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MOVES FOR
MOEBIUS
Co/WY

Thank you to everyone
who joined us for
Moves for Moebiusin ~ [W&= i MOVES
Castle Rock, Colorado [ MOEBIUS ®
in September! We R o o e e
had a fantastic time
seeing everyone, walking and rolling together, playing fun yard games and
meeting a few furry friends. Thank you to Regional Coordinator, Jan Fisher
for organizing this event. We appreciate everyone who joined us and who

donated on behalf of the Moebius Syndrome Foundation!

In late September, several families of children with Moebius syndrome
gathered at Morgan’s Wonderland in San Antonio, TX - the nation’s only
fully inclusive amusement and water park. The weekend kicked off with a
lively Friday night dinner at a local food hall, and on Saturday, the group
explored the park’s many attractions, creating wonderful memories. It was
a heartwarming weekend of connection, fun, and new friendships. Thank
you to Greg and Mary Osborne for helping to organize this event.

MOVES FOR
MOEBIUS -
MA

At the beginning
of October, the
Massachusetts
community = - -
gathered in Lowell, MA for a regional Moves for Moebius event! Thank
you to Regional Coordinator Angela Coakley for volunteering her time
to organize the walk near the Merrimack river. Critical funds for the
Foundation were raised, and participants had a great time.
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CENTRAL NORTHEAST HIKE &
HANG-OUT

Members and friends of the Moebius community
had a blast during a beautiful fall hike on the beach
last October. This was a regional meet-up for anyone
living in and around the states of NY, NJ, CT, DE and
RI. Thank you to Regional Coordinator Nate Russo,
for organizing this event!
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YOU’RE INVITED TO THE FINAL RIDERS
FOR MOEBIUS EVENT!

“It has been an incredible 16 years, and we are so
thankful to each and every one of you. Let’s make
this the biggest and best year yet! On Saturday, June
7, will be starting at Pikes Peak Harley Davidson

in Colorado Springs, CO, around 9 am, leaving

by 10 am, and heading to Coyote Den for a cup of
coffee. After Coyote Den, you take off for Freemont
Motorsports and then Bishops Castle. We will end
our ride and Greenhorn Park in Colorado City (by
the baseball fields). We will have food and incredible
raffle items. You don’t want to miss this year,” says
organizer Kacie Nievesmassol. For more information,
please contact Kacie at kaciemassol@yahoo.com.

We hope you can join us at an
upcoming event! Follow our online
calendar for the latest event updates.
https://moebiussyndrome.org/events/
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MOEBIUS SYNDROME FOUNDATION

2025 CONFERENCE - SALT LAKE CITY B

JOIN US ON JULY 24-27, 2025 IN SALT LAKE CITY, UTAH
FOR THE 17TH MOEBIUS SYNDROME FOUNDATION CONFERENCE!

The conference is a great opportunity to connect, socialize, and
learn with individuals and families living with Moebius syndrome.
The event brings together our incredible community and forges
friendships that last a lifetime.

Join us for expert-led sessions, including medical care, mental health,
advocacy and awareness, parenting children with Moebius syndrome,
and special sessions for teens and children. Conference highlights
include dynamic keynote speakers, celebratory dinner, talent show
and dance party, educational and social events, and the opportunity to
meet one-on-one with medical experts and researchers.

Scholarship opportunities for first-time attendees, and those with a
financial need, and international attendees are available on a first-
come first-served basis.

/DN MOEBIUS

SYNDROME FOUNDATION

For more information about the conference, scholarships, and
registration, please scan the QR codes below.

REGISTRATION BROCHURE

We had an unbelievably fantastic time at our very first
conference! We can’t thank the Moebius community enough for
welcoming us with so much compassion & we can’t wait to see
everyone again in Salt Lake City! ~Kelly Hirsch

“What I absolutely love about the Moebius Syndrome Foundation conferences is that they are a celebration of being your authentic self.

Whether you are an introvert, extrovert, ambivert, free spirit or free agent, you are valued and appreciated!!” - Amy Schuster
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Tips for navigating travel with kids with disabilities, by Dani Doughty

EFFICIENT PACKING

o For flying- Better to pay for an
overweight bag than to carry more bags

o Space Bags are your friend!
» There are different types, no need
to vacuum.
o Ditch the non-essentials.
» Pump Poles, swap for hangers
» Vent roll stands, setup bedside instead
« Dispose of any medical supplies that are

used that you will not need on your way
home (flying especially)

ROAD TRIPPING

o Start early if you can! Kids learn to love
road trips.

o The *magic* trip leg
» Trying to get to three hours of

uninterrupted drive time is
a good goal.

» Plan longer stops for food, stretch,
diaper changes, etc. and make
that a big deal.

» Other stops will happen, but planning
on the bulk of everything being a
planned stop is a good way to keep
up momentum. Consider making
hotel reservations on the way.

NAVIGATING AIRPORTS

Direct flights are always going to
be preferable.

TSA Cares can be unreliable.

» Make sure any medicines and medical
liquids are in a separate bag, so they
are easy to access. Some airports
WILL make you pull every ounce of
liquid out of your bags, so don’t make
it so it’s difficult to find.

» Still sign up for TSA Cares because
then it is on them if they do not have
anyone to assist, not because you
showed up unannounced.

» Ask for a supervisor before even
getting in the TSA line.
+ They often bring you aside.

Packing

» Medical bags fly free, just let them
know at check-in.

» Some airlines let you check medical
bags for free, doesn’t hurt to ask.

» Ask to board first so you can take
your time getting on, especially with
a wheelchair and equipment.
» Make sure they know how to fold/
unfold wheelchairs.
+ Make sure flight attendants are
aware you will need those brought
back to the jet bridge upon landing.

» It is always worth it to pay a little
more to be closer to the front. It
never hurts to email airlines about
being moved closer to the front.

TOP 5 TIPS

L.

Watch the full
presentation on the
Moebius Syndrome
Foundation’s website.

Make your destination settled. Take
time to unpack, organize medical
supplies, put any groceries away so you
can enjoy your trip.

. Make sure to locate closest children’s

hospital and closest general hospital
to ensure that if you might need a
specialty like neurosurgery, you know
where youd end up.

AirBNB (almost) always! Make

your accommodations part of the

fun. Exceptions: conferences or events
where it is more convenient and

cost effective.

Have a plan for emergencies, but don't
dwell on them. A lot of bad can happen
on trips, but a lot more good can
happen, too!

. Go with the flow! Make a skeletal

itinerary with ideas but take it one day
at a time. A day with nothing is not a
day wasted! Some of the best memories
were when we were spontaneous.
Things will go awry and there will

be harder days but temper your
expectations.

G

*Note from Moebius Syndrome Foundation: Two years ago, we published this helpful
guide created by Dani. Since the 2025 Conference is coming soon, we thought it
would be helpful to re-publish this to support families planning to attend.
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UPDATES

CONTINUING MEDICAL
EDUCATION EVENT

A Q&A with Kathryn Kraus McClure, M.D.,
MSF Board of Directors

What is a CME event, and who participates?
CME (Continuing Medical Education)
provides ongoing education for medical
professionals, including doctors, nurses, and therapists, to

stay updated on advancements in their fields. Many states and
professional societies require practitioners to earn CME credits
annually. For example, Pennsylvania mandates 50 CME credits per
year for doctors.

Has there been a CME event focused on Moebius syndrome before?
While the Moebius Syndrome Foundation (MSF) has shared extensive
information through its website and conferences, this is the first time

a formal CME program is being offered. We are partnering with
Intermountain Health and the University of Utah to provide accredited
CME content.

How will this benefit the medical community?

CME programs broaden knowledge about rare diseases among
medical professionals, many of whom do not encounter such
conditions in their formal education. This initiative helps fill that gap,
increasing awareness and understanding of Moebius syndrome. The
session will also be recorded for online access.

Will the Moebius Syndrome Foundation host future CME events?
If this in-person event is well received, we may consider hosting
future CME programs in other cities, particularly those holding
conferences.

What is your role, and why is this important to you?

As a physician, I value high-quality CME programs and believe
rare diseases deserve greater educational focus. This event is an
opportunity to share knowledge, spark interest, and encourage
further research.

Event details

The CME program on Moebius syndrome is scheduled for
Wednesday, July 23, 2025, at 3 PM. The exact location at a
University Hospital in Salt Lake City will be announced later.

SLEEP HEALTH OF ADULTS AND
CHILDREN WITH MOEBIUS SYNDROME

We are pleased to update you that the MSF-funded study on

sleep in Moebius syndrome was recently published in Research in
Developmental Disabilities. It is also published in a freely accessible
article in Psychology Today describing the findings from Drs.
Kathleen Bogart, Jessica Dietch, John Sy, and Ellie Anderson, as well
as the MSF’s contributions in funding the project.
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Moebius Syndrome &

Sleep Quality

01 Higher rates of probable
sleep disorders

Compared to the general U.S. population,
adults with Moebius syndrome had higher
rates of probable sleep-disordered
breathing, insomnia, cataplexy (i.e.,
sudden muscle weakness in response to
strong emotion), and daytime sleepiness.

02 More REM Disturbances

61% of participants in the study screened
positive for REM sleep behavior disorder—
a sleep disorder characterized by acting
out or vocalizing dreams during REM sleep
—which was substantially higher than the 1
- 6% in the general U.S. population.

03 More Nightmares

22% of participants screened positive for
probable nightmare disorder, compared to 2
to 8% in the U.S. population. Our participants
also frequently experienced other
parasomnias including sleep talking, sleep
terrors, grinding teeth, sleepwalking, and
periodic limb movements.

04 Difficulty managing
stress & sleep

Participants had tried “almost
everything” to improve their sleep but
had little success. Because of the poor
sleep, their health, quality of life, and
social lives were profoundly affected.

This research was funded in part by the Moebius Syndrome Foundation.

“Sleep health of adults and children with Moebius syndrome.” Research in

Dietch, Jessica R.; Sy, John Richmond T.; Anderson, Ellie; Bogart, Kathleen.
* * Developmental Disabilities. 158 (2025) 104924,

Text from: Bogart, Kathleen. “From Anecdotes to Data: Researching Sleep in
a Rare Disorder.” Psychology Today. March 10, 2025.




MEET JON FISHER

Jon Fisher is passionate about disability and education, and is
fortunate to have a job that incorporates both.

Jon works at the Colorado School for the Deaf and Blind as a
transition teacher, assisting 18-21 year olds who are blind. He
teaches his students life skills, like how to interview for a job, create
a resume, and find a place to live. He also helps them get set up with
social security income if they need it. He assists them with getting
ready for going to college or finding a job, as well.

One of the most rewarding parts of the job for Jon is that he’s able to
impart his wisdom and life experience to his students.

He’s currently working with his students on overcoming anxiety

and the fear that they aren’t ready to handle certain challenges. He's
getting them to a place where they feel comfortable to self-advocate
and talk about their disabilities, and getting them to feel comfortable
in their own skin.

Jon began his career journey with a Bachelor’s Degree in Music
Education. When he started out in undergrad, he wanted to be a
music teacher, but decided not to pursue it.

He teaches music privately, though. He’s taught students
instruments like piano, guitar, voice, ukulele and drums for over
20 years. He also plays and performs music daily, and continues to
practice piano and voice.

After deciding not to pursue music education professionally, Jon
focused on administrative work. He worked in call centers as

well. For eight years, he worked as a third-party contractor for the
military, but realized it just wasn’t for him. He wanted to go back to
doing something he loved.

That’s when he decided to combine his passions for disability and
education.

Jon has a large wealth of knowledge about blind culture and is good
at describing things to the blind. So, that led him to finding his
current job at the Colorado School for the Deaf and Blind, where
he’s been working for almost two years.

In addition to teaching, Jon is studying for his Master’s in SPED-
Teacher for the Blind and Visually Impaired, and aims to graduate
in 2026 or 2027. After he graduates, he hopes to grow in his current
role teaching at the Colorado School for the Deaf and Blind, or
possibly find other work/career paths in the field.

Regarding Jon’s journey of interviewing for jobs, he initially hesitated
to disclose his Moebius, only because he didn’t want the interviewer
to get the idea that he was incapable.

OW SPOTLIGHT

Now, if he feels like it is pertinent to disclose during an interview, he
says something like, “I do have a disability, but I don’t feel like it will
impact my ability to work for you” or “T have a disability, and if you
want to know more information about it, 'm happy to share”

He thinks it’s been helpful for interviewers to realize this person
does have a disability, they are brave enough to admit it and talk
about it comfortably, and that it's not going to stop them from doing
the task they need to do.

Also, when you're applying for a job, make sure you're really
applying for something you want to do.

Jon’s advice for those with Moebius who have speech difficulties is, if
the interviewer is having difficulty understanding them, ask if they
can repeat themselves. And, if the interviewer is still struggling to
understand them, ask if they can write it down.

Jon also serves as Secretary on the Board of Directors of the
Moebius Syndrome Foundation and moderates the Just for Adults
with Moebius virtual chats.

He has hosted sessions and performed at talent shows at various
Moebius Syndrome Foundation Conferences as well.

At the conference this summer, July 24-27 in Salt Lake City, Jon will
host a new session called “Pop Up Choir” Participants will learn
several pieces of music as a group and then perform the music at the
end of the conference.

When he was younger, Jon said he didn’t fully identify with having
Moebius. But, once he was in college, he decided to look more into
what it meant to be someone with Moebius syndrome and how

he could get more involved in the community. He said it was an
interesting part of his identity that he wanted to start to embrace.

Moebius affects Jon physically in that he has unilateral facial
paralysis, so it only affects one side of his face. His right eye
is impacted, so it doesn't close all the way. His vision was also
impacted, so he has 20/70 vision in his right eye.

His balance and depth perception were really affected as well.
Because of that, he couldn’t do sports, so he relied on music as an
outlet. Music was also impacted, though. He is deaf in his right ear.

When he was younger, he was also slower to reach certain
milestones, like crawling, walking, and riding a bicycle. He did
achieve those milestones, though. It just took him a little longer.

Eﬁ?}' "'-E To read the full article on Jon Fisher,
L . ‘B please scan the QR code.
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IN MEMORY OF DONORS
Helen Heimbuch

Louis Profumo

Margaret Williams-Zanger
Peter L. Profumo

William Goeldner

IN MEMORY OF ALICE PROFUMO
GOELDNER

Mary Minow

IN MEMORY BURTON MINOW

Jolene Eriksen

IN MEMORY CELESTE JASMYN HAYDEN

Maryke Mofhitt
IN MEMORY DAVID C. MOFFITT

Susan Goodney
IN MEMORY JOHN RENNER

Jim and Glenda Lush
IN MEMORY KAYLEE GRACE ROBERTS
LUSH

Jean S. Graham
IN MEMORY MICHAEL F. GRAHAM

Juliann Brooks
IN MEMORY TOM ZAWADZKI

IN HONOR OF DONORS
Abhishek Kapoor

Allison Solano

Backyard Brine

Bounce! Family Entertainment
Center

Eileen Linde

Kate Lieberman

Laiba Shahram

Margaret Gazel

Michelle Wolynski

Theresa Odaly

Michael Hoehlein

Patricia Garvey

Kindness is Everything

Polsky Sports and Entertainment LLC

IN HONOR OF ADDISON GARVEY
Linda Marshall
IN HONOR OF ALAN MARSHALL

Cynthia Juern
IN HONOR OF CLAIRE PEPPIN

Flanigan Family Donation
IN HONOR OF DALLAS LEWALLEN

Brother Chimp Brewing
IN HONOR OF DYLAN GENTRY

Jimmy Lawrence
Keith and Amanda Davis
IN HONOR OF ELIZABETH LAWRENCE

Ronald and Margaret Bulbulian
IN HONOR OF EMMA MATTHEWS

Sandy King Hartung
IN HONOR OF EMMA MCGOWAN

Lisa Amedeo
IN HONOR OF EMMA ROSE

Madonna Catholic Pre-School
IN HONOR OF FLORA

Jeremy and Lisa Kramer
Larry and Miriam Kramer

IN HONOR OF GABRIEL KRAMER

Christopher and Gail Wolking
IN HONOR OF GRETCHEN WOLKING

Destiny Bachman
IN HONOR OF HAMILTON BACHMAN

Laura and Matt Berge
IN HONOR OF HARRISON BERGE

Frank and Marian Setzman
IN HONOR OF HENRY AND BEN BECKER

Daniel Middendorf

IN HONOR OF JACOB MIDDENDORF
Grace Bach

Thomas J. Paper

IN HONOR OF JAN FISHER
Rebecca Maher

IN HONOR OF JESSICA MAHER

Lisa Thomas
IN HONOR OF JON FISHER

Anna L. Klein School

IN HONOR OF JOSIAH MORALES
Jamila Allen

IN HONOR OF KHALEB PHILLIPS
Cheryl and David Banning
Becky and James Butts

IN HONOR OF KIMBERLY BANNING

Pam and Bob Crawford

IN HONOR OF KIMBERLY CRAWFORD
Tara Koehnlein

IN HONOR OF KRAIG KOEHNLEIN

Gary and Carleen Wargowsky
IN HONOR OF KYLIE VANDER VEER

Carlos Torres
IN HONOR OF LUCAS MIGUEL TORRES

St. Raymond Elementary
IN HONOR OF LUIS VELAZQUEZ

Cathryn and John McLeod

IN HONOR OF MATTHEW GALEN SHIVER
AND SHELBY KENNEDY

Carole Perry

IN HONOR OF MARCIA ABBOTT AND
NATALIE ABBOTT

Rosemarie and Joseph Keebler
IN HONOR MATHIAS SANTANA
Shaun and Suzanne Murphy
Timothy Coakley

Holly Stanieich

IN HONOR OF MEGAN MENARD
Ronn Medow

IN HONOR OF MIRIAM LICHT

Ron and Kim Delco

IN HONOR OF MITCHELL DELCO
Lost Oak Winery

IN HONOR OF MOVES FOR
MOEBIUS TEXAS

Kathy Kraus McClure
IN HONOR OF MSF BOARD OF DIRECTORS

Matt and Annie McGowan
IN HONOR OF NATE RUSSO AND

RI REGIONAL EVENT

United Way of Tucson and
Southern AZ

IN HONOR OF PAM SPIEGL

Novartis

IN HONOR OF REBECCA MAHER

Dr. Anne Broussard

IN HONOR OF ROLAND BIENVENU, JR.

Steven and Robin Michell
IN HONOR OF SARA MICHELL

Samara and Seth Preisler
IN HONOR OF SLOAN PREISLER

David and Windi Sims
IN HONOR OF THOMAS STORY LEVELY

Pam Rose
IN HONOR OF TIMOTHY ROSE

GENERAL DONORS

Alexa Graf

Andrew Rowles

Angela Coakley

Arthur and Katherine McCaughan
Bank of America Giving

Beth Battina*

Bryn Webb, M.D.

Caitline Cline

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 are made from September 11, 2024 - March 15, 2025 .

Colin Bartlett

Crescencio Alvarez V
Dana and Alan Hyams*
David Webb

Drs. David and Constance Hunter
David and Nancy Moore*
Diane Lapham

Edward and Maureen Barrett
Fidelity Charitable

Give Lively Foundation
Gloria Dannunzio
Gregory Borschel, M.D.
Jan Weiland

Jan Fisher

Jeanne Dyer

Jewish Community Fund
Jon Fisher

Joshua Zimberg

Kendell and Jenny Whitman
Leonard and Jeanna Matthews
Lilita Forsyth

Linda Cooke

Logan Stear

Marcia and Wayne Abbott
Mark Christensen

Mark J. Sullivan

Marriott International
Mary T. Lerner

Mike and Kelly West
Molly Goldsmith

Mona Thabit

Nancy Calhoon

Nathifa Bradshaw
Olexandr Berezhok

Pam Pontaniel

Patricia Ellis*

Paul and Kristine Santilli
PayPal Giving Fund
Phyllis Richards

Rebecca Cheney

Robert and Chelle Medow
Ryan Vickery

Sam Mauro

Scott Meyers*

Shalom and Tina Lamm
Shelby Wright Howard*
Slipstream

Stephen X. Miller

Tina Michael*

Yvette Yeager

A special note of thanks goes to our Sustaining Members, who have committed to making monthly contributions.
They are marked with a * (star) by their names.
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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 E - E
moebiussyndrome.org/donate/ :

,,5‘,, paypal.me/moebiussyndrome [=]
m @moebiussyndrome
: Plati
Mail a check to: Transparency
2025

Moebius Syndrome Foundation
1312 17th Street, #976 Candid.
Denver, CO 80202

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

Donate Stock @

\/

PUT STOCK IN SOMETHING THAT MATTERS!

Did you know that when you donate appreciated stock, you may
avoid the tax on the gain while deducting 100% of the value of

the contribution? That makes stock gifting one of the most tax-
advantaged ways to give. And when you donate stock, we get to
keep the proceeds that would have gone to pay taxes - it’s a win-win
for you and us! And now it’s fast, safe, and free to donate stock to
Moebius Syndrome Foundation.

We have partnered with DonateStock.com to enable our supporters
to make stock donations in 10 minutes or less. By scanning the
DonateStock QR code below, you can initiate a stock gift from your
brokerage through a secure portal in minutes at no cost to you.

So, remember, charitable giving doesn’t always mean cash. By gifting
stock, your support will have an even greater impact — without
denting your pocketbook.

If you would like to donate stock but prefer to have your broker work
directly with us, please contact us at info@moebiussyndrome.org or
call +1 (844) 663-2487. We are happy to help!

Learn more about DonateStock.
4 donatestock.com/for-donors

OO0
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WE ARE INCREDIBLY GRATEFUL
TO OUR COMMUNITY MEMBERS
WHO ORGANIZE FUNDRAISERS
TO SUPPORT OUR MISSION!

Thank you for your passion for making a difference, and to
everyone who supported your efforts.

Anna L. Klein School in Guttenberg, New Jersey held a “Dress
Down Day” fundraiser in honor of Josiah Morales, raising
almost $200! Gloria D’Annunzio, a teacher at the school stated,
“My former colleague and good friend, Dennise Santana, has a
child with Poland-Moebius Syndrome. Inspired by her courage
and her quest to bring awareness to a condition none of us
knew about, I began the yearly donation drive at my school”

Bouncing for Kindness! Addison Garvey and her family held
a fundraiser at Bounce! Family Entertainment Center for a
fun social and awareness event in Syossett, New York, raising
over $3,000!

St. Raymond’s Elementary in Bronx, New York raised $1,212
for their fellow student, Luis Valezquez, in honor of Moebius
Syndrome Awareness Day!

Addison Garvey is shown with Luis Velazquez during the Bouncing for Kindness event.
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1312 17th Street #976
Denver, Colorado 80202

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

UNLOCK OPPORTUNITIES

Financial
Assistance

College, Technical,
Trade, Post-
Secondary Degrees

Merit-Based
Selection

Apply by May 1, 2025

MOEBIUS

SYNDROME FOUNDATION

2

Are you planning to continue your education? The Moebius Syndrome Deadline: May 1, 2025

Foundation is excited to offer scholarships for individuals with Moebius Apply now on our website:

syndrome who are planning to attend college, technical, or trade school in moebiussyndrome.org/college-scholarships
the coming year. or scan QR code above.

We’re awarding several scholarships of up to $3,000 Open to U.S. residents with Moebius syndrome who plan

each to help support your educational journey! to pursue higher education. Don’t miss out—apply today!



