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Authority to Manage
the lowa Newborn Screening Panel

lowa Code 136A.3A

Process for addition of conditions to newborn screening.

lowa Administrative Code 641—4.2(136A)

lowa newborn screening program (INSP). This program
provides comprehensive newborn screening services for
hereditary and congenital disorders for the state.
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Iowa Code Chapter 136A and Iowa Administrative Code  641 chapter 4  give the authority to manage the newborn screening panel to the Iowa Department of Health and Human Services. 

Related to management of the NBS panel, Iowa Code 136A states

The council shall assist the department in the development of programs that ensure the availability and access to quality genetic and genomic health care services for all Iowans.
The council shall assist the department in designating the conditions to be included in the newborn screening and in regularly evaluating the effectiveness and appropriateness of the newborn screening.
a. Beginning July 1, 2022, the council shall ensure that all conditions included in the federal recommended uniform screening panel as of January 1, 2022, are included in the newborn screening.
b. Within twelve months of the addition of a new condition to the federal recommended uniform screening panel, the council shall consider and make a recommendation to the department regarding inclusion of the new condition in the newborn screening, including the current newborn screening capacity to screen for the new condition and the resources necessary to screen for the new condition going forward. If the council recommends inclusion of a new condition, the department shall include the new condition in the newborn screening within eighteen months of receipt of the recommendation.

Iowa Administrative Rule 641.4 says

All newborns and infants born in the state of Iowa shall be screened for all congenital and inherited disorders on the Iowa newborn screening panel as specified by the department.
As new disorders are recognized and new technologies and tests become available, the department will develop and follow protocols for the addition of disorders to or the deletion of disorders from the screening panel.




Process for Review of New

Conditions
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Once a condition has been added to the RUSP or brought to the INSP leadership team, the team reviews the condition for eligibility and appropriateness for newborn screening
The director of the Center for Congenital and Inherited Disorders will present the information from the INSP leadership team to the director of the division of public health and get the go-ahead to convene the Ad Hoc Committee
The Ad Hoc Committee then has up to 12 months to review the condition and make a recommendation to the division director and the Iowa HHS Council about adding the condition to the NBS panel. 
If approved, the INSP staff -  including program administration at Iowa HHS, staff from the State Hygienic Laboratory, and NBS follow-up staff at the University of Iowa Health Care Stead Family Department of Pediatrics, begin building the system for screening of the condition and be ready to implement screening within 18 months. 
As with all conditions on the Iowa NBS panel, evaluation and monitoring of the effectiveness of the screening for the new condition is ongoing 

To note: newborn screening is not diagnostic. To determine if a baby has a condition, further testing is required. 



Review Framework
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The Ad Hoc Committee for the Management of the lowa Newborn Screening
Panel includes lowa Newborn Screening Program staff, parents, clinicians, a
genetic counselor, and medical geneticists.

Additional ad hoc members may include parents of a child or an individual
with the condition under review and medical clinicians with expertise treating
the condition.

Committee members use a “Review Framework” that includes a list of 15
key questions that members consider when drafting their recommendation.

Members hear testimony from parents and providers with experience and
expertise of the condition.

Responses to the key questions are discussed and consolidated into
one framework review.

Consensus is reached regarding a recommendation using the
“Decision Matrix” describing the evidence-based recommendation.
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Activity to Date
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» Since 2022, the Ad Hoc Committee
has reviewed and made
recommendations for the addition
of six new conditions to lowa’s
newborn screening panel.

» The lowa panel now includes all
conditions on the federal
recommended uniform screening
panel (RUSP).

» The Ad Hoc Subcommittee is
beginning review of Metachromatic
Leukodystrophy (MLD) in
November 2025.
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Through the process I just described, this is what we have done to-date

Conditions added
Pompe
Mucopolysaccharidosis Type I (MPS I)
X-Linked Adrenoleukodystrophy (X-ALD)
Mucopolysaccharidosis Type II (MPS II)
Krabbe Disease
Guanidinoacetate Transferase Deficiency (GAMT)
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