
RESEARCH
Researchers will begin analyzing
the data, looking for patterns,
trends, and insights. The Moebius
Syndrome Foundation decides
who has access to the data. 

RESULTS
As researchers explore the data in
the registry, they will publish their
findings in medical journals and
scientific publications. We all learn
more about Moebius syndrome! 

HOW IT WORKS
MOEBIUS SYNDROME FOUNDATION RESEARCH REGISTRY
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Start by signing up for the registry, at:
https:\\moebius.iamrare.org

Start the surveys. You can decide
what information to share and what
questions to answer. 

Some of the survey questions may
ask you for your medical records,
photos, and/or videos. These
questions are completely optional. 

The registry will house
everyone’s information together.
Research can begin.


