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Contact and Leadership Information

For general inquiries, you may contact us in any of the 
following ways.

Email: info@moebiussyndrome.org

Tel: (844) MOEBIUS or (844) 663-2487

Mailing address

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

Meet our Board of Directors, Emeritus Board, Staff, and 
members of the Scientific Advisory Board.  
moebiussyndrome.org/leadership

Partner and International Organizations

There are numerous Moebius syndrome organizations, 
associations and support groups worldwide. Learn more at 
moebiussyndrome.org/partner-international-organizations.

The mission of the Moebius Syndrome Foundation 

is to provide information and support to individuals 

with Moebius syndrome and their families, to 

promote greater awareness and understanding of 

Moebius syndrome, and to advocate for scientific 

research that advances the diagnosis and treatment 

of Moebius syndrome and its associated conditions.
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The Moebius Syndrome Foundation was born from a group of parents who found themselves navigating 
a diagnosis that most medical professionals had never even heard of. Faced with a rare condition that left 
even specialists with few answers, these families sought connection, understanding, and information. The 
dawning of the internet opened new doors, making it possible for families and people to find one another 
and build connections that distance and information barriers had once made impossible. From that shared 
determination and newfound community, the Moebius Syndrome Foundation was officially established in 
1994 as a national nonprofit organization with 501(c)(3) status. Over thirty years later, our mission remains 
rooted in that same spirit: ensuring that no family facing this diagnosis ever has to feel alone.

The following are some of the key ways the Moebius Syndrome Foundation supports individuals and 
families in the Moebius community. Please feel free to contact us if you have any questions.

ADVOCACY & AWARENESS
The Foundation advocates for research 
initiatives to help us better understand 
Moebius syndrome. We also advocate 
and raise awareness about the needs 
for social change to foster greater 
understanding, respect, and equal 
opportunities for individuals living 
with Moebius syndrome.

COMMUNITY CONNECTIONS
We host virtual events, smaller regional 
events, awareness events, and larger 
biennial national conferences to share 
information and build community for 
those living with Moebius syndrome 
and their families. We also run active 
social media groups, and produce 
monthly e-newsletters and a more 
extensive biannual newsletter to help 
subscribers stay informed. 

COMMUNITY EMPOWERMENT
The Community Empowerment Grant is 
an annual grant opportunity sponsored 
by the Foundation. The purpose of 
this grant is to support people in the 
Moebius community who have good 
ideas for projects that would help 
to raise awareness about Moebius 
syndrome, or to provide support and 
resources for people living with Moebius 
syndrome and similar conditions.

CONFERENCE SCHOLARSHIPS
Our biennial national conferences are 
rotated around different regions in 
the U.S. These events bring together 
families, individuals with Moebius, and 
healthcare professionals for unique 
and unforgettable weekends of 
socialization, education and connection. 
The MSF provides scholarships to 
help offset the cost of travel, hotel, 
registration, and childcare. 

EDUCATIONAL SCHOLARSHIPS
We award educational scholarships 
each year to individuals with 
Moebius syndrome who will be 
attending a technical or trade school, 
undergraduate college, university, or 
post-secondary schools.

FUNDING RESEARCH
The Foundation invests in important 
research initiatives to help better 
understand the cause(s) of Moebius 
syndrome, as well as find better 
treatment options for common 
syptoms. Scientific Research 
Symposiums are held in conjunction 
with our national conferences. We 
also launched the Moebius Syndrome 
Foundation Research Registry in 2025. 

HEALTHCARE RESOURCES
The Foundation, with support of our 
Scientific Advisory Board and other 
professionals knowledgeable about 
Moebius syndrome, has helped us 
create literature such as A Guide 
for Healthcare Professionals, as well 
as many recorded webinars and 
presentations to help easily learn 
more and share online resources with 
other healthcare providers. We are 
continually working to increase our 
educational materials.

MEDICAL TRAVEL REIMBURSEMENT
We believe that accessing specialized 
medical care for conditions related 
to Moebius syndrome should not be 
prevented due to financial burdens 
caused, in part, by the necessity 
to travel far from home to receive 
evaluations and treatment. This 
program allows adults with Moebius, 
or parents of children with Moebius to 
receive up to $2,000 in reimbursement 
for medical travel. Applicants may 
apply and be awarded up to two times.

WELCOMING THE COMMUNITY
The Foundation sends packets of 
information and welcoming materials 
to new parents of children with 
Moebius syndrome, as well as adults 
with Moebius, when they first join our 
free membership. This is only open 
to U.S. residents, but everyone who 
reaches out may access our online 
free resources and connect to ask 
questions.

We are glad you’ve joined us and hope that you will feel that you’ve found a 
community of support and understanding about the unique challenges of raising 
children with Moebius syndrome, or living as an adult with Moebius syndrome.
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Moebius syndrome is a congenital (present at birth), non-progressive 

condition primarily characterized by facial weakness and limited 

horizontal eye movement. It is caused by the underdevelopment or 

absence of certain cranial nerves, most commonly the facial nerve 

(cranial nerve 7) and the abducens nerve (cranial nerve 6). The 

condition affects males and females equally across all ethnicities, and 

occurs in an estimated 2 to 20 cases per one million births.

In addition to facial weakness and limited eye movement, Moebius syndrome 
may also be associated with low muscle tone, hearing loss, speech and feeding 
challenges, clubfoot, limb differences, strabismus (crossed eyes), and in some 
cases, autism. Poland syndrome, characterized by an underdeveloped chest 
wall muscle, webbed fingers, and a small hand, is among the comorbidities that 
may also be present. In most individuals, cognitive development is typical.

It is also worth noting that some genetic conditions share clinical features that 
overlap with Moebius syndrome, including TUBB3 mutations, Carey-Fineman 
Ziter syndrome, and STAC3 disorder (also known as Native American myopathy). 
These conditions involve varying degrees of facial weakness and eye movement 
limitations, but are distinct diagnoses. Support, events, and information from 
the Moebius Syndrome Foundation are open to individuals with any form of 
congenital facial weakness, regardless of genetic cause or official diagnosis.

WHAT IS MOEBIUS SYNDROME?
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DIAGNOSIS & TREATMENT

Moebius syndrome is primarily a clinical diagnosis, identified 
through a medical professional’s evaluation of symptoms rather 
than a single definitive test. A team of specialists, which may 
include a neurologist, geneticist, ophthalmologist, and craniofacial 
specialist,  typically guides the diagnostic process and ongoing 
care. While there is no cure, many effective therapies and 
interventions can significantly improve quality of life, including 
speech and feeding therapy, physical and occupational therapy, 
eye care, dental monitoring, hearing supports, and for some, 
elective smile or blinking surgery. A strong social support system 
at home and school is very important for the emotional well-
being of a child with a craniofacial difference and disabilities. 
Children often benefit from counseling support to help them 
develop positive coping skills.

QUALITY OF LIFE & LIFE EXPECTANCY

Children with Moebius syndrome sometimes take a bit longer 
to physically catch up, but there is a saying in the community: 
“Time is your friend with Moebius syndrome.” In most cases, 
an average life expectancy is expected. Most children grow to 
be healthy, functioning adults who can live full, independent 
lives. Many adults with Moebius syndrome achieve incredible 
goals academically and professionally, build meaningful 
relationships, have children of their own, and truly thrive. 

It is important to acknowledge, however, that Moebius 
syndrome presents across a very broad spectrum. Some 
children are born with medically complex symptoms and 
additional comorbidities that create greater challenges 
throughout their lives. For these individuals and their families, 
access to knowledgeable medical care, community support, 
and resources is especially vital, and it is at the heart of why 
the Moebius Syndrome Foundation exists. 
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FOR PARENTS & CAREGIVERS OF THE  
NEWLY DIAGNOSED

Learning that your child has Moebius syndrome can feel 
overwhelming and isolating. Your feelings are valid, and it 
is okay to take time to process everything. Educate family 
and friends and invite them to learn alongside you. Most 
importantly, know that you are not alone. The Moebius 
Syndrome Foundation is here to connect you with other 
families who truly understand what you are going through, 
while providing information and scientific research updates. 
Please do not hesitate to email or call us directly.

WHERE CAN I FIND MORE INFORMATION AND SUPPORT?

The Foundation’s website also offers a wide range of 
resources, including videos and webinars recorded by medical 
professionals. Explore the “Science and Healthcare” tab on our 
website for information on symptoms, healthcare providers, 
research, and more: moebiussyndrome.org/science-healthcare/.
Join one of the Facebook groups set up specifically for Moebius 
families (see recommendations on page two) to ask questions, 
share experiences, and find community. 

HOW DO PEOPLE WITH MOEBIUS SYNDROME  
COMMUNICATE WITHOUT FACIAL EXPRESSION?

Facial expression plays an important role in school, work, and 
social settings, and its absence is one of the key challenges 
of living with Moebius syndrome. Body language and tone 
of voice can help enhance communication, and a speech-
language pathologist can provide valuable support in this area.

ARE THERE TREATMENTS AVAILABLE?

There is no cure for Moebius syndrome, but many effective 
treatments can significantly improve quality of life. Physical, 
speech, occupational, and sensory integration therapies are 
commonly recommended. Infants may require specialized 
feeding bottles or feeding tubes. Strabismus is often 
correctable with surgery, and limb and jaw differences may 
also be improved surgically. Plastic reconstructive surgery, 
including nerve and muscle transfers to enable a smile, is an 
option some individuals choose to pursue. It is important to 
know that Moebius syndrome is not progressive and will not 
worsen over time.

Children with Moebius syndrome benefit most from a 
coordinated team of specialists. We encourage families to 
use the care team search tool on the American Cleft-Palate 
Craniofacial Association (ACPA) website at acpacares.org, and 
to visit our “Working with Healthcare Professionals” page for a 
list of specialists and a member-recommended provider listing.

HAVE MORE QUESTIONS? 

Call (844) 663-2487 or email info@moebiussyndrome.org, or 
post your question in one of the online Moebius community 
groups. Our community is active, welcoming, and always 
willing to help.

NAVIGATING A NEW DIAGNOSIS
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A large piece of the Moebius Syndrome Foundation’s mission 
is a continued commitment to funding research into the cause 
of Moebius syndrome and its associated conditions.

Although the cause of Moebius syndrome is not currently well 
understood, the Moebius Syndrome Foundation and other 
organizations have funded genetic studies on the condition. 
The results of a 10-year study of 149 people with Moebius 
syndrome were formally published in July 2025 in Genetics in 
Medicine Open.

Research on Moebius syndrome has not shown a clear genetic 
pattern. While there are some conditions with overlapping 
features to Moebius syndrome that may run in families, in 
Moebius Syndrome Foundation-supported studies, including 
the largest study to date, no individuals with classic Moebius 
syndrome have more than one affected family member.

The research teams provide regular updates 
to the Moebius Syndrome Foundation at 
conferences and through webinars. You can 
find out more information and read the full 
published study at moebiussyndrome.org/
genetic-research-on-moebius-syndrome 

A history of Moebius Syndrome Foundation funded grants 
can be found on our website. Please scan the QR code below 
to learn more. For additional information on genetic research, 
past Scientific Symposiums, research articles, the Moebius 
Syndrome Foundation Research Registry, and resources related 
to diagnosis and healthcare provider listings, 
we invite you to explore the tabs found under 
“Science and Healthcare” on our website.  
moebiussyndrome.org/researchfunding/

RESEARCH
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KEY STATISTICS AT A GLANCE

81.9%
small/underdeveloped 

tongue

66.4%
small lower jaw

42.3%
club foot

31.5%
major limb  
differences

30.9%
cognitive  
disability

Craniofacial
Small/underdeveloped tongue	 81.9%
Small lower jaw	 66.4%
Abnormal palate	 58.4%
Cleft palate/bifid uvula	 16.8%

Skeletal & Limb
Club foot	 42.3%
Major limb differences	 31.5%
Scollosis	 17.4%
Poland anomaly	 14.1%

Neurodevelopmental
Cognitive disabilty	 30.9%
ADHD/psychiatric	 27.5%
Mirror movements	 12.8%
Autism spectrum	 10.1%

Hearing & Sleep
Hearing loss	 26.2%
Small lower jaw	 22.8%

Feeding & Airway
Gastrostomy Tube	 19.5%
Tracheostomy	 12.8%

Cardiac & Other
Cognitive disabilty	 10.7%
ADHD/psychiatric	 8.7%

COMMON CO-OCCURING FEATURES OF MOEBIUS SYNDROME
Clinical phenotyping of 149 individuals – Webb et al., Genetics in Medicine Open, 2025

In most individuals, cognitive development is typical. Moebius syndrome presents on a broad spectrum –  
not all individuals will experience every feature listed above. 

Source: Webb BD et al., Genetics in Medicine Open, Vol. 3, 2025. N=49. ©2025 Moebius Syndrome Foundation
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The following specialists may play an important role 

in the care of your loved one with Moebius syndrome. 

Because the condition varies widely from person to 

person, not every individual will need every specialist 

listed here.

AUDIOLOGY 

Hearing loss is present in roughly 26% of individuals with 
Moebius syndrome, making audiological evaluation an 
important part of early and ongoing care.

CARDIOLOGY

About 8.7% of individuals with Moebius syndrome have a 
congenital heart defect, according to the largest study of its 
kind to date (Webb et al., 2025). Most children with Moebius 
syndrome do not have a heart condition, but because this 
is something that can occur, many care teams recommend 
an early heart screening, such as an echocardiogram, as 
part of a child’s initial evaluation. This simple step can give 
families helpful information early on, so any concerns can be 
monitored and managed over time.

DENTISTRY 

Facial muscle weakness, jaw alignment differences, mouth 
breathing, and difficulty with oral movement can affect dental 
development, chewing, and oral hygiene. Some individuals 
with Moebius syndrome may also experience a smaller mouth 
opening, misaligned teeth, or excessive drooling. Regular 
dental care and early orthodontic monitoring are important 
components of overall health.

GASTROENTEROLOGY

Some infants and children with Moebius syndrome experience 
significant feeding difficulties that may require the use of a 
specialized bottle, nasogastric tube, or gastrostomy tube. A 
gastroenterologist can help evaluate and manage nutritional 
needs, feeding challenges, and gastrointestinal concerns.

GENETICS AND GENETIC COUNSELING 

A geneticist or genetic counselor can be 
a valuable resource for newly diagnosed 
families, helping to clarify the diagnosis, 
answer questions, and address concerns. 
Genetic counseling can also help families 
navigate testing options and understand 
the current state of research.

MENTAL HEALTH 

Psychologists, therapists, and counselors can provide 
meaningful support for emotional well-being, self-esteem, 
and social development. Living with a visible facial difference 
can bring unique challenges, and individuals with Moebius 
syndrome may experience anxiety, depression, social 
difficulties, or learning differences. Psychological support can 
help both individuals and families build resilience and develop 
healthy coping strategies.

HEALTHCARE SPECIALISTS
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NEUROLOGY 

Neurological evaluation may be particularly relevant for 
individuals who experience seizures, mirror movements, or 
other neurological symptoms.

OPHTHALMOLOGY 

Because many individuals with Moebius syndrome have 
difficulty moving their eyes from side to side, fully closing their 
eyelids, or experience depth perception challenges, chronic 
dry eyes, or strabismus, an ophthalmologist can help monitor 
and manage these concerns. 

ORTHOPEDIC AND PHYSICAL THERAPY

Some individuals with Moebius syndrome have limb differences, 
clubfoot, Poland syndrome, scoliosis, or other musculoskeletal 
concerns that may benefit from evaluation, treatment, or 
physical support. Physical and occupational therapy can also 
help with motor development, strength, and coordination.

PULMONOLOGY 

Pulmonologists specialize in the lungs and respiratory 
function. Some individuals with Moebius syndrome may 
experience aspiration, reactive airway disease, or excess 
mucus in the airways, and may benefit from a pulmonary 
evaluation if there are concerns related to breathing, sleep, or 
airway function.

SMILE AND BLINK SURGERY 

Plastic and reconstructive surgeons may assist with 
procedures that improve facial movement, function, or 
symmetry. Some individuals with Moebius syndrome choose 
to pursue facial reanimation surgery, which can help restore 
the ability to smile or improve eye closure. These are primarily 
elective procedures, although there may be some long-term 
health benefits that result from procedures that allow better 
mouth and eyelid closure. The decision is deeply personal, 
and risks and benefits should be evaluated with your doctors. 
Results vary by individual.

SPEECH AND FEEDING

Because facial and oral muscle weakness can affect speech 
and oral movement, therapy can help individuals develop 
effective strategies for both communication and safe eating.
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COMMUNITY EVENTS

Conference Held every other summer, the Moebius Syndrome 
Foundation Conference is the largest gathering of individuals 
with Moebius syndrome in the world. Traveling to different 
locations across the United States, the conference features 
expert-led sessions on medical care, mental health, advocacy, 
and parenting, along with special programming for teens and 
children. Keynote speakers, excursions, celebratory dinners, a 
talent show, and a dance party make this a truly unforgettable 
experience. Most of all, it is a chance to connect with others 
who truly understand.

Regional and virtual events Throughout the year, we host 
regional meetups and a variety of virtual programs, including 
webinars, support groups, and social gatherings for different 
groups within the community. No matter where you live, there 
is always a way to stay connected.

Moebius Syndrome Awareness Day Each year on January 24, 
we come together to celebrate Moebius Syndrome Awareness 
Day. The Foundation provides resources and materials to help 
members share their stories, host events, and raise awareness 
in their schools, workplaces, and local communities.

RESOURCES & PROGRAMS

The Moebius Syndrome Foundation offers a wide range of programs and 

resources to support individuals and families at every stage of the journey. 

Whether you are newly diagnosed or have been part of our community for 

years, we are here to help you find connection, information, and opportunity.

FINANCIAL SUPPORT

Educational scholarships Each year, the Foundation awards 
between five and ten scholarships to individuals with 
Moebius syndrome who plan to attend college, technical, 
or trade school. Open to U.S. residents. Learn more at 
moebiussyndrome.org/educationalscholarships

Community Empowerment Grant This annual grant of up 
to $2,000 supports individuals in the Moebius community 
who have ideas for projects that raise awareness or provide 
resources for those living with Moebius syndrome. If you have 
an idea that could benefit the community, we encourage 
you to apply. Learn more at moebiussyndrome.org/
communitygrant.

Medical travel reimbursement Our Medical Travel 
Reimbursement program helps offset the cost of traveling 
to medical appointments and procedures within the United 
States. Eligible individuals and families may apply up to two 
times. Applications must be submitted at least 
30 days prior to the appointment or procedure.  
Scan the QR code to learn more.  
moebiussyndrome.org/working-with-
healthcare-professionals/
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EDUCATION & ADVOCACY

Educational Resources We provide a wide variety of materials 
to support individuals and families at every stage, including 
general information about Moebius syndrome, medical and 
therapeutic guidance, school support tools, resources for 
adults and teens, and materials for healthcare providers 
and educators. We are happy to help point you in the right 
direction if you are not sure where to start.

Advocacy and awareness resources We are committed 
to empowering individuals and families to advocate for 
themselves and raise awareness in their communities. We offer 
toolkits and guidance for self-advocacy in school and in the 
workplace, materials to help educate others, and resources 
to support conversations with educators, 
providers, and peers. Scan the QR code to 
access our full toolkit library.  
moebiussyndrome.org/moebius-syndrome-
awareness-day

RESEARCH 

Research grants The Moebius Syndrome Foundation is 
committed to funding research into the cause of Moebius 
syndrome and its associated conditions, per the Foundation’s 
mission statement. Scientists and medical professionals 
interested in proposing a new research initiative should 
contact us at research@moebiusyndrome.org.
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