
CDC has e s t a b l i s h e d a population - based surveillance system to collect and analyze longitudinal data about

people living in the U . S . with SCD . Currently e l e v e n states participate in the data collection program, with data

being collected from multiple sources ( e . g . , newborn screening programs and Medicaid) in order to create

individual healthcare utilizations profiles . Funding through the CDC Foundation has allowed Georgia and

California to collect data since 2 0 1 5 ; additional CDC Foundation funding, along with discretionary funding from

CDC and the D e p a r t m e n t of Health and Human S e r v i c e s (HHS) and $ 2 million in funding p r o v i d e d by Congress

in the FY 2 0 2 1 Consolidated Appropriations Act has allowed nine additional s t a t e s (Alabama, Colorado, Indiana,

Michigan, Minnesota, North Carolina, T e n n e s s e e , Virginia, and Wisconsin) to begin t h e i r data collection

programs . T h e s e e l e v e n s t a t e s are e s t i m a t e d t o include just o v e r 3 5 % o f the U . S . SCD population .

Expand Sickle Cell Disease Data Collection Efforts at CDC FACT SHEET

Strengthening and expanding current efforts will help enable individuals living with this disease to receive
adequate care and treatment. A provision in the Sickle Cell Disease and Other Heritable Blood Disorders
Research, Surveillance, Prevention, and Treatment Act of 2018 (P.L. 115—327), which was signed into law in
December 2018, authorizes CDC to award SCD data collection grants to states, academic institutions, and non-
profit organizations to gather information on the prevalence of SCD and health outcomes, complications, and
treatment that people with SCD experience.

Additional federal funding for CDC’s SCD Data Collection Program is necessary to allow the program to be
expanded to include additional states with the goal of covering the majority of the U.S. SCD population over the
next five years. Surveillance is necessary to:
•

http://www.hematology.org/scd
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