Sample language for discussion of NDAR in informed consent documents

Data from this study may be submitted to the National Database for Autism Research (NDAR).  NDAR is a computer system run by the National Institutes of Health that allows researchers studying autism to collect and share information with each other.  With an easier way to share, researchers hope to learn new and important things about autism more quickly than before. 

During and after the study, the researchers will send information about you or your child’s health and behavior and in some cases, you or your child’s genetic information, to NDAR.  However, before they send it to NDAR, they will remove information such as name, address, and phone number, and replace that information with a code number.  Other researchers nationwide can then file an application with the National Institutes of Health to obtain access to your study data for research purposes.  Experts at the National Institutes of Health who know how to protect health and science information will look at every request carefully to minimize risks to you and your child’s privacy.  

You and your child may not benefit directly from allowing you or your child’s information to be shared with NDAR.  The information provided to NDAR might help researchers around the world treat future children and adults with autism spectrum disorders so that they have better outcomes.  NDAR will report to Congress and on its website about the different studies that researchers are conducting using NDAR data; however, NDAR will not be able to contact you or your child individually about specific studies.

You may decide now or later that you do not want to share you and your child’s information using NDAR.  If so, contact the researchers who conducted this study, and they will tell NDAR, which can stop sharing the research information.  However, NDAR cannot take back information that was shared before you changed your mind.  If you would like more information about NDAR, this is available on-line at http://ndar.nih.gov.

