
November 17, 2022 
 
The Honorable Charles E. Schumer 
322 Hart Senate Office Building  
Washington, DC 20510 
 
The Honorable Mitch McConnell 
317 Russell Senate Office Building  
Washington, DC 20510 
 

 
The Honorable Nancy Pelosi  
1236 Longworth House Office Building 
Washington, DC 20515  
 
The Honorable Kevin McCarthy 
2468 Rayburn House Office Building  
Washington, DC 20515 
 

 

Dear Majority Leader Schumer, Minority Leader McConnell, Speaker Pelosi; and Minority Leader 
McCarthy: 

The undersigned organizations, all committed to improving outcomes for individuals with sickle cell 
disease (SCD), seek your leadership in including in any end-of-year legislative package the Sickle Cell 
Disease Comprehensive Care Act (S. 3389/ H.R. 6216) introduced by Senators Cory Booker and Tim 
Scott and Representatives Danny Davis and Michael Burgess. Our organizations strongly support the 
bill and believe it outlines important steps toward addressing the needs of the SCD community by 
authorizing the Centers for Medicare and Medicaid Services (CMS) to develop a demonstration 
program for Medicaid beneficiaries to improve access to comprehensive outpatient care for 
individuals with SCD.  

We remain deeply concerned that those living with SCD have been impacted disproportionately by 



The 117th Congress is the time to initiate this program. We need your leadership to move the legislation 
forward and improve care for people with SCD. Our organizations stand ready to support you and 
thank you again for your efforts to improve the lives of individuals with this debilitating disease. 

AABB 
Agios Pharmaceuticals 
American Academy of Neurology 
American College of Emergency Physicians 
American College of Obstetricians and Gynecologists 
American Psychological Association Services, Inc. 
American Public Health Association 
American Red Cross 
American Society for Clinical Pathology 
American Society for Reproductive Medicine 
American Society for Transplantation and Cellular Therapy 
American Society of Hematology 
American Society of Pediatric Hematology/Oncology 
American Thrombosis and Hemostasis Network 
America's Blood Centers 
Association of Maternal & Child Health Programs 
Association of Pediatric Hematology/Oncology Nurses 
Association of Public Health Laboratories 
Axis Advocacy 
Beam Therapeutics  
bluebird bio 
Cayenne Wellness Center 
Cerus Corporation 
CSL Behring 
Foundation for Women & Girls with Blood Disorders 
Functional Fluidics 
Graphite Bio 
Imara 
International Alliance for Pediatric Stroke 
International Association of Sickle Cell Nurses and Professional Associates 
Lifespan Comprehensive Sickle Cell Center 
Martin Center Sickle Cell Initiative 
Medunik USA 
National Black Nurses Association 
National Institute for Children's Health Quality 
National Marrow Donor Program/ Be The Match 
National Medical Association 
Novartis Pharmaceutical Corporation, USA 
Pediatric Hematology Sickle Cell Program at University of Illinois at Chicago 
Pediatric Hospital Sickle Cell Disease Collaborative 
Sick Cells 
Sickle Cell 101 
Sickle Cell Adult Provider Network 




