STATE OF WASHINGTON

DEPARTMENT OF HEALTH

PO Box 47890 e Olympia, Washington 98504-7890
Tel: 360-236-4030 e 711 Washington State Relay

April 3, 2026

TO: Michelle Davis, Executive Director
Washington State Board of Health

FROM: Dennis Worsham, Secretary of Health
Washington State Department of Health

SUBJECT:  Request to Temporarily Halt Certain Newborn Screening Activities Due to
Budget Constraints

REQUEST: The Department of Health requests that the State Board of Health temporarily
pause newborn screening policy work including adding new conditions to the
newborn screening panel, the implementation of Wilson Disease, and convening
technical advisory committees for considering new conditions.

The Newborn Screening (NBS) Program is required under RCW 70.83.020 to screen all infants
born in Washington State for a panel of conditions as directed by the State Board of Health
(Board). Currently, this panel is comprised of 35 disorders detectable through dried blood spot
testing for which medical intervention improves the quality of life and/or the life expectancy of
the child. As scientific and medical advances have been made, the potential scope of

NBS has increased, leading to a substantial rise in demand for condition review.

Condition review occurs through a process defined by the Board. Requests to review a condition
may come from the public (by submitting a petition for rulemaking), the Legislature, the
Department, or Board members. When a condition is ready for review, the Board convenes a
multidisciplinary Technical Advisory Committee (TAC). After their review, the TAC provides
recommendations to help the Board make an informed decision. The Board reviews the
recommendations and decides whether the Department must add the condition to Washington
State’s panel. Once the Board approves a new condition, screening cannot begin until the
Department seeks legislative approval to increase the NBS fee to cover additional costs
associated with the disorder. New conditions often require additional laboratory and follow-up
staff, as well as testing supplies, instrumentation, and validation work.



The cadence of NBS policy work and TACs has increased substantially within the last several
years. Four TACs were convened in 2025 and an additional two have been scheduled for 2026:
mucopolysaccharidosis type II occurred on March 17 and Infantile Krabbe A is scheduled for
April 29", Preparation and participation in the TACs require substantial input from the
Department, including several presentations, preparing the cost-benefit analysis, and planning for
infrastructure readiness. In August 2025, the Board voted to add Wilson Disease to the panel and
is currently waiting for the Department to seek legislative approval for a fee increase to add the
condition. Additionally, in November 2025, the Board completed rulemaking to add ornithine
transcarbamylase deficiency, guanidinoacetate methyltransferase deficiency, and arginase-1
deficiency and the Department started screening for these conditions on January 1, 2026.

Currently, the Department’s NBS Program is facing a $5.1 million budget shortfall. The program
requested an operational fee increase of $69.56 per baby during the 2026 legislative session to
help mitigate this shortfall however, the supplemental budget approved a fee increase of only
$15.07 per baby. The Department is currently evaluating the impact that the reduced fee increase
will have on the program. As the Department navigates this ongoing budget challenge, the
limited bandwidth of the NBS team needs to remain focused on continuity of function and
meeting existing legal obligations.

Given the budget and staffing constraints, the Department requests that the Board temporarily
pause NBS policy work including adding new conditions to the screening panel, the
implementation of Wilson Disease, and convening technical advisory committees for considering
new conditions.

The Department will work closely with Board staff to evaluate the current NBS workload and be
prepared to present a plan to the Board at its June meeting.

For additional information, please contact Alexandra Montafio, Director of Policy and
Legislative Relations, Division of Disease Control and Health Statistics, at
alexandra.montano@doh.wa.gov.
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