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WELCOME TO THE
MOEBIUS SYNDROME
FOUNDATION!
Welcome! We are so happy you found us! You are not alone. The Moebius Syndrome Foundation
offers ways to connect with other individuals/families living with Moebius syndrome,
conferences, college scholarships for young people with Moebius syndrome, newsletters,
information, and funding for/information on research.
A bit of history: When my son was born with Moebius syndrome in 1990, there was very little
information available – certainly no Internet, no Facebook, no Twitter. . . . Like most of your babies,
Sean could not suck, had very low upper body muscle tone, and was literally starving. I finally
cut a hole in the nipple of his bottle and he was able to get milk. After visiting 2 neurologists,
we found that he had Moebius syndrome. When I was told that he would be ‘stigmatized’, I was
determined that would not happen, and set out to find others who had children with Moebius
syndrome. After writing to numerous craniofacial support groups, I was put in touch with Lori
Thomas whose daughter Chelsey also had Moebius syndrome, and we lived 4 miles apart in Los
Angeles. Sean was 1 year old and Chelsey was 3 when we met.
Determined that no other mothers should go through what we’d gone through, we developed
a newsletter, wrote articles for newspapers and magazines, and began to meet in my living
room with a handful of other families who had children with Moebius syndrome and a couple
of adults who had Moebius syndrome. Ken Koke, the father of a little boy with Moebius
syndrome, developed our first website and our group continued to grow. Lori and I hosted the
first Moebius Syndrome Conference in 1994 in Los Angeles with 75 people from 26 states and
Canada in attendance.
The Moebius Syndrome Foundation now hosts conferences every 2 years in various cities
around the US for over 400 attendees and we interact with over 2500 people worldwide, as
well as numerous Moebius Syndrome Organizations around the world. We provide support,
information, networking and are proud to have a 10 member Board of Directors as well as a 16
member Scientific Advisory Board. We also provide funding for research into the genetics of
Moebius syndrome and its associated conditions.
I know you have questions. Please visit our website at www.moebiussyndrome.org where you
will find many answers, resources and photos of Moebius Syndrome Awareness Day events
held worldwide on January 24 every year. Feel free to contact me. Our ‘kids’ are both now very
successful young adults with Bachelor’s Degrees. Chelsey is the mother of a beautiful little girl
(who does not have Moebius syndrome). Sean worked as a radio broadcaster before moving to a
large Midwestern city and works in management. Kids with Moebius syndrome can do anything!!
The Moebius Syndrome Foundation looks forward to supporting you along your journey.
Welcome home!

Vicki McCarrell
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Founder
Moebius Syndrome Foundation
Email: vicki@moebiussyndrome.org
(844) MOEBIUS (663-2487) ext. 701 or(660) 834-3406

THANK YOU
FOR JOINING US
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Dina Scalone
Executive Director
Moebius Syndrome Foundation
Dina@moebiussyndrome.org
844 - MOEBIUS (1+844-663-2487) ext. 700
Moebius Syndrome Foundation
P.O. Box 147
Pilot Grove, MO 65276
info@moebiussyndrome.org
www.moebiussyndrome.org
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KHALEB
My name is Kiowana and I am a Sergeant First Class in the United States
Army. My husband and I have a 10 year old son named Khaleb. He was
diagnosed with Moebius syndrome at two months old. In 2008, Khaleb
was trached for 3 years due to a choking incident in daycare.
Having Moebius syndrome, Khaleb has mostly been affected by not
being able to smile or make facial expressions and having a speech
delay. Also because of the syndrome, he was born with clubbed feet
and has had his feet broken twice to correct them.
Khaleb is now in the 5th grade and enjoys sports, movies, bowling,
singing, video games, reading, and dancing.
Having two parents in the military, Khaleb travels a lot and is always
meeting new people. In 2014 we attended our first Moebius Syndrome
Conference. Our goal in life is for Khaleb to be able to communicate
comfortably with anyone and to be independent. We also want him to
be able to learn and progress with his peers. Sometimes I feel that he
is a little shy or may be afraid to communicate freely because he feels
that someone won’t understand him. I want to teach him to be fearless,
strong, and accomplish anything that his heart desires, just like his dad.
Khaleb smiles with his heart and laughs with his soul. If you are around
him you can feel his love through his spirit. I know that he will be great
at everything that he does in life. I published a book about Khaleb’s trials
and tribulations with Moebius syndrome titled “The Boy Who Smiles
With His Heart.” To follow Khaleb’s life, please visit our page at www.
facebook.com/theboywhosmileswithhisheart.
— Kiowana, mother
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MISSION
AND
HISTORY

Mission
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.

History
Two women who lived in California, Vicki McCarrell and Lori Thomas
both have children with Moebius syndrome. In the early 1990s, there
were few resources available and they struggled to find answers. Soon
they discovered each other and as luck would have it, they lived less
than 20 miles apart! Initial meetings were held in their living rooms and
in 1994 the Moebius Syndrome Foundation was founded. That same
year, the first Moebius Syndrome Foundation Conference was held in
Los Angeles.
Since that time the foundation has grown from a handful of individuals
and families living with Moebius syndrome to more than 2,000
worldwide. The foundation hosts conferences every two years and
provides extensive support and resources for the Moebius community.
It is our hope that families and individuals find the support they need.
We offer networking opportunities, education, resources, updates on
scientific advances and most importantly, a home.
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WHAT IS
MOEBIUS
SYNDROME?
Moebius syndrome is a rare neurological disorder
with symptoms of facial weakness and inability to
move one or both eyes away from the nose. These
symptoms are present from birth and can be due
to abnormalities of the 6th and 7th cranial nerves.
Persons with Moebius syndrome may be unable to
smile, frown, raise their eyebrows, grimace, unable to
blink. Newborns often have problems with sucking
and may need special assistance with feeding.

• Low muscle tone
• Developmental delay/ intellectual disability
• Autism

Moebius syndrome was originally described
by German ophthalmologist Alfred Graefe in
1880, but is eponymously named for German
neurologist Paul Julius Moebius, who reported
features of Moebius in 1888. Moebius syndrome is
rare, occurring in roughly 2 to 20 cases per million
In addition to facial weakness and impaired eye births. The condition occurs in all ethnicities.
movements, persons with Moebius syndrome There is no gender bias (males and females are
may have additional symptoms including:
affected equally).
•
•
•
•
•
•

Strabismus (misalignment of the eyes)
Hearing loss
Other cranial nerve involvement
High arched palate or cleft palate
Dental problems including overcrowding of teeth
Poland anomaly (underdevelopment of chest wall
muscle with webbing of fingers of affected side)
• Club foot and other limb anomalies

Researchers do not yet understand the cause
of Moebius syndrome. Moebius may occur as a
result of genetic and/or environmental factors.
The Moebius Syndrome Foundation has funded
research to find the cause of Moebius syndrome.
In 2017, research funded by the Foundation
identified the genomic cause of a condition similar
to Moebius, Carey-Fineman-Ziter syndrome.
Moebius syndrome researchers continue to make
progress toward finding a cause.

FREQUENTLY ASKED QUESTIONS
DOES MY CHILD HAVE MOEBIUS SYNDROME?
The Moebius Syndrome Foundation cannot diagnose individuals, but we can work with you to
recognize symptoms. If you suspect that your child has Moebius syndrome, you should consult your
physician. Here are a few symptoms:
• Lack of facial expression; inability to smile
or frown
• Feeding, swallowing or choking problems
• Motor delays due to upper body weakness
• Absence of lateral eye movement
• Absence of blinking
• Strabismus (crossed eyes)
• Drooling
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•
•
•
•
•
•
•

High palate
Short or deformed tongue
Limited movement of tongue
Submucous cleft palate
Dental problems
Hearing impairment
Hand/feet deformities

FREQUENTLY ASKED QUESTIONS
MY CHILD HAS JUST BEEN DIAGNOSED,
WHAT DO I DO NOW?
First, don’t panic. You will experience all kinds of
emotions and you may feel very alone. With a rare
condition it is difficult to find others who truly
understand what you are feeling. Educate family
and friends and allow them to participate in the
process of understanding with you. Plus, you can
always email us or give us a call.

sensory integration therapies. Infants may require
special bottles (i.e. Special Needs or Pigeon Feeder)
or feeding tubes to maintain sufficient nutrition.
Strabismus (crossed eyes) is usually correctible
with surgery.

Limb and jaw deformities may often be improved
through surgery. In addition, plastic reconstructive
surgery of the face can offer benefits in individual
Join one of the Facebook groups set up specifically cases. In that surgery, nerve and muscle transfers
to provide conversation and support. You will be to the corners of the mouth have been performed
able to talk with other families of children with to provide an ability to smile.
Moebius syndrome, ask questions and get the
support you need. Remember, you are not alone!
WHAT IS SMILE SURGERY?
WHAT IS MOEBIUS SYNDROME?

Smile surgery is also known as a functional muscle
transfer. This operation takes muscle from another
part of a child’s body (usually the thigh) and grafts
it onto the corners of his mouth, giving them the
ability to smile. This is not a “cure” for Moebius
syndrome, but it does assist in restoring a smile.
It is important to note that the procedure is very
time-intensive and involved, taking up to twelve
hours for one side of the face. Ask your treating
clinician if smile surgery is an advisable option for
your child. Free consultations are available at the
Moebius Syndrome Foundation Conference.

Moebius syndrome is a non-progressive rare
neurological disorder that is present at birth
and affects the cranial nerves that control facial
expression and eye movement. It primarily affects
the 6th and 7th cranial nerves, meaning that
people with Moebius syndrome are unable to
smile, frown, raise their eyebrows, grimace, move
their eyes laterally or blink. Their eyelids may not
close completely when blinking or sleeping, which
can result in dry or irritated eyes. Weakness in the
facial muscles may cause problems with sucking
and the ability to feed, an early symptom that HOW CAN INDIVIDUALS WITH MOEBIUS
arises with newborns. Read more here.
COMMUNICATE WITHOUT FACIAL
EXPRESSION?
HOW COMMON IS MOEBIUS SYNDROME?
Facial expression is critical for those in any situation
The causes of Moebius syndrome are unknown, - children in school, adults in the workplace or other
although the condition probably results from a social settings. This is one of the major challenges
combination of environmental and genetic factors. for those living with Moebius syndrome. Using
Researchers estimate that the condition affects 2 body language and tone of voice are ways to
to 20 per 1 million people.
enhance expression. A speech language
pathologist can work with those who need help
ARE THERE TREATMENTS AVAILABLE?
communicating.
There is no cure for Moebius syndrome but there
are treatments available. Children with Moebius
syndrome usually benefit from physical and
speech therapy to improve their gross motor skills
and coordination, and to gain better control over
speaking and eating, as well as occupational and

Have additional questions? Give us a call or
send us an email. Or join one of the Moebius
online groups and just ask! Our community is
active and always willing to answer questions
and share advice.

7

8

WELCOME TO HOLLAND!
By: Emily Perl Kingsley

©1987 Emily Perl Kingsley. All rights reserved

      
      
      
                   
               
        
      
       
        
  
                    
        
      
 
         
    
           
                     

        
               
      
   
                     
        
          
       
    
          
         
From “Welcome to Holland” by Emily Perl Kingsley,
1987 (https://www.emilyperlkingsley.com/welcome-to-holland).
Copyright 1987 by Emily Perl Kingsley. Reprinted with permission.
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RESEARCH
Dr. Manoli, Dr. Engle, and Dr. Jabs at a Moebius Syndrome Conference

Our Scientific Advisory board advocates for scientific
research to advance the diagnosis and treatment of
Moebius syndrome & associated conditions. Comprised of
leading experts in their respective fields.
The scientific advisory board:
•

Provides scientific review of research proposals to ensure that
the research MSF funds are scientifically sound, pertinent and
provide a high impact to the research community.

•

Advises the foundation on any scientific issues that may arise (e.g.,
stem cell policy, other worldwide research on Moebius syndrome).

•

Collaborates with the board to establish and maintain a health
registry for Moebius Syndrome.

•

Answers medical/therapy questions from the membership.

•

Works with Members/Board in securing the donation of tissue/
bodies for research.

•

Provides speakers and research programs for major events
and conferences.
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ACCOMPLISHMENTS IN
SCIENTIFIC RESEARCH
Since 1994 The Moebius Syndrome Foundation has hosted
6 Research Symposiums and invested more than $1.3
million in critical research pertaining to Moebius syndrome.

RESEARCH FUNDING
The Moebius Syndrome Foundation is comitted to funding research into the cause of Moebius
syndrome and its associated conditions, per the mission statement. As of 2021 the Foundation
has provided $1,336,243 in research funding for 6 Research Symposiums (2007, 2010, 2012, 2014,
2016 & 2018) as well as numerous grants to researchers.

GRANTS FUNDED 2005 – 2021:
• 2021: Jessica Dietch, PhD, Oregon State
University: ‘Sleep Health of Children and
Adults with Moebius Syndrome’ $30,000
• 2020: Kathleen Bogart, PhD, Oregon State
University: ‘Disclosing Moebius Syndrome
and Other Facial Differences’ $24,344
• 2020: Gregory Borschel, MD, Riley Hospital
For Children: ‘Surgical treatment to enhance
dynamic eyelid closure in patients with
Moebius syndrome’ $210,000
• 2019: Zhongyang Thomas Zhang, PhD,
Mt. Sinai School of Medicine: ‘Genetic
and Environmental Factors in Moebius
Syndrome and Related Disorders’ $160,000
• 2018: Bryn Webb, MD, Mt. Sinai School of
Medicine: ‘Determining Genetic Etiologies
of Facial Nerve Maldevelopment’ $160,000
• 2016: Alan Tenney, PhD, Boston Children’s
Hospital; Engle Lab: ‘Facial Motor Neuron
and Axon Development’ $100,000
• 2016: Irini Manoli, PhD, MD, National
Institutes of Health: ‘Multidisciplinary
Phenotyping
of
Moebius
syndrome
and Other Congenital Facial Weakness
Disorders’ $150,000
• 2015: G. Borschel, MD & R. Zuker, MD,
Hospital for Sick Children: ‘Examining the
Long Term Outcomes of Facial Reanimation
in Young Adults with Moebius Syndrome’
$124,000

• 2012: Elizabeth Engle, MD, Boston
Children’s Hospital: ‘Diagnostic Distinctions
and Genetic Analysis of Patients Diagnosed
with Moebius Syndrome’ $27,000
• 2012: Wendy Roberts, MD, Hospital for
Sick Children: ‘Pilot Service Delivery Model
for Early Detection and Intervention for Risk
Markers of Social Communication Disorders
in Very Young Children with Moebius
Syndrome’ $49,400
• 2012: Roxana Wexberg, MD, Hospital for
Sick Children: ‘Genome-wide Epigenetic
Profiling in Moebius Syndrome’ $16,265
• 2011: Ethylin Wang Jabs, MD, Mt. Sinai
School of Medicine: ‘Genetic Studies of
Moebius Syndrome’ $40,000
• 2008: Ethylin Wang Jabs, MD, Mt. Sinai
School of Medicine: ‘Genetics of Moebius
Syndrome’ $26,500
• 2005: Sara Rosenfeld Johnson, Talk Tools,
LLC: ‘Effectiveness of Oral-Motor Therapy
for Children with Moebius Syndrome’
$55,030
• 2005: Wendy Roberts, MD, Hospital for
Sick Children: ‘A Genetic and Phenotypic
Understanding of Moebius syndrome’
$34,000
• 2005: Ethylin Wang Jabs, MD, Johns
Hopkins School of Medicine: ‘Genetics of
Moebius Syndrome’ $26,500
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CONFERENCES
The Moebius Syndrome Foundation
Conference is held every two years and is
the pinnacle event for the organization.
Attracting more than 400 people, the conference brings together the Moebius
community to learn about the latest scientific advances, attend educational
sessions and medical consultations with the nation’s leading physicians and
social activities. Scholarships are available for first time attendees.
When the in-person 2021 national conference was cancelled due to COVID-19,
we began planning ways to connect the Moebius community virtually
throughout the year. We announce activities, events, and updates through
email, social media, and on the Moebius Syndrome Foundation website. For
a current schedule of virtual events, please visit https://moebiussyndrome.
org/events/2021-virtual-events.
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EDUCATIONAL
SCHOLARSHIP PROGRAM

2021 MOEBIUS SYNDROME FOUNDATION
EDUCATIONAL SCHOLARSHIPS AWARDED

KAITLYN
GREENBERG
RUTGERS
UNIVERSITY



 

BEN
NASH

AMANDA
WEBER

ECKERD COLLEGE

XAVIER UNIVERSITY


 

 

  

GUSTAVO
GOMEZ
SACRED HEART
UNIVERSITY

   

 

           
        
       
   
 

         
   

13

A Life Dedicated to
Advocacy for Disabilities:

Photo credit: Brent Calvert

Foothills resident Kelsey Ferrill shows a slight smile over
an iced coffee as she prepares to tell her story. There was
a time she couldn’t have done that.
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“It’s happened a lot, but that’s the story that really
sticks out for me,” she said. “I remember it so clearly
because it was so out of nowhere and I didn’t know
what to say. It was not a good experience.”

Her first step was returning to school. She received
her diploma in journalism at Southern Alberta
Institute of Technology (SAIT) before moving on
to the University of Calgary to earn a combined
degree in communications.

Besides struggling with questions from strangers,
Ferrill said she used to struggle with her own self- “I remember so clearly my first day at SAIT,” said
doubt because of Moebius.
Ferrill. “I was sitting by the Tim Hortons in the
Senator Burns building, and I just remember I was
“When I was younger I didn’t even acknowledge it like, “What am I doing here? I’m never going to be
at all, I could not even say the name,” said Ferrill. able to do this. I can’t do this, why am I here?’”
“I think when you’re a teenager you don’t want to
acknowledge you’re different, so I just didn’t. It just After a difficult first semester, things took a turn
made me feel different.”
for the better. She reached out, began talking to
classmates and instructors, making lifelong friends
A conference changed it all for her.
and gaining a new support system.
Every two years, the Moebius Syndrome
Foundation Conference takes place, where people
from around the world can come together and
share their time and stories. Ferrill attended her
first conference in 2010 and was awestruck.
“I was 19, and I’d never met anyone with Moebius
before,” said Ferrill. “I went to the conference and
it was like walking into a parallel universe. People
were exactly like me. It’s not like every day life,
when you feel like people are staring at you. It’s
people who are like you, and they know what you
go through.”
It was a life-changing experience. Suddenly it was
okay to have Moebius, because there were other
people with the same struggle and she was part of
a community, like a second family.
From that moment, things were different. Ferrill
decided to dedicate her life to advocacy.

She now calls her time at SAIT the best two years
of her life.
It helped build her confidence and provided her
with the education and experiences she was
looking for to learn how to apply her passion for
people with disabilities to real-world advocacy.
From writing blogs to helping with and organizing
awareness campaigns for Moebius Syndrome
Awareness Day, Ferrill is determined to spread the
word that people with disabilities can do anything
they put their mind to by using her personal
experience to stoke the fire.
“I feel like if you have a story to tell, tell it and make
the world better than how you found it,” said Ferrill.
“If I don’t tell our stories, if I don’t get the message
out there, who will? That’s why I do what I do,
because I know there is so much prejudice out
there and not just to me, and not just to people
with Moebius, but people with any disability.”

From “Dedicating her life to advocacy” by Krista Conrad, Staff Reporter at Western Wheel,
2018 (https://www.okotokstoday.ca/local-news/dedicating-her-life-to-advocacy-1535484).
Copyright 2018 by Krista Conrad. Reprinted with permission.
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SOCIO-EMOTIONAL
IMPACT OF
MOEBIUS SYNDROME
As a psychology professor who researches and has Moebius syndrome, I can speak to
the socioemotional impact of Moebius syndrome from a personal and professional
perspective. Unfortunately, because of society’s lack of awareness about Moebius
syndrome and intolerance of difference, Moebius syndrome is stigmatized. Because
Moebius limits facial expression and speech clarity, people with Moebius are sometimes
misinterpreted by strangers as disinterested, unfriendly, unhappy, or even intellectually
disabled. This stigma can result in reduced opportunity and can lead to self-esteem
issues and anxiety and depression. However, most people with Moebius become
experts in communicating in other ways, including with body language, tone of voice,
and language. Sometimes people with Moebius are uncomfortable making eye contact,
but this is an important way to express confidence and interest. People can practice eye
contact to “fake it ‘till you make it.” My research shows that using these other ways to
communicate improves strangers’ first impressions of people with facial paralysis, even
if they have little to no facial movement.
The most powerful way to reduce stigma is to change society by advocating for inclusive
policy and raising awareness about Moebius syndrome to stamp out misconceptions.
Engaging in awareness events is empowering for people with Moebius and their families
and friends. Another empowering way to educate others is to explain Moebius to people
in your everyday life such as friends and potential relationship partners.
Attending a Moebius syndrome conference or regional event will show you that in spite
of these challenges, many people with Moebius are thriving. Indeed, my research has
shown that attending the Moebius Syndrome Foundation conferences reduces feelings
of stigma. It can be very powerful and normalizing to be surrounded by others who have
similar experiences.

Kathleen Bogart, PhD

Associate Professor of Psychology
Oregon State University
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Moebius Syndrome Awareness Day is an annual event celebrated
globally each year on January 24th — the birth date of Professor
Paul Julius Moebius, the doctor who first diagnosed the
condition in 1888.
The goal of Moebius Syndrome Awareness Day is to raise
awareness about this rare condition and to educate the
world. Each year participants are encouraged to wear
purple and raise awareness through various means and
channels.
Plan your own event with our event planning Toolkit
or find an event near you to join! The Event Planning
Toolkit is here: https://moebiussyndrome.org/events/
moebius-syndrome-awareness-day/
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GET CONNECTED
GROUPS

The Home for the Moebius Community

 
   
Moebius Moms (and now Dads, too!)

  
   
Moebius Dads

    

Moebius Grandparents Group

     
Moebius Ladies

  
 
Moebius Friends Chat Group

 
   

TWITTER
 

INSTAGRAM


      

DONATE

Because of YOU
• More than $1,300,000 has been
invested in critical research.
• 23 young adults with Moebius
syndrome have been awarded college
scholarships.
• The Foundation has hosted 13 semiannual conferences, 6 Research
Symposiums, and 1 Virtual Conference.
• The MSF currently has 4584 members
and supporters.

We are stronger together!

VIMEO

 

LINKEDIN
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WHO WE ARE
FOUNDATION LEADERSHIP
Dina Scalone, Executive Director
             
   
       
                
 
     
                
    
   
 
   
 

Jenny Whitman, Events and Programs Manager
          
      
               
  
     
  
      
 
 
    
 


Jacob has been on the Moebius Syndrome Foundation board since 2006 and
currently serves as President. In his professional life Jacob evaluates acquisition
and licensing opportunities at a mid-sized biotechnology company in
Gaithersburg, MD. Jacob and his wife have three daughters, one of whom has
Moebius syndrome.
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SCIENTIFIC ADVISORY BOARD
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CONTACT US
Mailing Address:

Moebius Syndrome Foundation
P.O. Box 147
Pilot Grove, MO 65276

Email:

info@moebiussyndrome.org

Call Us:

Toll-free at: 844-MOEBIUS
1+(844)-663-2487
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