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.

What We Do
«  We have invested more than $1,400,000 in

Critical Research to enhance understanding and

treatment of Moebius syndrome.

We host a biennial conference, which provides
people with an opportunity to Learn & Connect.
We also host free in-person gatherings and virtual
events.

»  We provide Educational Scholarships to
students with Moebius syndrome every spring.

Our Website is continually updated with new
information and resources in response to the
needs of families, individuals, and professionals.

We build Awareness among individuals, community
organizations, and medical professionals. We also

promote and support regional gatherings and

Moebius Syndrome Awareness Day events planned

by the community.

We improve the Quality of Life of people living with

Moebius syndrome. We offer important resources,
such as medical travel reimbursement, welcome
packets to new members, and create extensive
biannual newsletters and monthly e-newsletters.

We maintain active social media groups, including

the Home for the Moebius Community
Facebook group.

Call: 844-663-2487

www.moebiussyndrome.org

Thank you to Positive Exposure and members
of the Moebius Syndrome Community for the
photos used in this brochure.
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What is Moebius syndrome ' Varying definitions of Moebius

syndrome exist in the medical literature. To improve consistency in diagnosis, clinical
criteria for a diagnosis of Moebius syndrome were established by an international group
of experts at a Moebius Syndrome Foundation research conference in 2007.
These two strict clinical criteria are:
1) Congenital (occurring from birth), non-progressive congenital facial weakness
2) Inability to abduct (move the eye away from the nose) one or both eyes
Both criteria must be present for a diagnosis of Moebius syndrome. These two
symptoms may be due to impairment in the facial nerve (cranial nerve 7) and the
abducens nerve (cranial nerve 6), respectively.
In addition to the above strict clinical criteria, additional signs or
symptoms may also be present, including, but not limited to:
- Other cranial nerve involvement
- Strabismus (misalignment of the eyes)
- Hearing loss
- Club foot
- Limb reduction deficits
- Other limb anomalies

- Poland anomaly

- Muscular hypotonia

- Congenital heart disease

- Developmental delay/
intellectual disability

- Autism

Moebius syndrome was originally described by German ophthalmologist Alfred

Graefe in 1880, but is named for German neurologist Paul Julius Moebius, who

reported features of this condition in 1888.

The incidence of Moebius syndrome is roughly 2 to 20 cases per million births. The

condition occurs in all ethnicities. There is no gender bias (males and females are

affected equally). The causes of Moebius syndrome is still being researched, but it

is postulated that there is a vascular disruption in weeks 7 - 12 of embryogenesis.

For more information, please visit moebiussyndrome.org.
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We provide a Home for the Moebius
Community.

Together we...

= |nvest in critical research.

Award deserving students with
Educational Scholarships.

Host biennial conferences, research
symposiums, regional, and virtual events.

We still have a lot of work to do and invite you
to join us.

Visit moebiussyndrome.org for:

Resources Financial Resources

Grant Opportunities Connect with Others

Research Updates Event Information

Treatment Options Ways to Get Involved

Donate today at
moebiussyndrome.org
Moebius Syndrome Foundation is recognized as a charitable

organization - 501-(c) (3) by the Internal Revenue Service.
Contributions are tax deductible. EIN# 13-3753992.




