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Cosponsor the Newborn Screening Saves Lives Reauthorization Act, H.R. 482/S. 350

Diagnosis through newborn screening saves lives, improves healthcare outcomes, and reduces long term
healthcare costs by allowing for detection and intervention at the earliest moment possible.

Background
e In 2008, Congress passed the original Newborn Screening Saves Lives Act (P.L. 110-204), which

established national newborn screening guidelines and helped facilitate comprehensive newborn
screening in every state. The Act was first reauthorized in 2014.

e Prior to this act, the number and quality of newborn screening tests varied greatly by state.

e In 2007, only 10 states and the District of Columbia required infants to be screened for all the
recommended disorders. Today, all 50 states and the District of Columbia require screening for at least
31 treatable conditions, as recommended by the Department of Health and Human Services.

Status of Bill
e Federal newborn screening programs expired on September 30, 2019.
e The House passed the Newborn Screening Saves Lives Reauthorization Act in July 2019. The Senate
did not vote on it.

Key Bill Provisions

e Reauthorizes the Health Resources and Services Administration (HRSA) state grants to expand and
improve screening programs, provide educational resources to parents and health care providers, and
improve follow-up care for infants with a detected condition.

e Reauthorizes the Secretary’s Advisory Committee on Heritable Disorders in Newborns and Children
which advises the Secretary of Health and Human Services on newborn and childhood screening
policies and priorities to enhance state health agencies to ensure screening is available to every eligible
infant. Includes the evidence-based federal Recommended Uniform Screening Panel (RUSP).

Newborn Screening Facts

e Of the four million babies born in the U.S. each year, one in 178 are found to have a potentially
devastating condition through newborn screening.

e 20,000 newborns benefit from the early detection and delivery of life-saving treatments.

e Newborn Screening is the practice of testing every newborn for certain genetic, metabolic, hormonal,
and functional conditions that are not otherwise apparent at birth.

e Diagnosis through newborn screening saves lives, improves healthcare outcomes, and reduces long-term
healthcare costs by allowing for detection and intervention at the earliest moment possible.

e Newborn screening is the most successful public health program in the history of our country.

For more information and to cosponsor contact: Rep. Roybal-Allard’s office at Debbie.Jessup@mail.house.gov;
Rep. Herrera Beutler’s office at Adriianna.Lagorio@mail.house.gov; Rep. Simpson’s office at
Katherine.Myers@mail.house.gov; Rep. Clark’s office at Woo.Lim@mail.house.gov; Sen. Hassan’s office at
kaitlyn kelly@hassan.senate.qov; or Sen. Wicker’s office at Kirby Miller@wicker.senate.gov.

The EveryLife Foundation for Rare Diseases is a 501(c)(3) nonprofit, nonpartisan organization dedicated to empowering the
rare disease patient community to advocate for impactful, science-driven legislation and policy that advances the equitable
development of and access to lifesaving diagnoses, treatments, and cures.

www.EveryLifeFoundation.org
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