WELCOME BACK TO SCHOOL,
EVERYONE!

We hope you have a fantastic year! Thank you to our community members who
submitted these cute back-to-school photos.

cril E Are you settling into the school routine and unsure how to talk about
ol : : . . .
. uﬂﬁ! Moebius syndrome with children in Kindergarten-5th grade?

) dfl% Time to download a kit featuring our new mascot, Moe!

Scan the QR code or visit https://moebiussyndrome.org/school-resources-2/

Don’t forget to order
T-shirts, sweatshirts,
and coffee mugs
featuring Moe from
our online store:
https://bit.ly/MSFStore

HAPPY
FIRST DAY OF Sa

& 3RD GRADE
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THE EXPERTS

LIVING (AND THRIVING!) WITH MOEBIUS SYNDROME

People with Moebius syndrome and similar conditions can not only live, but thrive, in all aspects of their lives. We wanted to
hear from the experts in our community, those living with Moebius syndrome and similar conditions, about what they have
found to help them live rich and fulfilling lives...indeed, how they are thriving! Here’s what they had to say.

Hfery

I'm 34 years old and

4 was born with Moebius
syndrome affecting the
right side of my face.

I grew up feeling so
shameful and negative
about my facial difference. I avoided mirrors,
I avoided discussions about it, I changed the
subject, and I didn’t want to acknowledge

it. That’s no longer the case. Self-love and
happiness begin from within. Once I learned
to love and accept myself, I realized 'm not
beautiful despite my facial difference, I'm just
beautiful. I found fulfilling work as a nurse,
actually being inspired by a nurse I had
during one of my many surgical procedures.
After being taken care of my entire
childhood, it's empowering to care for others
as an adult. ’'m proud of what I do.

My advice to others with Moebius syndrome
or any facial difference is to love and embrace
your differences. You are the only one in

the world with your face, and just like a rare
gemstone, you shine bright, and the people
who matter most will see your light and
beauty. Sometimes, making friends with
others with facial differences can make a
huge difference. I can say my life was saved
by meeting others like me. It's good to know
you're not alone when living with a condition
that makes you feel isolated. Just know you're
not alone; you belong to our community.
Also, don't let the petty actions of others even
affect you. I learned throughout the years
that what people say about me is none of my
business. Just brush it off your shoulders and
keep your head up. Don't believe what they
say. Once you really love and know yourself,
you won't even be bothered by the words and
actions of others. Find your own peace and
your own happiness. The world needs all the
love and light it can get.

~ Tiffany Kerchner, Advocate
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Thriving - certainly

not a one-size-fits-

all all topic. Once I
started thinking about
“Thriving” as a process
and not a product, it was
less elusive. I confess, I am a goal chaser.
Telling myself that things would be easier,
more enjoyable, more exciting, when I just
accomplished my goal - like - graduating
college, getting a great job, getting married,
having kids - the list is endless. The really
sneaky thing I finally realized was that as
soon as I accomplished one goal, I almost
immediately moved on to the next. I

never let myself savor my hard work, good
fortune, or amazing accomplishments. I
just started climbing the next mountain.
Now, part of that is great — the growth
mindset and determination piece. However,
I noticed that I never took the time to
remember and cherish all of the mountains
I had already conquered. Allowing myself
to take a breath and connect that my
present, where I am now - who I am now
has always been about the journey - not the
destination. I believe that thriving is not one
thing, one goal, or even one feeling state. It
is loving and valuing yourself during your
journey, nurturing the parts of you that
struggle and celebrating the parts that shine.
And the sprinkle of fairy dust that makes
my life sparkle? It’s having a community to
share my journey with. A community where
I can hold out my hand and offer someone
encouragement as they follow their own
path. Perhaps loaning someone some hope
as they are searching for their own. As I
often find myself saying — I am at my best
when I am a human being rather than a
human doing.

~Leah Z. Stock-Landis, PhD, Clinical
Psychologist

©000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000000

From my personal
experience and also in
coaching people, I've
found that developing a
sense of purpose is crucial
to your self-esteem. My
first question is: what are you interested in?
What brings you joy? Can you get involved
in related activities? Or just investigate on
your own at first? We, as humans, all want
to belong and contribute in some way to
society. That is an essential need we all have,
and people with Moebius are no exception.
There will be times when people may tell
you that you don't belong. That certainly
happened to me a lot. Fortunately, I had
other people in my life telling me that this
was nonsense. And I am telling you now. If
somebody thinks you don't belong and you
cannot contribute, ask yourself whether that
is really the right attitude or whether that
person might be a bit uncertain because
they’ve never met somebody with Moebius
before. There were times when I would just
ignore people like that and do my thing
anyway. And there were other times when

I could be more proactive and show right
away that I was a force to be reckoned with.

Practices such as journalling my thoughts
on challenges, meditation, mindfulness, and
exercise are key to me today. I find these
practices highly valuable because they give
me the chance to focus on the positive and
to ground me in my busy daily schedule.
They also support me in finding peace and
emotional mastery, especially for example,
when I've possibly had a not-so-pleasant
encounter with somebody. These practices
remind me to focus on my strengths and
what is great in life rather than dwelling on
the negative.

~Zoe Cross, Advocate, Business Coach,
Award-Winning International Speaker
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Thant You

Mike Bartels MBA

Eileen Rothenhausler

IN MEMORY OF ALEXANDRIA C. ZUNIGA
Jolene Eriksen

IN MEMORY OF CELESTE JASMYN HAYDEN
Dusty Demmer

IN MEMORY OF DORIS LADD-BIENVENU
Mark & Susan Knox

IN MEMORY OF HANNAH JADE DIVINE
Jim and Glenda Lush

IN MEMORY OF KAYLEE GRACE LUSH
John and Leigh Marberry

IN MEMORY OF KENNETH RAMSEY

Jean S. Graham
IN MEMORY OF MICHAEL F. GRAHAM

Nancy Buck

IN HONOR OF AVA RAE BUCK
George and Linda Becker
IN HONOR OF BEN BECKER
Abraham Stone

Adam Herman

Alan and Julie Lee

Alan Haynes

Alexy Idicula

Austin Ward

Brenda Olmos

Caroline Yap Jones

Chris, Danielle, and Evan Chan
Courtney Arceneaux
Davis Family

Duering Family

Greg Herlein

J.J. Juarez

Janique Cantey

Jason Huey

Jeft Yang

Ken Zhou

Lisa Dorn

Lucas Alarcon

Max Lam

Pearl] Park

Sajjit Rajagopal

Sam and Ann Chan
Sandra and Barak Tran
Spencer Anderson

Sunita Dharani

IN HONOR OF BILLY AND JUDY
MANASHI FAMILY

Gregory and Mary Osborne
IN HONOR OF CAITLIN OSBORNE

Cynthia L Juern

Ellen Skinner

IN HONOR OF CLAIRE PEPPIN
Aaron Belzer

Andre Wickham

Bea Sloan

Breanna Glahn

Chris Adams

Cody Titus

Darrell and Sheri Anglen
Diana Morris

Fred Avila

Gadrie Edmunds

H P Boyle

Jeannie Bell

Jim and Wanda Robinson
John Kirtland

Kathleen Parker

Lindi Lewallen

Logan Frederickson
Michael Voigt

Renee and John Peters

Rika and Matt Pere

Sandra Hanson

IN HONOR OF DALLAS LEWALLAN
John and Judy McGowan

IN HONOR OF DUSTIN MCGOWAN
Amanda Davis

IN HONOR OF ELIZABETH LAWRENCE
David and Tracy Baldridge
IN HONOR OF EMILY BALDRIDGE
Dirk Antonczyk

Christine Leber

David, Ashley, Luke, Cora Kline
Jordan Naftolin

Rad and Laura Wendzich

IN HONOR OF HAMILTON BACHMAN
Bevey Trevino

Denise Russell

IN HONOR OF HEATH LUNDEEN
Neidra Merrill

IN HONOR OF HYLAN F. KIRKLAND
Mariha Shields

IN HONOR OF JACKSON CLARK
Erica Klauber

IN HONOR OF JENNY WHITMAN AND
LORALYNNE EVANS

Dr. Howard Fisher

Molly Goldsmith

IN HONOR OF JON FISHER
Kiowana Phillips

IN HONOR OF KHALEB PHILLIPS
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Gary and Carleen Wargowsky
IN HONOR OF KYLIE VANDER VEER
Carol and Todd Van Bramer
Hannah Watters

IN HONOR OF LINDI LEWALLEN
Derek and Christina Dickey
Dwight Robert Dickey

Julia Evans

IN HONOR OF LORALYNNE EVANS

Carlos Torres

IN HONOR OF LUCAS MIGUEL TORRES
Monica Woodall

Thomas Wagner

IN HONOR OF MADISON WOODALL
Karen Weber

IN HONOR OF MADISON, MONICA,
AND SHAWN WOODALL
Rosemarie & Joe Keebler
Tina Ory

IN HONOR OF MATHIAS SANTANA

John and Cathryn McLeod
IN HONOR OF MATTHEW GALEN SHIVER
AND SHELBY KENNEDY

Jacob and Panina Licht

IN HONOR OF MIRIAM LICHT
Robert & Chelle Medow

IN HONOR OF PANINA AND JACOB
LICHT FAMILY

Brian King

Nolan Kohlrusch

Nate Peterson

Mitch Willett

IN HONOR OF REESE HUNTER
Vicki McCarrell

IN HONOR OF SEAN MCCARRELL
Christine Walter

IN HONOR OF SMILES FOR XANDER
Ida Alpert

IN HONOR OF STEVEN AND

LEAH MALDONADO

Pamela Rose

IN HONOR OF TIMOTHY ROSE
Christy Pitts

Erin Murphy

Hunter and Zayne Herron

IN HONOR OF TINA MICHAEL
Dave and Cheryl Banning
Kimberly Banning

IN HONOR OF VICKI MCCARRELL

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 from March 2 — October 1, 2023.

GENERAL DONORS

Adam & Rachel Levy
Alice Goeldner
Andrew Hatfield
Angela Coakley

Austin Halls

Bill Erickson

Bonnie L Hockridge
Dallas Lewallen

Dana and Alan Hyams
David Idell

David and Nancy Moore
Evelyn Jean Shoemaker Estate
Fatouma Moussa Ibrahim
Felicia Jaskolski

James Mimin

Jan Law

Jan Fisher

Jen Kaczor

Jenny Whitman

Jimmy Lawrence

Joan M. Coddens
Kathy Kraus McClure
Laura Berge

Linda Marshall
Loralynne Evans

Lindi Lewallen

Maria Avgoloupi

Mark Christensen
Mike Bartels MBA
Nicolas Haber

Nicholas Jones

Patricia Ellis

Paul & Kristine Santilli
Phil and Shelley Belling
Randy Riall

Robin A Wetherbee
Ronald Zuker
Roseanne Hager

Sara Avramenko

Scott Meyers

Stephen X. Miller

Steve & Sarah Boros
Telissa Spell

Terry Watters and Lisa Sjoberg
Tina Lamm

Tina Michael

Yanet Macias




CORPORATE DONORS

Anna L Klein Student Council

Central Ave Nutrition, LLC

Denise’s Daycare

Divine Mercy Catholic Church &
School

EAB and Seramount

Network For Good

Novartis Pharmaceuticals
Corporation

One Hope Wine

Pay Pal Giving Fund

Planet Art

Prior Lake Orthodontics

Fidelity Charitable Progressive Insurance Foundation
Grant Elementary School State Bank of Faribault
IUOE Local #12 Charity The Benevity Community
Golf Committee Impact Fund
Lupient Kia TISBEST Philanthropy
Muddy Paws, LLC UKOGF
United Way Tucson & SOAZ

Charity + Platinum
Navigator ;rgggparency
+ FOUR-STAR + Candid.

When I donate to the Moebius Syndrome Foundation,
I know that I am giving to an organization that will
give back in a meaningful way to the Moebius commu-
nity. The number of helpful programs, new educational
materials, and ongoing work in research and advocacy
seems to be expanding all the time, and I feel these are
things that are going to make the biggest impact and
help our family the most. ~Anonymous

WE ARE INCREDIBLY GRATEFUL TO OUR DONORS.
EACH GIFT HELPS US TO PROVIDE A BETTER FUTURE
FOR INDIVIDUALS WITH MOEBIUS SYNDROME.

Scan QR code to donate online at
moebiussyndrome.org/donate/

,,ay',,a, paypal.me/moebiussyndrome

n @moebiussyndrome

Mail a check to:

Moebius Syndrome Foundation
1312 17th Street, #976

Denver, CO 80202

Please let us know if your gift is in honor or memory of someone.

MOEBIUS

SYNDROME FOUNDATION

FOR YOUR SERVICE

The Moebius Syndrome Foundation would like to thank Monica
Woodall for her many years of service and support as a member
of the Board of Directors.

Monica chaired the 2010 MSF Conference in Colorado and
has since that time played key roles in conference planning
and working with the Board of Directors to help support the
Moebius community.

“Being on the MSF Board has been
important for me to give back for
all the support we received from the
Foundation when we first found
out that Madison had Moebius
syndrome in 1999. I also wanted
to be a part of the MSF to assist
in planning the conferences that I
am very passionate about and look
forward to every time we host one.
I love watching new families attend their first conference. The
MSF was a lifeline when we had no idea of what the future held
for Madison. I have thoroughly enjoyed being on the MSF Board
throughout the years and loved being a part of the conferences. >’

~ Monica Woodall

We are very grateful for the countless hours and
contributions Monica and her family have donated to the
Moebius Syndrome Foundation.
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The Moebius Syndrome Foundation has been extremely fortunate
to receive donations to fuel our programming efforts. The

Foundation provides:

o Educational and conference scholarships (view 2023 Educational
Scholarship awardees on the back cover of this newsletter)

o Educational materials in print and electronic to spread awareness
and provide information

o Grants for research into the causes of Moebius syndrome and
treatment options for common symptoms

o Financial and organizing support for awareness and social
gatherings

o Advocacy by supporting awareness events and working with H el p we ICO me a fa m i Iy
media outlets to our commun ity SFFERENCE Rop

« Hosts biennial conferences and scientific research symposiums

o S
. . = . Y
) _ . Making a donation of $35 or X 2
o Free educational and social virtual events, as well as an active hel id s @
Facebook private community group moxe DEIpS provids a new o 2 o
Z
0,

. . . member welcome packet
o Welcome packets to new parents of children with Moebius syndrome,

as well as adults with Moebius who live in the U.S., and electronic
welcome materials and information to international members

o Collaboration with industry partners who support our mission
and help to advance the causes of those living with craniofacial and
genetic conditions

o Medical travel reimbursement program

”\ None of this would be possible without our members’
A’ and partners’ continued generous support. Thank you!

”elb‘ MEDICAL TRAVEL REIMBURSEMENT PROGRAM!

In June of this year, the Moebius Syndrome Foundation (MSF) launched a new
Medical Travel Reimbursement Program to help offset the costs of traveling to and
from medical appointments. Thanks to a generous endowment left to the MSE, people

with Moebius syndrome and their families who live in the United States can apply “The reimbursement program took the
for reimbursement of up to $2,000 for travel expenses, including flights, gasoline financial burden off our hands, and
reimbursement, hotel or lodging accommodations, meals, etc. Traveling to medical we are forever grateful. We can not
appointments can be a financial burden, but because of this generous endowment, we thank YOU and the Moebius Syndrome
hope to make accessing good health care more feasible. Foundation enough. Our hearts are full.
. . . Jackson’s 4th eye surgery was a success,

A d applicant b ded up to two t . :

pprovec appficants cafl e awarded tp fo two Himes E#;!E__ and we look forward to participating and
To find out more about the new Medical Travel I’,gfw'- giving back to the Moebius community!”
Reimbursement Program or to apply, please scan the QR code. E" ~The Roberts Family
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SPOTLIGHT

Prence

Name: Pierce Kovite Zeitler
Age: 9

School grade: 4th Grade
Resides: Hyattsville, Maryland

Fun Fact: Pierce talks with a computer that he controls
with his eyes. Beware: he will tell you exactly what he
thinks if you listen...

What are your hobbies or interests?: Pierce recently joined
Cub Scout Pack 257 and is excited to be a Webelo! Other
than a love of being outside, Pierce also loves story hour.

What would you like others to know about you? Even
though Pierce may be quiet at times, he loves being part of
the conversation.

What would you like for others to know about Moebius
syndrome?: Moebius syndrome affects everyone in very
difterent ways. Although facial paralysis is a main issue

for many people with Moebius, those of us with complex
medical needs rarely think of it. If you know one person
with Moebius, you know one person with Moebius. The
best way to understand Moebius syndrome is to get to know
more people with Moebius syndrome.

©0000000000000000000000000000000000000000000000000000000000000000000000000000000
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Katherine Lockwood, author of “Why

Me, Mama,” is getting ready to release a
new three-part book series called “OOPS!
OUCH! OH NO! These books are designed
for a younger children audience to address
the important topic of bullying prevention.
Katherine is the mother to Rose, age 3, who
has Moebius syndrome.

Monique Moreno and Brian Baca, parents

of Emma Baca, who was born with Moebius
syndrome, hosted their first regional meet-up

in White Sands, New Mexico, on September

30, 2023. This was a fun, casual social event

to connect with members of the Moebius
community and explore a national park together.

If you have news you would like to share in a
or if you would like to be featured in the M
section, please email us at newsletter@

Name: Nyla Way

Age: 12

School grade: 7th Grade
Resides: Alberta, Canada
Fun Fact: I have a very mischievous laugh

What are your hobbies or interests?: I love animals, especially
horses and alpacas, loves reading and music

What would you like others to know about you?: I am shy in
new surroundings, but I love being around people.

What would you like for others to know about Moebius
syndrome?: I would like for people to know that just because we
look different doesn’t mean you should judge us by our looks. We
are just like everyone else.

Austin Halls, advocate, life coach, speaker, and
musician born with Moebius syndrome, has
released a new album called Back to Me. This is
available on CD and also Spotify.

Tina Michael, a woman with Moebius syndrome
from Burleson, Texas, went to Washington D.C.,
to meet with her federal representatives as part of
ELSA Advocacy Day. She writes, “Tell your story,
share the pictures, even if it’s hard. It may be your
destiny and pathway to make a difference, lead
the way for others, or show someone they’re not
alone. It took me 40 years to stop trying to fit in.
Because, baby, I was created to stand out!”
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/N MOEBIUS

SYNDROME FOUNDATION
1312 17th Street #976
Denver, Colorado 80202

(844) 663-2487 or (844) MOEBIUS
info@moebiussyndrome.org

0000

TO THE 2023 MOEBIUS SYNDROME FOUNDATION
EDUCATIONAL SCHOLARSHIP RECIPIENTS!

- -
Hayley Brang Natalee Brenner Ronald Edmund
Journalism Early Childhood Data Analyst /
Education Cyber Security

Jessica Maher
Social Science
Education

.
-

e D5

4

i : Melody Perez o

Sara Michell Rance Miller Veten_nmhmmm Khaleb Phillips

Medical Laboratory Agribusiness Computer Science
Science

Ofi0]
The next Educational Scholarship application period will open in January 2024. ! Ly

L L T
Please visit https://moebiussyndrome.org/college-scholarships or scan this QR code for the latest updates. Ei&:ﬁ.]
-
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