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Moebius Syndrome &

Sleep Quality
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. 01 Higher rates of probable

sleep disorders

Compared to the general U.S. population,
adults with Moebius syndrome had higher
rates of probable sleep-disordered
breathing, insomnia, cataplexy (i.e.,
sudden muscle weakness in response to
strong emotion), and daytime sleepiness.

02 More REM Disturbances \5
\/"

61% of participants in the study screened ’ *

positive for REM sleep behavior disorder—
a sleep disorder characterized by acting
out or vocalizing dreams during REM sleep
—which was substantially higher than the 1
- 6% in the general U.S. population.

03 More Nightmares

22% of participants screened positive for
probable nightmare disorder, compared to 2
to 8% in the U.S. population. Our participants
also frequently experienced other
parasomnias including sleep talking, sleep
terrors, grinding teeth, sleepwalking, and
periodic limb movements.

04 Difficulty managing
stress & sleep

Participants had tried “almost
everything” to improve their sleep but
had little success. Because of the poor
sleep, their health, quality of life, and
social lives were profoundly affected.

This research was funded in part by the Moebius Syndrome Foundation.

“Sleep health of adults and children with Moebius syndrome.” Research in

Dietch, Jessica R.; Sy, John Richmond T.; Anderson, Ellie; Bogart, Kathleen.
* * Developmental Disabilities. 158 (2025) 104924,

Text from: Bogart, Kathleen. “From Anecdotes to Data: Researching Sleep in
a Rare Disorder.” Psychology Today. March 10, 2025.

-

N




