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February 25, 2025

The Honorable John Thune The Honorable Chuck Schumer
Majority Leader Democratic Leader

United States Senate United States Senate
Washington, D.C. 20510 Washington, D.C. 20510

The Honorable Mike Johnson The Honorable Hakeem Jeffries
Speaker Minority Leader

U.S. House of Representatives U.S. House of Representatives
Washington, DC 20515 Washington, DC 20515

Dear Majority Leader Thune, Democratic Leader Schumer, Speaker Johnson, and Leader
Jeffries:

The undersigned childhood cancer organizations are members of the Alliance for Childhood
Cancer, which consists of patient advocacy groups, healthcare professionals, and scientific
organizations representing Americans who care deeply about childhood cancer. We write to
express concern about potential changes to Medicaid that would impede access and threaten
needed health coverage for children with cancer and other diseases.

Cancer remains the most common cause of death by disease among children in the United States.
Unfortunately, 1 in 5 children diagnosed with cancer in the U.S. will not survive, and for the
ones who do, the battle is never over. By the age of 50, more than 99% of survivors have a
chronic health problem, and 96% have experienced a severe or life-threatening condition caused
by the toxicity of the treatment that initially saved their life, including: brain damage, loss of
hearing and sight, heart disease, secondary cancers, learning disabilities, infertility and more. By
the time a child in treatment for cancer today reaches the age of 50, we want these statistics to be
far less grim.

Medicaid and the Children’s Health Insurance Program (CHIP) provide quality, affordable
healthcare coverage for nearly 80 million people, including over 37 million children, or roughly
half of all children in the US.! For children with cancer, Medicaid plays an especially critical role
as a safety net. In many states, a child is eligible for Medicaid and CHIP coverage upon
receiving a childhood cancer diagnosis, emphasizing the need for timely access to quality,
uninterrupted care.

Many children with complex medical needs like childhood cancer are only able to receive the
specialty care and supportive services they need due to the Medicaid program, even children
with private insurance as their primary payer. Research has shown that pediatric patients who
experience disruptions in their Medicaid coverage are more likely to have advanced-stage
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disease and worse survival rates than patients without disruptions.? Compared to adolescent and
young adult patients continuously enrolled in Medicaid, those with newly gained Medicaid or
other Medicaid enrollment patterns were 54% and 18%, respectively, more likely to present with
stage IV lymphoma.® This research shows that Medicaid coverage plays a key role in catching
and treating cancers in children early. %G8,

We are deeply concerned by policy proposals and comments in the media about plans to make
severe cuts to the Medicaid program. Any changes to Medicaid’s financing structure — including
but not limited to block grants and per capita caps — or other policies that shift costs to states, like
cuts to the federal medical assistance percentage (FMAP) — would not only impact children
enrolled in Medicaid but would also threaten the financial viability of the pediatric healthcare
system overall. Children’s hospitals, which provide the vast majority of childhood cancer care,
rely on Medicaid financing as a large proportion of their budgets.®

Further, cuts to eligibility and benefits and the addition of any barriers to coverage, such as work
reporting requirements, would add needless red tape to enrollment and would severely harm
children with cancer and their families. For example, when Arkansas implemented work
requirements for its Medicaid program in 2018, more than 18,000 beneficiaries lost coverage in
just 10 months — nearly a quarter of those subject to the requirement®. Research is clear that
children are more likely to be enrolled in health coverage if their parents are as well,” meaning
that any coverage losses for parents will have a disproportionate impact on children.

Work requirements may also impact caregivers of children with cancer who are unable to work

due to the demands of cancer treatment or young adults with cancer who may not yet be eligible
for insurance via their employer or may not be able to work due to their diagnosis. Many young
adults rely on Medicaid, especially the Medicaid expansion, for coverage, and research shows a
clear increase in survival for young adults with cancer in Medicaid expansion states.’
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Our organizations strongly oppose changes to the Medicaid program that would restrict
access, cut needed funding to states, create burdensome red tape, or reduce the quality or
availability of services for children or their families.

Thank you for your leadership on behalf of children with cancer. We look forward to
working with you to improve the lives of childhood cancer patients, survivors, and families.
Should you have any questions or need additional information, please contact Rosalie Abbott,
Co-Chair of the Alliance for Childhood Cancer, at Rosalie.abbott@stbaldricks.org, or Dr.
Michael Link, Co-Chair of the Alliance for Childhood Cancer, at mlink@stanford.edu.

Sincerely,
The Alliance for Childhood Cancer

American Academy of Pediatrics

American Cancer Society Cancer Action Network
American Childhood Cancer Organization
American Society of Pediatric Hematology/Oncology
The Andrew McDonough B+ Foundation
Association for Clinical Oncology

Association of Pediatric Oncology Social Workers
Children’s Brain Tumor Foundation

Children’s Cancer Cause

Dana-Farber Cancer Institute

The Leukemia & Lymphoma Society

MIB Agents Osteosarcoma

National Brain Tumor Society

Pediatric Brain Tumor Foundation

Rally Foundation for Childhood Cancer Research
St. Baldrick’s Foundation

St. Jude Children’s Research Hospital



