;�1�.�A�6�<�;
�#�<�.�?�1���<�3���%�6�?�2�0�A�<�?�@

 

�.�<�2�/�6�B�@���4�F�;�1�?�<�:�2���'�<�B�;�1�.�A�6�<�;
�4�0�6�2�;�A�6�3�6�0���"�1�C�6�@�<�?�F���#�<�.�?�1 

Vicki McCarrell 
President 

Marcia Abbott 
Secretary

Matthew Jo�e 
Vice President 

Jacob Licht 
Treasurer

Natalie Abbott 
Roland Bienvenu 
Kathleen Bogart

Kevin Smant 
Lori Thomas

Monica Woodall

Vicki McCarrell with Julie Leahy and her daughter 
Jessica Leahy

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

Boston, MA
 

Ethylin Wang Jabs, MD 
Mount Sinai Medical Center 

New York, NY
 

Marilyn Miller, MD 
University of Illinois 

Chicago, IL
 

Richard J. Redett, MD 
Johns Hopkins Hospital 

Baltimore, MD

 Rhonda Robert, PhD
University of Texas, MD Anderson Cancer 

Center Houston, TX
 

Wendy Roberts, MD 
Integrated Services for Autism &  
Neurodevelopmental Disorders,  

Toronto, Ontario
 

 Sara Rosenfeld-Johnson, 
MS, CCC-SLP

Innovative Therapists International 
Charleston, SC

 
Ronald M. Zuker, MD

The Hospital for Sick Children 
Toronto, Ontario

Moebius Winter 2015 nl.indd   2 12/27/14   8:36 AM



Winter 2015 3

public bene�ts, it’s time to take another look at your work 
goal. Have you considered your budget and �nancial goals? 
Are you seeking work that will utilize your talents, education,  
skills, and experience? Are you pursuing a job or a career? 
Finding a job can be hard. Everyone starts somewhere. But 
where you start is not where you have to stay. Set goals and 
keep working towards those goals, even if they aren’t met 
by the �rst opportunity you secure. 
 Now that you have re�ned your work goal, knowing 
where to turn for assistance in your job search can positively 
impact your success. Every community has two federally 
funded services that support individuals with disabilities in 
their job search. The �rst is the state Vocational Rehabilitation  
program. In each state, the programs are mandated to pro-
vide comprehensive, coordinated, e�ective, e�cient, and 
accountable programs of vocational rehabilitation that are 
designed to assess, plan,  
develop, and provide vocational  
rehabilitation services for 
individuals with disabilities, 
consistent with their strengths, 
resources, priorities, concerns, 
abilities, and capabilities, inter-
ests and informed choice, so 
that such individuals may  
prepare for and engage in gainful 
employment. Each state operates their programs di�erently 
and may go by a di�erent name—Vocational Rehabilitation 
in Florida, ACCESS-VR in New York, and Department of 
Rehabilitation in California. To learn more about Vocational 
Rehabilitation services in your state, http://bit.ly/12sNxKf.  
Should you decide Vocational Rehabilitation o�ers services 
you would bene�t from receiving, contact your local o�ce 
to apply. For individuals who are blind, similar services 
are available through each State’s Blind Services division, 
http://www.afb.org/directory.aspx.
       The other employment service that is available in 
every state is the Department of Labor’s American Job 
Centers (AJCs). AJCs also go 
by di�erent names in di�erent 
states—Workforce Centers, 
Career Centers, and One Stop 
Centers. AJCs are designed to 
provide a full range of assistance  
to job seekers under one roof. 
AJCs provide training, referrals,  
career counseling, job listings,  
and similar employment-related  
services at no cost. A job seeker  
can visit a center in person or 
connect to the center’s infor-

mation remotely through a computer. Sta� ar e available 
to�help people look for work, �nd training, and answer�em-
ployment-related questions. An added bonus, AJCs have 
computers, printers, phones and fax machines available that 
people can use in their job search. The primary di�erences 
between Vocational Rehabilitation and American Job Cen-
ters are the level of support that is likely to be provided, 
the funds available to support individuals, and eligibility 
requirements. Vocational Rehabilitation o�ers more intensive 
support and has funds to pay for employment supports the 
AJC may not be able to provide such as a Job Coach or 
Assistive Technology but does require that you meet eligibil-
ity requirements to participate. AJCs are available for use 
by anyone seeking employment. To learn more about AJCs 
and to locate a center in your local area explore  
www.jobcenter.usa.gov.

       A successful job search  
requires that you resolve any 
concerns you have about 
whether or not to disclose 
and when such a conversation 
should take place. There are 
several questions to consider 
when making the decision to 
disclose. Will you need an 
accommodation that makes  

disclosure necessary? How much information will you share? 
Have you already disclosed through your social networks?  
The Job Accommodation Network (JAN) provides resources 
and tutorials on disclosure to assist you in making this im-
portant decision and in understanding your rights. JAN also 
provides tips on interviewing to help you make sure your 
abilities shine brighter than your disability or any accommo-
dation needs you might have. Take advantage of JANs free 
resources, visit https://askjan.org/topics/discl.htm .
       Increasingly, reports on employers’ practices note that 
employers want the best candidate, regardless of disability 
status. A new amendment to Section 503 of the Rehabilita-

tion Act will challenge federal 
contractors to demonstrate 
that belief by required to set 
a 7 percent “utilization goal.”  
This means that 7 percent  of 
each job group in the contrac-
tor’s workforce must represent 
individuals with disabilities (or  
7 percent of the entire workforce 
if fewer than 100 employees).  
With more than 175,000 federal 
contractors across the country,  

������ Have you considered your budget   
  and �nancial goals? 
������   Are you seeking work that will   
  uti lize your talents, education,    
  skills, and experience? 
������ Are you pursuing a job or a career? 

About National Disability Institute
National Disability Institute (NDI) is a national nonpro�t 
organization dedicated to building a better economic  
future for people with disabilities. �e �rst national 
organization committed exclusively to championing 
economic empowerment, �nancial education, asset 
development and �nancial stability for all persons with 
disabilities, NDI a�ects change through public education, 
policy development, training, technical assistance and 
innovative initiatives.  
To learn more, visit www.realeconomicimpact.org.  
Engage with NDI on Facebook: RealEconImpact or  
follow NDI on Twitter: @RealEconImpact.

Continued page 4
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�t���*���E�P�O���U���U�I�J�O�L���*���X�P�V�M�E���T�I�B�S�F���B�O�Z�U�I�J�O�H����
   until a�er you have been hired in a  
   new position.

�t���*���X�P�V�M�E���E�F���O�J�U�F�M�Z���C�S�J�O�H���J�U���V�Q������ �F����
   hiring committee will wonder if 
   you are a health risk and probably  
   pass on you. It should not be the �rst  
   thing you talk about, but before an  
   interview ends, brie�y mention it and  
   tell them it is not an issue in your 
   daily life and go on from there. We 
   do look di�erent and we cannot give  
   employers any opportunity to not  
   hire us.

�t���*���M�J�U�F�S�B�M�M�Z���K�V�T�U���T�B�Z���*���I�B�W�F���B���T�Q�F�F�D�I����
   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. 

�t���1�V�U���J�U���J�O���U�F�S�N�T���P�G���B���R�V�F�T�U�J�P�O�����*�G���U�I�F�Z 
   ask how you have dealt with adversity  

   or a challenge you have faced, you can  
   bring it up and also use it to your  
   advantage showing your skills.

�t���1�F�P�Q�M�F���X�J�U�I���B���W�J�T�J�C�M�F���D�P�O�E�J�U�J�P�O���E�P�O���U����
   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 con�dence.

�t���*���C�S�J�O�H���J�U���V�Q���E�V�S�J�O�H���U�I�F���J�O�U�F�S�W�J�F�X����
   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).

�t���*���U�I�J�O�L���J�G���Z�P�V���I�B�E���B���U�Z�Q�J�D�B�M���E�J�T�B�C�J�M�J�U�Z�
����
   disclosure would not be necessary;  
   but honestly people who �rst meet us  
   don’t know what to think.

�t���*���T�V�H�H�F�T�U���N�F�O�U�J�P�O�J�O�H���J�U���J�G���Z�P�V���I�B�W�F���B����
   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. �e �rst  
   thing people expect is a big smile,  
   and clarifying that is important.

�t���*���V�T�V�B�M�M�Z���T�B�Z���G�B�D�J�B�M���Q�B�S�B�M�Z�T�J�T������ �B�U���J�T�� 
   understandable to most people. Weird,  
   but understandable.

�t���"�U���U�I�F���F�O�E���P�G���B�O���J�O�U�F�S�W�J�F�X���*�� 
   mentioned I had a facial palsy type  
   condition and I wanted to let them  
   know.  �e in terviewer was nice   
   about it but replied with “It doesn’t  
   even matter” and “You didn’t have to  
   say that”.

�t���*���X�B�T���O�F�W�F�S���B�T�L�F�E���B�C�P�V�U���J�U���C�Z���B�O�Z����
   employer in my entire working  
   career.  Don’t worry about it.

Should people with Moebius syndrome mention the condition in a job interview? �is question 
was posed in the closed Facebook Group Moebius Friends 2. Following are some responses.

Elizabeth Jennings is the Deputy Director 
of National Disability Institute in Washing-
ton, DC. Ms. Jennings is a national trainer 
on social security bene�ts, 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 O�ce of Disability Employment Policy. 
�e 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-su�ciency outcomes for individuals across 
the spectrum of disability. She also provides training on the  
impact of work on Social Security bene�ts and provides technical 
assistance to partners across the country on economic empower-
ment for individuals with disabilities receiving federal disability 
bene�ts.
Ms. Jennings presented at the 2014 Moebius Syndrome  
Conference in Washington DC.

4 Moebius Syndrome News

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 appropri-
ate 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-fact-
sheet.
       As you use these resources to de�ne 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 advo-
cate for yourself as necessary. Should you encounter barri-
ers 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.
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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.

donors
FROM OUR

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

Special thanks to the 
BEAUTY BUS FOUNDATION 

for the generous donation of beauty bags 
at the 2014 Moebius Syndrome Conference.
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Legacy Gifts

Do you want to be able to do more for the 
Moebius syndrome Foundation? Would 

you like to help enhance research, develop-
ment and therapies? Then remember us with 
a legacy gift from your IRA or estate.  It’s re-
ally 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.

Moebius Syndrome Foundation 
2014 Financial Summary

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

 

EXPENSES
Conference Expenses $  177,649.00

Research $    46,730.00

Newsletters  $ 8,404.00

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:

Grants were received from the following:
Bank of America Charitable Foundation, Inc

emergent Biosolutions
dana and Christopher Reeve Foundation
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Austin Halls
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The Jennison Family

douglas Koch
Ida Malki
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Bobby & Chelle Medow
Mary Minow & James Robenoit
The nievesmassol Family–
 Riders for Moebius
Mark J. sullivan

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
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