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Date: January 14, 2026
To: Washington State Board of Health Members
From: Patty Hayes, Board Chair

Subject: Newborn Screening, 3-Methylcrotonyl-CoA Carboxylase Deficiency Technical
Advisory Committee Recommendations — Possible Action

Background and Summary:

The Washington State Board of Health (Board) has the authority under RCW 70.83.050
to adopt rules for screening newborns in Washington for certain inherited conditions.
These rules in chapter 246-650 WAC establish the list of conditions included in the
Washington State mandatory newborn screening panel.

In November 2024 and January 2025, the Board updated its newborn screening review
process to better align with the national Recommended Uniform Screening Panel
(RUSP). Through this action, the Board committed to reviewing RUSP core conditions
not currently included in Washington'’s panel, with all reviews to be completed by
November 2026.

To carry out this work, the Board is convening its Newborn Screening Technical
Advisory Committee (TAC) to review these RUSP conditions in sequence based on
their addition to the national panel: 3-methylcrotonyl-CoA carboxylase (3MCC)
deficiency, Mucopolysaccharidosis type Il (MPS II), and Krabbe disease. The TAC aims
to complete these reviews by June 2026.

On December 9, 2025, the Board and the Department of Health convened the TAC to
evaluate 3MCC deficiency against the Board’s newborn screening criteria. The
committee reviewed evidence related to the condition’s natural history, screening and
treatment options, cost-effectiveness, and public health readiness, and voted on each
criterion to inform its recommendation to the Board. This is the second evaluation of
3MCC; in 2007, a TAC and the Board recommended against adding the condition to the
newborn screening panel.

3MCC deficiency is a rare inherited metabolic condition that affects the body’s ability to
break down leucine, an amino acid obtained from food."?:3 The condition is caused by
reduced activity of an enzyme that depends on biotin (vitamin B7), leading to the
accumulation of certain substances in the blood and urine.

The estimated prevalence of 3MCC deficiency is approximately 1 in 40,000. Most
people identified with the condition remain asymptomatic and do not require medical
intervention. A smaller subset, about 15 percent, may develop symptoms, though the
likelihood, timing, and severity are unpredictable.

When symptoms do occur, they may include poor feeding, low energy, vomiting, or
muscle weakness, often during periods of illness or metabolic stress. In some cases,

(continued on the next page)
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individuals initially thought to have symptomatic 3MCC deficiency were later found to
have other underlying diagnoses that better explained their clinical presentation.

3MCC deficiency can be detected through newborn bloodspot screening and is
currently screened for in approximately 47 U.S. states.® Screening frequently identifies
affected infants, and sometimes family members, who remain healthy and never
develop symptoms. The condition was added to the RUSP in the early 2000s.

| have invited Megan McCirillis, Policy Analyst for the Department of Health’s Newborn
Screening Program, and Molly Dinardo, Policy Advisor to the Board, to present
information from the 3MCC deficiency TAC for Board Member consideration.

Recommended Board Actions:
The Board may wish to consider one of the following motions:

The Board directs staff to file a CR-101 to initiate rulemaking for chapter 246-650 WAC
to consider adding 3-methylcrotonyl-CoA carboxylase (3MCC) deficiency to the
Washington state newborn screening panel for the reasons articulated by the Board.

OR

The Board determines that 3-methylcrotonyl-CoA carboxylase (3MCC) deficiency
should not be considered for addition to the Washington State newborn screening panel
for the reasons articulated by the Board.

Staff
Molly Dinardo, Policy Advisor

To request this document in an alternate format or a different language, please contact the
Washington State Board of Health at 360-236-4110 or by email at wsboh@sboh.wa.gov. TTY
users can dial 711.
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