
The “21 Act:” Improving Scientific Discoveries and Health 

NDSS was instrumental in making The Trisomy 21 Translational Research Parity Act of 2009 (HR. 3656), or the “21 Act,” a reality.  The legislation introduced in the U.S. House of Representatives on September 25, 2009 by Representatives Cathy McMorris Rodgers (R-Washington), Patrick Kennedy (D-Rhode Island) and Congressman Pete Sessions (R-Texas). The efforts in the Senate are being spearheaded by Senator Sam Brownback (R-Kansas). 

The 21 Act would establish an infrastructure within the Department of Health and Human Services (HHS) to facilitate results-oriented research, forge new partnerships between academic institutions and clinics to work together to conduct translational research, produce targeted-funding opportunities, and help stimulate steps in the discovery and development pipeline for Down syndrome. 

Specifically, at the NIH, this legislation would:

· Create at least six Down Syndrome Translational Research Centers of Excellence that provide an optimal venue and infrastructure for patient-oriented research, and conduct basic, clinical, and translational research on Down syndrome. 
· Establish a Down Syndrome Coordinating Committee to coordinate activities across the National Institutes of Health (NIH) and with other Federal health programs and activities relating to Down syndrome.

To improve human health, scientific discoveries must be translated into practical applications which typically begin at “the bench” with basic research, in which scientists study disease at a molecular or cellular level, then progress to the clinical level, or the patient's “bedside.” Translational research is the process of using basic science, or laboratory findings, through clinical trials to actual point-of-care patient applications. 

Specifically, at the CDC, this legislation would:

 

· Develop a National Down Syndrome Patient Registry and Biobank, through cooperative agreements at the Centers for Disease Control and Prevention (CDC), to provide clinical care for patients with Down syndrome and coordinate research and clinical activities through the Down Syndrome Translational Research Centers of Excellence with the activities of the registry and biobank; and
· Create a common data entry and management system for Down syndrome patient data collection and analysis.

A patient registry is a database that collects clinical data on patients who share a certain condition. By tracking patients by a condition, physicians can better organize those patients' care as well as connect patients with medical research, clinical care, and clinical trials. A biobank is a repository that collects, stores, processes and distributes “biological materials”–  such as tissue or blood, and clinical “data” information pertaining to patient. Biobanks are a critical resource for such molecular-based biomedical research. 
