My child has
Smith-Magenis
Syndrome
(SMS)

SMS is a rare neurobehavioral
disorder that occurs in between

1 out of every 15,000 to 25,000 births.
Children and adults with SMS can have many
developmental and behavioral challenges for
their caretakers. This card is meant to help you
understand my child and this rare disorder better.

Smith-Magenis Syndrome

(SMS) is:

- Caused by genetic changes on
chromosome region 17p11.2,
which contains the gene RAIT.

- A complex syndrome that has no
cure and has many challenging and
difficult traits.

Challenges you might encounter:

- Overly emotionally reactive
behaviors (e.g., tantrums,
“meltdowns”)

- Daytime sleepiness (often from
chronic nighttime sleep
deprivation)

- Difficulty with changes in planned
activities or established routines

Parents and Researchers Interested
in Smith-Magenis Syndrome

Please help by:

- Being calm, patient, and
understanding

- Keeping us informed, particularly
about wait times and changes to
schedule

- Other:

If my child is in distress, please:

- Do not over-react (not easy
to do, but important)

- Give us space and respect
how | approach the situation

- Other:
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To find out more about SMS and/or how you can help the special people
who live with this condition, please scan the QR code or visit the PRISMS
website at www.prisms.org or send an email to info@prisms.org.

To find out more about SMS and/or how you can help the special people
who live with this condition, please scan the QR code or visit the PRISMS
website at www.prisms.org or send an email to info@prisms.org.
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