The International Spinal Muscular Atrophy Patient Registry is a
resource by which individuals and families affected by SMA and researchers
working on approved SMA research projects can be connected.

Patients have the opportunity to learn and receive information about the
latest clinical trials and research studies for which they may qualify.

Researchers gain important statistical data that can benefit the entire
SMA Community.

By registering information with the SMA Patient Registry you are in no way committing yourself to participate in any research project. Your name
will not be released to researchers without your specific permission.

The SMA Patient Registry is coordinated by the Department or Medical and Molecular Genetics at Indiana University.

If you wish to participate in the International Spinal Muscular Atrophy Patient Registry, please contact
Connie Garland at Indiana University by phone at (317) 274-5745 or by email at cjgarlan@iupui.edu
and she will mail you a registry packet. (Or see the Registry Information web site http://www.iupui.
edu/~medgen/hereditary/sma.html and simply download the forms, fill them in and mail them.)



