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Dear families—

Welcome to the National Institute of Child Health and Human Development (NICHD) family album about Fragile X syndrome.
As a health research agency, the NICHD family includes not only scientists, researchers, and health care providers, but also
children, adults, and families who benefit from health research advances.

Finding out that your child, a member of your family, or a friend has a “syndrome” can raise some tough questions.  What
does having that syndrome mean for the individual?  What special needs will this individual have?  How will those needs
affect my family?  Will my child, family member, or friend be able to take part in everyday activities and important events?  

Through its research, the NICHD strives to find answers to these questions.  This booklet is designed to give you and your family
some general information about Fragile X syndrome, its causes, its features, and its treatments.  This publication also describes
some of the research directions currently underway to learn more about Fragile X.

The information presented here will give you and your family a foundation of knowledge that will help in understanding options,
making decisions, and finding help.

As you read, you’ll notice many photographs of members of the NICHD family.  These people are not models or actors.  They
are individuals with Fragile X syndrome and their families.  Through these images, you’ll see that even though Fragile X affects
families, it doesn’t keep them from doing things that all families do—laughing, sharing, encouraging, and loving.

I hope this booklet will help your family move forward in meeting the challenges of Fragile X syndrome together.

Sincerely yours,

Duane Alexander, M.D.
Director, NICHD
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