




















Appropriate $25 million for Centers for Disease Control and Prevention (CDC) Sickle
Cell Data Collection (SCDC) Program. The SCDC program gathers health information
from multiple sources to determine how many people live with the disease in a particular
state.

The SCDC covers 16 states which are home to approximately 50% of the SCD
Population in the USA with plans to expand.
The goals of the SCDC include learning where people with SCD live and gathering
information on the transition from pediatric care to adult care. 

PROV IDE  FUND ING  FOR  KEY  SCD  PROGRAMS

Data collection is necessary to efficiently allocate federal resources by allowing policymakers to
understand national incidence and prevalence data; and to evaluate effective strategies to improve
quality of life and lower costs associated with treating SCD. 

F ISCAL  YEAR  ( FY )  2026  FEDERAL
REQUESTS  FOR  S ICKLE  CELL  D ISEASE

APPROPR IATE  $ 15  MILL ION  FOR  PROGRAMS UNDER  THE  HRSA  S ICKLE  CELL  D ISEASE  TREATMENT  ACT
Appropriate $8.205 million to the Sickle Cell Disease Treatment Demonstration Program (SCDTDP). SCDTDP is
a HRSA grant program with the following goals: 

Increase the number of clinicians or health professionals knowledgeable about the care of SCD. 
Improve the quality of care provided to individuals with SCD, including care coordination with other providers.
Develop best practices for coordination of services during the transition from pediatric to adult care, which is a
critical time period for individuals with SCD in ensuring the continuity of comprehensive care, thereby minimizing
an increase in health care costs resulting from inadequate disease management into adulthood.

Appropriate $7 Million to The Sickle Cell Disease Newborn Screening Follow-up Program  through the Special
Projects of Regional and National Significance. The program is critical to ensuring that all individuals diagnosed
with SCD are connected to appropriate follow-up care, support services, and care coordination.   

In its first two years, the program:
Expanded the infrastructure of 25 community-based organizations in 19 states.
Launched the National SCD Community Health Workers Training Program – and trained 85 community health
workers who reached more than 13,000 patients.
Assessed over 8,000 individuals in need of a medical home or education on SCD medication.
Launched a Shared Management System, which allows HRSA to analyze patient outcomes.

Continued program efforts will accelerate the identification of individuals requiring follow-up care for SCD, expand care
coordination, increase medical home participation, improve the number of community health workers trained in SCD,
and implement best practices and procedures for SCD care. 
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SUPPORT  AND  PASS  S ICKLE  CELL  D ISEASE  (SCD)  LEG ISLAT ION
Sickle Cell Disease and Other Heritable Blood Disorders Research, Surveillance, Prevention, and Treatment
Act of 2025 (119th Congress, S.735): Reauthorize the SCD Demonstration Program at $8.205 million for each of the
fiscal years 2024 through 2028 at the Health Resources and Services Administration (HRSA). The program supports
initiatives to improve the treatment of SCD and to better prevent and treat complications of SCD, focused on
populations with a high proportion of individuals with SCD.

Sickle Cell Disease Comprehensive Care Act (119th Congress, S.721): This legislation incentivizes state Medicaid
programs to adopt a Health Home model, which improves the coordination of care for individuals with SCD enrolled
in Medicaid. Medicaid Health Homes are a proven and effective tool to improve health outcomes, enhance quality,
and reduce unnecessary expenditures in Medicaid. State Medicaid directors have supported this model and more
than 90 organizations are supporting this legislation.

https://www.congress.gov/bill/119th-congress/senate-bill/735
https://www.congress.gov/bill/119th-congress/senate-bill/721
https://www.sicklecellpartnership.org/2024-survey/
https://www.hematology.org/advocacy/policy-news-statements-testimony-and-correspondence/testimony-and-correspondence/group-support-letter-to-congress-re-scd-comprehensive-care-act-of-2024
https://www.hematology.org/advocacy/policy-news-statements-testimony-and-correspondence/testimony-and-correspondence/group-support-letter-to-congress-re-scd-comprehensive-care-act-of-2024




Driving the community’s 
mission forward.
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The sickle cell community has always shown up.

We’re proud to partner with inspiring people 

as we work together to help improve the lives 

of those impacted by sickle cell.

To learn more, visit 
TogetherForRare.com



“In recognizing the many 

experiences within the 

sickle cell community, 

we know that our work 

is just beginning. We are 

committed to continuing 

research in the hopes 

of reaching as many 

patients as possible.”

Amit Sachdev, 

Chief Patient and 
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Hear more from Amit 
on our commitments 
to the community:



Building Connections,
     Pioneering Therapies.

Agios is a biopharmaceutical company 

that is fueled by connections.

By building strong bonds with patient communities, healthcare providers, 

partners and colleagues—and honoring each of their perspectives—

we make the process of developing treatments for rare diseases more 

collaborative, creative and productive.

Agios is proud to support the 2025 Sickle Cell Disease Policy Forum,

presented by Sick Cells and the Sickle Cell Community Consortium.

We look forward to connecting with 

you through the virtual event!




