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January 2, 2026
Dear Newborn Screening Partners,

The lowa Department of Health and Human Services (lowa HHS) is committed to
promoting the health of newborns delivered in lowa. Early detection of treatable
hereditary and congenital disorders allows for the prevention or reduction of symptoms
and, ultimately, saves babies’ lives. Currently, newborns in lowa are screened for 36
core disorders (full list can be found on the lowa HHS website: Blood Spot Screening
Information | Health & Human Services. lowa HHS has authorized the lowa Newborn
Screening Program (INSP) to begin routine screening for Krabbe disease on specimens
received starting 02/03/2026. Adding Krabbe disease does not require any changes to
current specimen collection or transportation procedures.

Krabbe disease (also called globoid cell leukodystrophy) is a severe neurological
condition. It is part of a group of disorders known as leukodystrophies, which result from
the loss of myelin (demyelination) in the nervous system. The most common form of
Krabbe disease, called the infantile form, usually begins before the age of one. Initial
signs and symptoms typically include irritability, muscle weakness, feeding difficulties,
episodes of fever without any sign of infection, stiff posture, and delayed mental and
physical development. As the disease progresses, muscles continue to weaken,
affecting the infant's ability to move, chew, swallow, and breathe. Affected infants also
experience vision loss and seizures. Without treatment, the average age of death is 24
months. Currently available treatment consists of hematopoietic stem cell (bone marrow
or umbilical cord blood) transplant, but it must be performed before the onset of
symptoms, typically within the first month of life.

The decision to provide routine reporting is based on recommendations from medical
consultants to lowa HHS, following a full evaluation of data from an INSP pilot study
designed to identify infants at risk for Krabbe disease.

The State Hygienic Laboratory will perform the Krabbe disease screening. The lab will
test for the level of enzymatic activity for the enzyme Galactocerebrosidase using liquid
chromatography with tandem mass spectrometry. Second-tier testing will be performed
on all specimens found to be presumptive positive on the first-tier screen. Medical
consultants will be available to assist with all abnormal assay results.


https://hhs.iowa.gov/health-prevention/birth-maternal-care/congenital-inherited-disorders/iowa-newborn-screening-program/iowa-newborn-screening-education/blood-spot-screening-information
https://hhs.iowa.gov/health-prevention/birth-maternal-care/congenital-inherited-disorders/iowa-newborn-screening-program/iowa-newborn-screening-education/blood-spot-screening-information
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Please note this is a screening test. False-negative and false-positive results are
possible and should always be considered. Therefore, clinical findings and patient
status must be considered when interpreting laboratory results.

The results specifications for the lowa Newborn Screening Panel are located
here. Please ask your IT staff to build the new components (highlighted in yellow)

into your EMR.

Questions regarding Krabbe disease screening may be directed to

the following people:

Newborn screening program questions:

Laboratory questions:

Administrative questions:

Information Technology questions:

lowa Newborn Screening Follow-up
program

319-384-5097

1-866-890-5965
iowanewbornscreening@healthcare.uio
wa.edu

Kenneth Coursey

State Hygienic Laboratory

Clinical Lab Manager, INSP Laboratory
515-725-1632
kenneth-coursey@uiowa.edu

Kimberly Noble Piper

Director

Center for Congenital and Inherited
Disorder

lowa Department of Health and Human
Services

Division of Public Health
515-720-4925
kimberly.noblepiper@hhs.iowa.gov

Mike Hayek

IT Support Consultant

State Hygienic Laboratory, University of
lowa

319-335-4254
michael-hayek@uiowa.edu
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