
May 13, 2021 

 

Dear Members of Congress:  

 

As an organization focused on rare disease, I am signing on to support appropriations for Fiscal 

Year 2022 Labor, Health, Human Services, Education and Related Agencies to ensure every state 

has fully implemented all Recommended Uniform Screening Panel (RUSP) conditions. 

 

While the federal government makes recommendations on diseases for newborn screening, it is 

implemented on a state by state basis.  Every year, thousands of children die or become 

permanently disabled simply because they are not screened at birth for many known genetic 

diseases that have a treatment, resulting in something known as “Death by Zip Code” -- infants in 

one state are identified with a debilitating disease but those in another are not.  This doesn’t have 

to happen.  

 

In 2019 the Secretary of HHS’s Advisory Committee on Heritable Disorders in Newborns and 

Children received the results of the New STEPs New Disorders study which identified the two 

greatest barriers to implementation of RUSP newborn screening to be state staffing needs and 

equipment procurement.  Currently, only 15 states are implementing newborn screening for all 

RUSP conditions. A number of states have not yet begun to screen newborns for these rare 

diseases even though in several instances they were added by the RUSP more than 6 years ago. 

 

As we move forward at the appropriate time with the Fiscal Year 2022 Labor, Health, Human 

Services, Education and Related Agencies bill, we urge you to ensure every state has fully 

implemented newborn screening for all Recommended Uniform Screening Panel (RUSP) 

conditions.  Specifically, we ask you to direct the Centers for Disease Control (CDC) to provide 

$15 million for timely implementation of newborn screening conditions with a goal of complete 

RUSP implementation in all 50 states by 2025. 

 

At present rates, it will take states more than a decade to implement newborn screening for RUSP 

approved diseases for which treatment options are available to families, resulting in preventable 

deaths and disability.  The Centers for Disease Control and Prevention has existing legislative 

authority and direct experience working with states to implement RUSP recommendations for 

enhanced newborn screening.   The House of Representatives also recently demonstrated strong, 

bipartisan support for advancing newborn screening with the passage of H.R. 2507, the Newborn 

Screening Saves Lives Reauthorization Act of 2019. 

 

In closing, we request that you ensure that children in all 50 U.S. states have a fair chance at life. 

We know from experience that early diagnosis will save countless children from death or 

paralysis.  This is a life-and-death issue. To end “Death by Zip Code,” we must prioritize complete 

RUSP implementation by all 50 states by 2025.  Accordingly, we encourage you to include both 

funding and report language in the Fiscal Year 2022 Labor HHS appropriations bill mandating 

such implementation.   With your leadership and support, we can save lives and improve the 

health of newborns in all 50 U.S. states. 

 

Sincerely,
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