Washington State Department of WASH I NGTO N STATE _

o
'. , HEALTH BOARDOrHEALTH

; Newborn Screening Technical Advisory Committee (TAC)

Meeting to Review 3MCC Deficiency for the Newborn Screening Panel
December 9, 2025

TAC Member Voting Summaries and Comments (n=14)
The following is a compilation of comments from TAC members during voting on each criterion and an overall recommendation.
Comments have been summarized, organized by each criterion, and then summarized again into overall comments.

Criteria Comments or Major Themes

1. Available Screening Technology e Many 3MCC cases are asymptomatic, and detection does not
generally imply the need for intervention.

e Current newborn screening panels already detect elevated C50H
levels.

=Yes
= No

= Unsure
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2. Diagnostic Testing and Treatment Available

=Yes
= No

= Unsure

e The projected number of cases requiring evaluation following
newborn screening exceeds regional specialist capacity, making
timely access for all screened newborns unlikely. In the absence of
indicated treatment, the potential psychological harm of a positive
screen may outweigh the benefits of identifying a largely benign
condition.

e Testing and treatment exist, but consultant and treatment-center
capacity are limited.

e Diagnostic evaluation is primarily limited to detecting low carnitine,
as molecular testing for 3BMCC is of limited clinical utility, and
enzyme testing is not widely available.

3. Prevention Potential and Medical Rational

=Yes
= No

= Unsure

e There is limited information comparing the benefits of detecting and
treating infantile-onset versus later-onset forms of the condition.

e 3MCC is most often asymptomatic, with no routine intervention
indicated, and a low risk of irreversible harm.

e Symptomatic infant cases would likely be identified through routine
pediatric evaluation; additional evidence is needed.

e The majority of detected 3MCC cases appear mild and rarely
require treatment.
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4. Public Health Rationale e Fifteen cases were identified over 10 years, including some
detected through newborn screening. Current screening may miss
approximately 40% of cases, which appear mild and asymptomatic.
The follow-up workload places a burden on the healthcare system,
= Yes with limited overall public health benefit.

= No e The current C50H screening threshold is likely sufficient to detect

‘ any treatable cases.

5. Cost Benefit-Cost Effectiveness e Modest projected benefit from the cost-benefit analysis must be
weighed against significant fiscal constraints facing the newborn
screening program.

e Few individuals with 3MCC require treatment; lowering the C50H

=Yes reporting threshold would increase referrals and may burden
= No genetics centers with minimal added benefit.
= Unsure
6. Public Health Infrastructure Readiness e Because most cases are clinically mild, follow-up requirements

would increase demands on existing staffing at Seattle Children’s
and Mary Bridge.
¢ With three urgent conditions being added to newborn screening on

=Yes January 1, 2026, adding a disorder that rarely requires treatment
= No could further strain the limited capacity of genetics centers.
= Unsure
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Overall Recommendation

Yes

No

Not at this time
& revisit

Newborn screening materials could note that elevated C50H may
indicate the generally benign condition 3MCC, helping reduce
parental anxiety associated with positive results.

Existing screening for HMG and MCD likely identifies the majority of
3MCC cases.

Elevated C50H is already detected on current newborn screens;
lowering reporting thresholds may increase clinical workload and
cause unnecessary concern for families.

Reviewing cut-offs and false positive rates from other states or
countries could improve understanding of screening impact. For
example, California reported approximately 10 false positives per
year. International experience, such as Germany's removal of
3MCC from newborn screening, was also noted. With the future of
the RUSP uncertain, it is unclear which agency could guide the
utility of 3BMCC testing in states that currently perform it.

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