
Data collected in the Moebius Syndrome Foundation
Research Registry is managed by the Moebius Syndrome
Foundation and its Board of Directors, and the National
Organization for Rare Disorders (NORD), a nonprofit
dedicated to the advancement of understanding of rare
disease.

Scientists and researchers who are seeking to understand
Moebius syndrome as a medical condition can request
access to the research registry.  Once approved, these
organizations and researchers may explore the data
available. They may also create their own unique survey,
and share it with the Moebius community.

Information from medical records will be anonymized when
shared with researchers outside of the Moebius Syndrome
Foundation Scientific Advisory Board.

Once the scientists and researchers work with the data, we
hope to uncover new insights and gain a better
understanding of Moebius syndrome. 
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