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“l could go on and on about how this
extraordinary convention has lled a void

| didn’t even know was there. It doesn’t
matter how many conferences we attend,
there is always something new to gain
and learn. We all truly get each other.
There is no judgment, just genuine love,
unlimited support, and true camaraderie.”
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= Photo credit goes to Rebecca Maher, Mandy Weber, Steven Maldonado, Loralynne Evans, and other conference attendees who shared photos.
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W UPDATES

2022 SCIENTIFIC SYMPOSIUM

The Moebius Syndrome Foundation (MSF)
held its eighth Scientific Symposium this past
summer in Atlanta in conjunction with the
family conference. The Scientific Symposiums
are held, in accordance with the MSF mission,
to advocate for scientific research to advance
the diagnosis and treatment of Moebius syndrome and associated conditions. Physicians,
clinicians, and researchers at the Symposium report their recent work, learn more about
Moebius syndrome, and/or present their thoughts or discuss future investigations and
collaboration plans.

Bryn Webb, M.D.
Moebius Syndrome
Foundation Board

of Directors, Research
Committee Chair

This year the Symposium was held as a hybrid event - having an in-person component in
Atlanta as well as a live, virtual set-up. With this format, we were able to bring together

~40 researchers from all over the world, including the United Kingdom, France, Italy,

and The Netherlands, in addition to the USA and Canada! There were 15 selected formal
presentations. Among these, Dr. Greg Borschel (plastic surgeon, Riley Hospital for Children,
Indianapolis, IN), who has received an MSF research grant, presented his work identifying
an optimal surgical technique for blink reconstruction in Moebius syndrome patients.

Drs. Jessica Dietch and Kathleen Bogart (psychologists, Oregon State University), also
recent recipients of an MSF research grant, presented their study design and initial data

for their research on the sleep health of children and adults with Moebius syndrome. Dr.
Adel Fattah (plastic surgeon, Alder Hey Children’s Hospital, Liverpool, England) presented
the importance of multi-disciplinary care in providing optimal management for patients
with Moebius syndrome. Dr. Arturo Carta (University of Parma, Italy) presented on
ophthalmological alterations in Moebius syndrome, and Dr. Hans van Bokhoven (geneticist,
Radboud University, Nijmegen, Netherlands) presented on rare genetic variants in Moebius
syndrome and Hereditary Congenital Facial Paresis. In addition, multiple presentations
provided updates from the NIH/Mount Sinai/Boston Children’s Hospital Collaborative Study.

We look forward to the next
Scientific Symposium, which will be
held next summer in Minneapolis!
For more information on attending
or presenting at a Scientific
Symposium, please email
research@moebiussyndrome.org.
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RESEARCH ON DISCLOSING
A FACIAL DIFFERENCE

Dr. Kathleen Bogart,
Associate Professor of
Psychology, Oregon
State University

My research team and I were fortunate to
receive a grant from the Moebius Syndrome
Foundation to study the experiences of
people with facial differences (FD) in
explaining or not explaining their FD

to others. Over the course of 2021, we
interviewed 16 adults with a variety of FDs,
including 6 people with Moebius syndrome,
and others with Apert syndrome, burns,
cleft lip and palate, and more.

In general, non/disclosure fell into
two categories.

1) Involuntary non/disclosure described when
participants felt they were forced to disclose
or not to disclose, by unwanted or rude
questions, or by others advising them not to
disclose when they wanted to.

2) autonomous non/disclosure described

an intentional decision to disclose or not
disclose, which included social avoidance or
concealing the FD to avoid having to disclose,
selectively disclosing only to certain people, or
broadcasting information about their FD in
an effort to educate others and reduce stigma.

Involuntary non/disclosure was frequently
associated with misunderstandings and
stigma, while autonomous disclosure
helped people feel connected and
empowered. Participants’ advice was to
allow people with FD the choice to disclose
on their own terms.

We are now analyzing findings from the
second part of this project, a large-scale
survey about disclosure, and will report our
results in this newsletter and at the Moebius
syndrome conference next year.




THE EXPERTS

| have a teenager with Moebius syndrome. One of their struggles is
respiratory issues. I’'m concerned they will be more susceptible to
becoming seriously ill with Covid, flu, and other viruses being present
going into the fall and winter months. Do you have any advice on how to
protect them better? Are there suggestions that might help strengthen

their lungs and immune system?

ANSWERED BY HOLLIS CHENEY

People with Moebius syndrome who have respiratory issues usually have a component of
reactive airway disease. They would likely benefit from having a steroid inhaler and taking
it every day through the fall and winter. Also, an albuterol inhaler, to be taken up to every 4
hours when sick, can help the coughing and difficulties breathing.

Hand washing and using hand sanitizer before eating, especially at school and in public,

Hollis Chaney, MD, is an Assistant Professor
in Pediatrics at The George Washington Uni-
versity School of Medicine and Health Sciences
and the Vice Chair of the Division of Pulmo-
nary Medicine at Children’s National Hospital.
She is board certified in pediatric pulmonol-
ogy. Dr. Chaney has been practicing in the
Children’s Division of Pulmonary Medicine for
over 25 years. She is particularly interested in
Cystic Fibrosis and rare diseases.

are strongly encouraged to help prevent picking up viruses. And vaccines, such as the flu,
COVID, and pneumonia vaccine, are advisable.

Finally, staying away from anyone smoking or vaping is crucial.

One last comment: exercise is always good for the lungs, but be careful about doing it in the
extremes of weather (either cold or hot).

How do | overcome the fear of rejection when it comes to dating?

ANSWERED BY ZOE CROSS
Rejection is a huge issue, particularly for people with facial differences.

Dating with a physiological difference can be very stressful because of the fear of appearance-
based rejection. Many people look no further than a photo online and make a split-second
judgment without ever speaking to the person. When I'm working with people, I help them
to build their individual confidence and radiance toolkit which helps them to overcome
rejection, but also to develop a new, more stable sense of self esteem that enables them to

Zoé has over 20 years of experience in interna-
tional industry and has worked in the UK, Ja-
pan, and Germany. Thanks to her professional
coaching qualifications and her experience in

overcoming challenges such as bullying, dis-
crimination, and finding a life partner, she
is increasingly devoting her time to support-
ing, coaching, and mentoring people with a
visible difference. A TedX speaker, she’s also
a published author, and is now an honorary
member of the board of the German Moebius
Syndrome Association. You can contact her at
info@zoe-cross.com, or simply via Linkedln,
Facebook, or Instagram.

attract different people and outcomes. This includes cultivating positive, supporting social
networks, and pursuing enjoyable activities which help you to radiate a completely different
energy to your surroundings which will not go unnoticed. Also, yoga, walking, running,
dancing, or other sport can help immensely with stress around rejection. Physical activity
builds your confidence, as it can instill in you a real sense of self effectiveness. Then there’s
writing, journaling your feelings, meditating, visualizing a positive outcome, and also creating
positive, enabling affirmations to move out of the energy of “can’t” and into the energy
and trust that “I can and I will, because I am ok as I am.” With this variety of tools in our
confidence and radiance toolkit, we find it much easier to overcome rejection.

So if you do experience rejection in dating, do acknowledge it at first, but then find a way to
focus on some of the tools above, for self development and healing, and for shaping a brighter
future for yourself, in the trust that somebody much better is waiting for you.

Do you have a question for our community experts? Please send questions for our next newsletter to newsletter@moebiussyndrome.org




Thank You

Kimberly Banning
Melinda Mott
IN MEMORY OF ALEXANDRIA C. ZUNIGA

Joan Callahan
IN MEMORY OF CATHERINE TODI

Bernadette Lennon
IN MEMORY OF CHRISTOPHER M. LENNON

Dr. Frank Lochner
IN MEMORY OF DEBORAH LOCHNER

Mark and Susan Knox

IN MEMORY OF HANNAH JADE DEVINE
John & Peggy Bartholomew

WG & Lois Hubbard

Betsy James

Virgil & Renee Murray

David & Heidi Newlin

Doug & Carol Sharp

Tracy Schanbacher

IN MEMORY OF KATHY MCFALL

Glenda Lush
IN MEMORY OF KAYLEE GRACE ROBERTS LUSH

Anonymous

Sharon Carter

IN MEMORY OF MARGARET BAILEY

Jean Graham

IN MEMORY OF MICHAEL FULLER GRAHAM
Marian & Frank Setzman

IN MEMORY OF RITA GARFINKEL

Cindy Ray

IN MEMORY OF VIVIAN WOOD WADE

Stephen & Aileen Becker
Theresa O’Daly

Sunquam Elementary School
IN HONOR OF ADDISON GARVEY

Linda Marshall
IN HONOR OF ALLEN MARSHALL

Megan Weber
IN HONOR OF AMANDA WEBER

Nancy Buck
IN HONOR OF AVA RAE BUCK

George & Linda Becker
Rebecca Becker

Meredith Setzman

IN HONOR OF BENJAMIN BECKER
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Jenny Whitman
IN HONOR OF BOARD OF DIRECTORS

Robert & Beverly Williams
IN HONOR OF DIANE BRETON

John and Judy McGowan
IN HONOR OF DUSTIN MCGOWAN

Jimmy Lawrence
IN HONOR OF ELIZABETH LAWRENCE

Shelly Riley
IN HONOR OF ELLA RILEY

David Baldridge
IN HONOR OF EMILY BALDRIDGE

Alan Guttman
IN HONOR OF FRANK SETZMAN

Tina Lamm
IN HONOR OF GABRIEL KRAMER

Destiny Bachman
IN HONOR OF HAMILTON BACHMAN

Dawn Ang & Emmet Linn
IN HONOR OF IAN LINN

Carol L. Nieberding
IN HONOR OF JACOB MIDDENDORF

Rebecca Maher
IN HONOR OF JESSICA MAHER

Dr. Frank Lochner
IN HONOR OF KATIE MCCLURE

KiOwana Phillips
Jenny Whitman
IN HONOR OF KHALEB PHILLIPS

Gary & Carleen Wargowsky
IN HONOR OF KYLIE VANDER VEER

Tom Dennison

IN HONOR OF LAURA DENNISON BERGE

Donna Luczka
IN HONOR OF MATIX LUCZKA

Alice Frecon
IN HONOR OF MATT FRECON

Carlos Torres
IN HONOR OF MIGUEL LUIS TORRES

Jacob and Panina Licht
Raphael Licht
IN HONOR OF MIRIAM LICHT

FOR YOUR DONATIONS

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. All listed donations were made through September 22, 2022

Marcia & Wayne Abbott
IN HONOR OF NATALIE ABBOTT

Yasmine Zaeni

IN HONOR OF PAULA SANTANA

Diane Heckathorne
Nicole Zeitler
IN HONOR OF PIERCE ZIETLER

Vicki McCarrell
IN HONOR OF SEAN MCCARRELL

James Fitzgibbons
IN HONOR OF TOM DENNISON

Robyn Adams

Beth Battina
Amanda Bell
Gharrye Commander
Connie Conway
Amanda Davis
Jeanne Dyer

Patricia Ellis
Loralynne Evans

Jon Fisher

Joseph Hashka
Kathryn Kraus McClure
Steven Maldonado
Natasha McClain
Stephen X. Miller
Claudia Nolan
Khaleb Phillips

Dar Schattler

Dr. Alison Snyder-Warwick
Mona Thabit

Jaylyn Victoria

Bryn Webb

Mandy Weber

Amazon Smile

Bank of America

Covanta

IUOE Local #12 Charity Golf Committee
Network for Good

Onehope

Principal Financial

Veson Nautical




0”/‘ 6()0 WE NEED YOUR SUPPORT!

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. Some of the ways we fulfill this are by hosting conferences,
regional and virtual events to bring members of the Moebius community
together, research symposiums for medical professionals and scientists to enable
collaboration and to share updates, educational scholarships to help deserving

a2k .
Please help us continue o .ﬂ!
to impact the lives of E foornd
people and families
affected by Moebius syndrome.

Your donations are greatly appreciated
as we strive to continue to move our
important work forward.

Platinum

students advance their education beyond high school, membership outreach to Tansparncy
provide support and resources, and grants for important research studies that will candid.

help provide answers and better treatment options.

Here is what some of our members have shared about the
impact our work has made in their lives this past year.

RESEARCH

“As a plastic surgeon, my role is to do smile surgery.

L also do hand surgery, and now more recently,

weve embarked on this project to enable blinking in
Moebius syndrome. That’s a project, a research project
sponsored by the Moebius Syndrome Foundation,
where the goal of the project is to enable blinking in patients with
Moebius syndrome. These grants fill a truly critical need for funding in
this research because otherwise, it simply wouldn’t get done.”

~Gregory Borscel, M.D.

NEW MEMBER PACKETS

“Thank you so much to the Moebius
Syndrome Foundation for welcoming us
and sending us these gifts. Her favorite
thing was the little cards. She said she
can’t wait to pass them out to people
who ask her too many questions! You
guys have been a blessing to us. Our
goal is to give back as much as we can
to others. Dallis Marie’s ultimate goal

is to encourage others to follow their
dreams because we were lost during this
whole ordeal. Thank you again!”

~Chynika Spencer

“Ihis is an excellent, informative resource
for educators!”

“Ihis is a great resource!”

CONFERENCE SCHOLARSHIPS =

“I would like to thank those who
made it possible for me to attend
my first Moebius Syndrome
Conference. In the 32 years that
transpired since I received my
diagnosis, I had never met anyone
with the same facial difference, let
alone been able to relate openly

to them. I found a wealth of
information and a large welcoming community of friends who taught
me just how special we all are and that we truly are Limitless!”

~ Amy Lynne Zaebst

EDUCATIONAL SCHOLARSHIPS

‘T feel so honored to be recognized as someone who has Moebius
syndrome and who can succeed. No matter what obstacles you're born
with or come your way, you are still capable of anything you want to do.

»

~Elizabeth Lawrence, 2022 Scholarship Recipient

“My future is bursting with unimaginable possibilities, and this
scholarship will be enormously valuable in helping me step into new
and fantastic experiences!”

~Matthew Galen Shiver, 2022 Scholarship Recipient

A GUIDE FOR EDUCATORS

“Wow, phenomenal!l! Thank you so much, MSE for creating. We
definitely will provide one to my son’s teacher this year, and think it will
be a great resource for other school staff (eg, after-care program leader)
who know less about our child’s strengths and challenges but still interact
heavily... we find the extended team really needs this info too!”
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DONATE ONLINE

Online donations are a convenient and direct way to contribute to
Moebius Syndrome Foundation. Gifts may be made in honor or
memory of an individual or organization by selecting the dedication
checkbox on our online form. You can also quickly check on our
website donation page to see if your donation is eligible for an
employer match.

PLANNED GIVING

Did you know that we have an active planned giving program?
Whether you would like to put your donation to work today or
benefit us after your lifetime, you can find a charitable plan that
allows you to provide for your family and support the Moebius
Syndrome Foundation. Your gift becomes your legacy with
planned giving. Contact us for more information at
info@moebiussyndrome.org or by calling 844-663-2487.

VOLUNTEER

Volunteering is one of the best ways to give back and support
the work that is most important to you. The Moebius Syndrome
Foundation depends on the generosity and support of volunteers,

Kindness is Everyth;
rything
Campaign
Par 10 e Dare _1/24/2022

uuuuu —Moebius -
ndrome Foundation s 422000

Four-
ur- ﬁ(@g’%ﬁ@g{@@u

Dotiags.

Mow_ 2022
theauserag:

HOST AN AWARENESS/
FUNDRAISING EVENT

Create an awareness activity or event

at your school, work, or community
and easily turn it into a fundraising
opportunity for the Moebius Syndrome
Foundation. Please contact
loralynne@moebiussyndrome.org

for more information and to find out
how the Moebius Syndrome Foundation

=
i

and we invite you to consider joining our dedicated team of
volunteers. Please scan the QR code to apply as a volunteer or
email info@moebiussyndrome.org for more information.

supports awareness and social gatherings.

R MAIL OR CALL /74“ %’M%/

You can mail a donation to: Moebius Syndrome Foundation
1312 17th Street, #976, Denver, Colorado 80202
FUNDRAISE ON SOCIAL MEDIA You can also call us at (844) 663-2487 ext. 703 and donate with a credit card.
Let friends celebrate your birthday, or
raise awareness and support for a cause
that is important to you!

SHOPPING

Please consider making the Moebius Syndrome Foundation your charity of choice
while shopping! We receive donations from programs that give back at no additional
cost to you, such as Amazon Smiles, PayPal Giving, GoodShop, and Backyard Brine.

You can easily create a fundraiser for
Moebius Syndrome Foundation through
Facebook or Instagram! Simply log in to
your Facebook or Instagram page and
easily create your fundraiser set a date,
set a goal, and then share it with your

amazon
friends and family.

You shop. Amazon gives.

BACKYARD BRINE  [Fjgoodshop  ebayFoR cHARITY

The Moebius Syndrome Foundation is recognized as a charitable organization - 501(c) (3) by the Internal Revenue Service.
Contributions are tax-deductible to the full extent of the law. EIN # 13-3753992
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&W OF EVENTS

OCTOBER 2022

12 Just for Parents of Medically Complex
Children Chat
5pm PT /8 pm ET

25 Ideas for Hosting an Awareness Event
5pm PT /8 pm ET

NOVEMBER 2022

1  Just for Moms Chat
10am PT/1pm ET

6 MSF Book Club - A Face for Picasso
1pm PT /4 pmET

13 Just for Adults Chat
1pm PT /4 pmET

20 Virtual book reading by Amy Webb,
author of “When Charlie Met Emma”
and “Awesomely Emma”
1pm PT /4 pmET

29 Giving Tuesday

% {\ MOEBIUS

SYNDROME FOUNDATION

DECEMBER 2022

1 Kindness is Everything Campaign
Launches

JANUARY 2023

19 Just for Parents of Medically Complex
Children Chat
5pm PT /8 pm ET

24 Moebius Syndrome Awareness Day
31 Educational Scholarship applications

open
FEBRUARY 2023
1 MSF 2023 Conference

Registration Opens

5 MSF Book Club - The Facemaker
1pm PT/4pmET

19 Just for Adults Chat
1pm PT /4 pmET

28 Rare Disease Day

E e E If you would like to

= register for any of the
following events, please
4! visit bit.ly/3DpKDel
E or scan the QR code.
MARCH 2023

5  Just for Moms Chat
1pm PT/4pmET

APRIL 2023

20 7Just for Parents of Medically Complex
Children Chat
5pm PT /8 pm ET

MAY 2023

2 Just for Moms Chat
10am PT /1 pm ET

21 Just for Adults Chat
1pm PT/4pmET

TO OUR 2022 MOEBIUS SYNDROME FOUNDATION

EDUCATIONAL SCHOLARSHIP RECIPIENTS!

Elizabeth Lawrence

Arkansas Tech
University

We wish Elizabeth Lawrence, Charlie McCants, Harrison Plessinger,
and Matthew Galen Shiver great success in their academic endeavors.

2022 EDUCATIONAL
SCHOLARSHIPS
AWARDED

In the spring of 2023, the Moebius Syndrome Foundation will award
four educational scholarships up to $3,000 each to individuals with
Moebius syndrome who will be attending an undergraduate college,
university, graduate, technical, or trade school. We encourage you to
apply if you are a college student or plan to attend next year.

Charlie McCants
Augsburg University

Congratulations!

Harrison Plessinger

Applications for these scholarships will be available in late rrison Pl
io State University

January 2023. Information and reminders will be posted on the
Moebius Syndrome Foundation’s website and sent out via email and
through our official social media pages. Applicants must live in the
United States or Canada to be eligible.

Beal wiakea Jer mmene

aullesata n e fuﬁm

Matthew Shiver

Howard Community
College

For more information, please visit https://bit.ly/MSFcollege or
contact us at info@moebiussyndrome.org.

www.moebiussyndrome.org
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1312 17th Street #976
Denver, Colorado 80202

(844) 663-2487 or (844) MOEBIUS
info@moebiussyndrome.org
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MOEBIUS SYNDROME FOUNDATION
2023 CONFERENCE

GROWING STRONGER

' TOGETHER

MINNEAPOLIS, MN JULY 20-23, 2023

REGISTRATION OPENS
FEBRUARY 1, 2023

@ WE ARE GRATEFUL FOR YOUR SUPPORT! {é\



