Aicardi Syndrome Research

Opportunity to participate in research study on
Aicardi syndrome

Our Research team at Texas Children’s Hospital and Baylor College of Medicine
is conducting research to understand the cause of Aicardi syndrome

Who can participate?
¢ Families who have a child with Aicardi syndrome

e Families with individuals with a possible diagnosis of Aicardi syndrome, because they have
similar brain findings, eye findings or seizures

What will the researchers ask for?
e A blood sample to make cells and DNA for genetic and other laboratory studies
Sometimes a saliva sample
Sometimes a skin biopsy (optional)
Medical information from you that is relevant to the diagnosis
You do not have to come to Houston to participate.
Consenting can be done remotely, and sample collections coordinated with your local provider

What are the risks and benefits from participation?
e The risk from sample collection is minimal and will be explained to you

e There may not be direct benefit to you, but we may find the cause of Aicardi syndrome, which
may benefit you and others in the future.

There is no cost or compensation for participation in this research

Principal Investigator: Dr. Ignatia Van den Veyver, MD

FOR MORE INFORMATION

Please contact "Aicardi Research Study team” at Aicardistudy@bcm.edu
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