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Center For Inherited Blood Disorders

February 12, 2026

Honorable Senator Corey Booker
306 Hart Senate Office Building
Washington, DC 20510

Re: Group Letter of Support S. 721: The Sickle Cell Disease Comprehensive Care Act

Dear Senator Corey Booker,

On behalf of the undersigned organizations, we write to express our strong support for S. 721: The Sickle Cell
Disease Comprehensive Care Act. We deeply appreciate your leadership, along with your colleague Senator

Tim Scott, for championing legislation that directly addresses the profound and longstanding inequities faced
by individuals living with sickle cell disease (SCD).

For far too long, sickle cell care in the United States has been limited and inconsistent. SCD affects
approximately 100,000 Americans, primarily those of African descent and Hispanic heritage, and is the most
common inherited blood disorder. Yet historically, SCD has received far less research funding and policy
attention than other genetic disorders. The consequences are stark: while advances in cystic fibrosis care have
increased the average age of death from 31 to 48 years, life expectancy for those with sickle cell disease has
risen by only six years, from 40 to 46.

Although individuals living with SCD are living longer, they continue to navigate a fragmented health care
system where stigma, discrimination, and the dismissal of their pain too often shape their experience. These
challenges contribute to delayed or missed diagnoses, mistrust in the health care system, and poorer
outcomes overall. These gaps are especially severe for young adults transitioning into adult care, who often
struggle to find specialists to maintain continuity of care and must rely on emergency departments to manage
acute complications and pregnant women, who experience heightened risks and limited access to specialized
providers.

The Sickle Cell Disease Comprehensive Care Act represents a critical step toward correcting these disparities
and will improve access to high-quality, specialized care for people living with SCD by allowing states to
establish a Medicaid Health Home. This model would give people living with SCD the wrap-around services
they need and deserve, including a team of trusted doctors, nurses, social workers, and mental health


https://www.congress.gov/bill/119th-congress/senate-bill/721
https://www.congress.gov/bill/119th-congress/senate-bill/721
https://jamanetwork.com/journals/jamapediatrics/article-abstract/2838303
https://jamanetwork.com/journals/jamapediatrics/article-abstract/2838303

providers, and other specialists who work together and share information, so patients get their care in a
coordinated way. Our organizations have seen first-hand that with comprehensive specialty sickle cell care,
lives can be changed.

By building on prior federal efforts, including the Sickle Cell Treatment Act of 2003, the 2018 SCD Research
and Treatment Act, and the Sickle Cell Disease Comprehensive Care Acts of 2024, S. 721 offers a meaningful
path forward for the estimated 50 percent of Americans living with SCD covered by Medicaid. This is especially
important for rural communities, where shortages of SCD specialists make it difficult to meet multidisciplinary
care needs. By investing in coordinated outpatient care, S. 721 offers an evidence-based solution that will
improve outcomes while reducing unnecessary costs to the health care system.

We stand ready to support you in advancing the Sickle Cell Disease Comprehensive Care Act this Congress.
Thank you again for your leadership and for your dedication to improving the lives of those living with this
debilitating disease.

Sincerely,

Himda b Doy %MM%
Kemba O. Gosier Krystle Nicole Stone, MPH
President, Executive Director,

Advancing Sickle Cell Care Advocacy Project Beyond Sickle Cell Disease Foundation
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LaNiece Jones Lynne Kinst

State President & CEO, Executive Director,
Black Women Organized Political Action Bleeding Disorders Council of California

Rhonda Smith Kelli
Executive Director, President & CEO,
California Black Health Network California Black Women’s Collective Empowerment Institute
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Sonya Yojung'Aadam,
Chief Executive Officer,
California Black Women’s Health Project
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Darrell Muniz
Chief Executive Officer,
California Farmworkers Foundation

o M pguet
Diane Nugent, MD
Founder & President,

Center for Inherited Blood Disorders

Elizabeth Helms
President & CEO,
California Chronic Care Coalition

John Bodtker
Chief Executive Officer,
California Health Collaborative
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ry B/ Funkhouser, EdD
Executive Director,
Foundation for Women & Girls with Blood Disorders


https://www.cms.gov/files/document/sickle-cell-disease-disparities.pdf
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Rigoberto Garcia Il, MPH
Executive Director,
Hemophilia Foundation of Southern California
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Greta Vines-Douglas, MSHS, PA-C
Program Director — School of PA Studies,
Marshall B. Ketchum University
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Elena Rios, MD, MSPH, MACP

President,
National Hispanic Health Foundation

Hector Martinez, PsyD
Board Member
Patient Advocates United in San Diego County
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Maia'Z. Laing
Chief Policy Officer,
Sick Cells
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Maria Lemus
Executive Director,
Vision y Compromiso

And the following organizations:

League of United Latin American Citizens
National Alliance of Sickle Cell Centers
Networking California for Sickle Cell Care
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Scott Suckow
Executive Director,
Liver Coalition of California
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Leah FitzGerald PhD, FNP-BC, FAAN
Professor and Dean of Nursing,
Mervyn M. Dymally College of Nursing, CDU
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April Steger

Executive Director,

Northern California Bleeding Disorders Foundation
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Mary Brown
President & CEO,
Sickle Cell Disease Foundation
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Lanette Bronté, MD, MPH, MSPH
President and Chief Health Officer,
The Foundation for Sickle Cell Research

Srila Gopal, MBBS
Medical Director, UCSD Adult Sickle Cell Program,
UC San Diego Health



