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Good Morning Chairmen DiGirolamo, Cruz, and members of the committee. I would first like to 
take the time to thank you for the opportunity to discuss the Department of Health's newborn 
screening program. 

There are three components to newborn screening: the dried blood spot screening, a pulse 
oximetry to screen for critical congenital heart defects, and a hearing screening. All babies born 
in Pennsylvania should receive these screenings between 24-48 hours after birth. In the event of 
an abnormal newborn screening result, the program provides follow-up services to ensure there 
is an appropriate referral for confirmatory testing. The program continues to follow the 
newborn's testing and care until a confirmed diagnosis is obtained. 

My testimony today will be focused on the dried blood spot screening, which is used to screen 
for metabolic, endocrine, hemoglobin and other genetic conditions. Newborn screening is 
intended to detect treatable conditions before the newborn develops symptoms to prevent death 
or disability. In most cases, early recognition and treatment of these conditions leads to better 
outcomes for the newborn. The follow-up nurses in the department's newborn screening program 
work closely with families, the babies' primary care providers and the treatment centers to 
ensure that newborns have timely confirmatory testing. 

I would like to share a story about a recent case in which follow-up nurses and a treatment center 
worked together to make sure a newborn received a diagnosis and treatment that ultimately saved 
the baby's life. Earlier this year, a newborn was screened for Maple Syrup Urine Disease 
(MSUD). The results indicated that the baby mostly likely had MSUD - a condition that requires 
immediate diet modification to ensure the baby's life is not at risk. The department's follow-up 
nurse and the treatment center had difficulty reaching the parents by phone, and jointly decided 
to send emergency personnel to the baby's home. The emergency personnel assisted the family 
in getting the newborn to the treatment center. This partnership resulted in the baby being 
diagnosed that same day and receiving life-saving diet modifications. 

The Recommended Uniform Screening Panel (RUSP) is a list of disorders that are recommended 
by the Secretary of the U.S. Department of Health and Human Services (HHS) for states to 
screen as part of their newborn screening program. Disorders on the RUSP are selected based on 
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evidence that supports the potential net benefit of screening, the ability of states to screen for the 
disorder, and the availability of effective treatment. Currently, there are 34 disorders on the 
RUSP, 32 of which can be identified through the dried blood spot screening. 

In Pennsylvania, all the disorders on the RUSP are included on either the mandatory screening 
panel or the mandatory follow-up (supplemental) screening panel. Pennsylvania's mandatory 
screening panel includes nine of the conditions listed on the RUSP and the supplemental panel 
includes 27 conditions (23 of which are on the RUSP and four additional conditions that were 
added by Act 148, which are not on the RUSP). The newborn screening program provides 
follow-up services for conditions listed on both the mandatory and the supplemental screening 
panels. 

The newborn screening program works in collaboration with the legislatively-mandated 
Newborn Screening and Follow-up Technical Advisory Board (TAB) to determine which 
conditions should be placed on the mandatory and supplemental screening panels. Currently, the 
program pays for the screening of conditions on the mandatory panel and the submitter 
(hospitals, birthing centers and midwives) pays the cost of the screening for the conditions listed 
on supplemental panel, if they elect to screen for the conditions on that panel. Therefore, the 
department and the TAB must consider costs for screening tests when they are suggested for 
addition to the mandatory panel. The department continues to work with the TAB as new 
conditions are added to the RUSP to establish funding to add conditions to the mandatory 
screening panel after inclusion on the RUSP. For example, X-linked adrenoleukodystrophy (X
ALD) was added to the RUSP on February 16, 2016 - and the TAB voted to recommend the 
department add X-ALD to the mandatory screening panel on April 19, 2016. I supported this 
recommendation and once funds were established for this screening test and the contracted lab 
was ready to start the testing, the department moved forward and began screening all babies for 
X-ALD on February 1, 2017. 

The TAB, the newborn screening program and I support screening for all conditions on the 
RUSP as part of the mandatory screening panel, contingent on a new payment structure being 
established for the newborn screening program. As screening for the conditions on the RUSP is a 
component of the preventive services guidelines supported by the Health Resources and Services 
Administration (HRSA), the screening should typically be covered without cost sharing by most 
health insurance policies. It is not fiscally prudent for state funds to be utilized to support this 
screening given that it is covered under Medicaid and most, if not all, insurance plans and 
certainly under the current Affordable Care Act. 

The department and the TAB support the implementation of a newborn screening fee to pay for 
screening and follow-up services for a newly merged panel which would include all the 
conditions on the RUSP and Krabbe, which was added to the screening panel via Act 148. 
Although Krabbe is not currently on the RUSP, there are promising treatments being researched 
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and developed across the country and several other states are already screening for Krabbe. 
Pennsylvania is one of only five states that does not currently have a newborn screening fee. 
Newborn screening fees in other states range from $30 to $163 and vary as to what program 
expenses are covered by the fee. The department estimates that the newborn screening fee would 
be between $100 and $125. This would include screening, repeat screens, DNA sequencing if 
needed, referrals to treatment centers, and costs associated with education related to newborn 
screening. 

In closing, I would like to acknowledge Representative Cruz for introducing legislation that 
amends the Newborn Child Testing Act that addresses the issue of a new payment structure for 
the department's newborn screening and follow-up program. The department is committed to 
working with Representative Cruz on this legislation to improve our newborn screening 
program. Again, I would like to thank the committee for this opportunity this morning, and I 
will be happy to answer any questions you may have. 
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