December 2, 2024

The Honorable Chuck Schumer The Honorable Mitch McConnell
Majority Leader Republican 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 Schumer, Republican Leader McConnell, Speaker Johnson, and Leader Jeffries:

Our 230 organizations are dedicated to improving the health and well-being of children across the
country. Millions of children nationwide suffer from complex medical conditions, including rare diseases,
pediatric cancers, and genetic conditions. We are grateful for the progress you have made this Congress
on bipartisan legislation - H.R. 4758/S. 2372, the Accelerating Kids’ Access to Care Act. If enacted, the
bill will reduce barriers and red tape that children with such challenges who are covered by Medicaid or
the Children’s Health Insurance Program (CHIP) must navigate to receive time-sensitive care from
healthcare providers located outside of their home state. The bill passed the House of Representatives
unanimously on September 15, 2024, and we urge you to ensure this bill becomes law before the end of
this Congress.

Families with children who live with complex medical conditions often struggle to access the specialized
care necessary to meet their child’s needs. It is not uncommon for there to be only one or two clinical
centers across the country with the requisite knowledge to effectively treat certain conditions,

children with cancer, an initial diagnosis or relapse can require immediate and intensive treatment or
access to clinical trials that may not be available in the child’s home state.

When a child must seek out-of-state care, the home state’s Medicaid agency or Medicaid Managed Care
Organization (MCO) must approve both the type of care being provided and the providers treating the
patient. The providers must then be screened and enrolled by the child’s home state’s Medicaid
program. While federal regulations allow states to use screening done by Medicare or the provider’s
home state, there is no singular pathway, creating immense variation and, too often, paperwork or
processing delays to access urgently needed care. Such delays can result in the child’s condition
worsening as well as higher health care costs.

The Accelerating Kids’ Access to Care Act would create a singular, voluntary, federal pathway to
expeditiously enroll a limited subset of providers caring for children with complex conditions. This
pathway would be used on an as-needed basis and would only be available to providers in good standing
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who complete a single rigorous screening, removing the need for redundant subsequent screenings. It
would reduce delays in providing time-sensitive care to the children most in need, reduce administrative
burdens and costs, and reduce the risk of care disruption and subsequent negative outcomes.

In addition to unanimously passing the House of Representatives, the legislation enjoys tremendous
bipartisan, bicameral support, including cosponsorship by more than 120 House members and more
than 40 Senators. It also enjoys the enthusiastic backing of a robust community of child health

stakeholders.

We urge you to ensure the Accelerating Kids’ Access to Care Act is acted upon by the end of the year
either as a standalone measure in the Senate or as part of a larger end of the year legislative package to
ensure children with medical complexities are able to get the timely access to the care they need. With
any questions, please contact Matt Marks, Senior Manager of Federal Government Affairs with The
Leukemia & Lymphoma Society, at matthew.marks@lIs.org; Aimee Ossman, Vice President, Policy
Analysis with the Children's Hospital Association, at aimee.ossman@childrenshospitals.org; or Mason
Barrett, Policy Analyst with the National Organization for Rare Disorders, at mbarrett@rarediseases.org.

Thank you for your consideration.
Sincerely,
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