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May 12, 2025

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

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 Brett Guthrie, The Honorable Frank Pallone
Chairman, Energy & Commerce Committee Ranking Member, Energy & Commerce Committee
U.S. House of Representatives U.S. House of Representatives
Washington, DC 20515 Washington, DC 20515

Dear Speaker Johnson, Minority Leader Jeffries, Majority Leader Thune, Minority Leader Schumer, Chairman
Guthrie, and Ranking Member Pallone:

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 through the budget reconciliation process being considered by the House Energy & Commerce
Committee 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 also shown that pediatric patients who experience disruptions in their Medicaid
coverage are more likely to have advanced-stage disease and worse survival rates than patients without
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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. 48,

We are deeply concerned and opposed to the proposed severe cuts to the Medicaid program through the
budget reconciliation process. The budget reconciliation package being marked up by the House Energy &
Commerce Committee would make at least $625 billion in cuts to the Medicaid program. Medicaid serves as a
critical lifeline, particulatly for vulnerable populations like children facing cancer. For these children, Medicaid
often provides the only means of accessing life-saving treatments and specialized care. Any changes to
Medicaid’s financing structure that shift costs to states—such as cuts to the federal medical assistance
percentage (FMAP), even if only targeted to the Affordable Care Act’s Medicaid expansion population—
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®. New Hampshire suspended its efforts to implement work reporting requirements due to
anticipated coverage losses for approximately 41% of adults subject to the policy’, and an estimated $6
million cost associated with enforcing it for just 50,000 people®. Due to the demands of cancer treatment,
satisfying work requirements may be problematic for cancer patients and their caregivers, who often need to
dramatically reduce the number of hours worked or stop work entirely, making such requirements an
insurmountable barrier to care.

Research is clear that children are more likely to be enrolled in health coverage if their parents are as well.?
Meaning any coverage losses for parents will have a disproportionate impact on children. Further, new
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research has shown that implementing work requirements for the ACA’s Medicaid expansion population
would result in coverage losses for between approximately 502,000 and 1.5 million children.!? This policy
would not only affect children currently diagnosed with cancer, but also children who will be diagnosed with
cancer in the future. Loss of coverage can lead to missed or delayed cancer diagnoses if children stop
receiving regular well-child visits, delays that could result in worse outcomes.

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
Medicaid expansion, for coverage, and research shows a clear increase in survival for young adults with
cancer in Medicaid expansion states.!!

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 Cancet, 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 Association for Cancer Research (AACR)
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 Hematology/Oncology Nurses
Association of Pediatric Oncology Social Workers
Children’s Brain Tumor Foundation

Children's Cancer Cause

Dana-Farber Cancer Institute

The Leukemia & Lymphoma Society

Mattie Miracle Cancer Foundation

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
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