
Smith-Magenis Syndrome
(SMS) is a neurobehavioral 

disorder caused by particular 

genetic changes on chromosomal 

region 17p11.2, which contains 

the gene RAI1.

SMS is a rare disorder that occurs 

in about 1/15,000 to 1/25,000 

births. Although the number of 

individuals diagnosed with SMS 

has increased in recent years due 

to better diagnostic tools, the 

syndrome likely remains 

underdiagnosed. Increased public 

awareness is vital to timely and 

accurate diagnosis. 

If you know someone who might 

have SMS, please encourage 

them to reach out to us at 

info@prisms.org.



Some common features 
of SMS include:
• Developmental delay/

intellectual disability
• Poor gross motor and fine 

motor skills
• Characteristic facial appearance: 

broad forehead, down-turned 
“tent”-shaped upper lip 
vermilion, short upturned nose

• Hoarse, deep, sometimes 
nasal voice

• Sleep disturbances: frequent 
nighttime awakenings; 
daytime sleepiness

• Vision and hearing problems
• Prolonged tantrums, explosive 

outbursts, impulsivity
• Endearing and engaging 

personalities

For more information about 
Smith-Magenis Syndrome, 
please visit our website at 
www.PRISMS.org

PRISMS (Parents and Researchers 
Interested In Smith-Magenis 
Syndrome), is dedicated to providing 
information and support to families 
of persons with Smith-Magenis 
Syndrome (SMS), sponsoring 
research and fostering partnerships 
with professionals to increase 
awareness and understanding 
of SMS.

PRISMS
205 Van Buren Street
Suite 120 #1027
Herndon, VA 20170

Phone: 972.231.0035
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