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Background

* The Board establishes Washington State's newborn screening rules,
including which conditions all newborns are screened for at birth.

* To inform these decisions, the Board convenes a multidisciplinary
Technical Advisory Committee (TAC) with representatives from
families, healthcare, public health, social services, advocacy
organizations, and other subject matter experts.

 The TAC reviews available evidence and evaluates candidate
conditions using established criteria to develop recommendations
for the Board.




Purpose of this Update

« Summarize the work, lessons learned, and value of the 2024—-2026
Newborn Screening Technical Advisory Committee (TAC).

* Preserve the committee's recommendations, insights, and feedback for
future newborn screening policy work.

« Share opportunities to strengthen future condition reviews and support
continuous improvement.
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Recap of FY25 NBS Work

* In 2024, the Board received temporary proviso funding from the
Legislature (Jul 2024—-Jun 2025) to support newborn screening work
(through SSB 5829, Chapter 96, Laws of 2024).

 Focus:
— Update NBS process & criteria (last updated 2015)
— Review 3 conditions: BCKDK deficiency, cCMV, Wilson disease

 Key Outcomes:
— 5 TAC meetings (Oct 2024—June 2025)
— Process updated; added Criterion #6 (infrastructure readiness)

 Board Decisions:
— BCKDK: Not approved
— cCMV: Not approved
— Wilson disease: Approved



https://lawfilesext.leg.wa.gov/biennium/2023-24/Pdf/Bills/Session%20Laws/Senate/5829-S.SL.pdf?q=20260727101135

Recap of FY26 NBS Work

In 2025, no new funding; work continued using existing capacity

Focus:
— Review 3 RUSP core conditions; SBOH request (target: June 2026)

— 3MCC deficiency, MPS Il (Hunter Syndrome), Infantile Krabbe
disease

Key Outcomes:
— 2 TAC meetings (Dec 2025—Mar 2026)

Board Decisions:
— 3MCC: Not approved
— MPS |l: Not approved

— Krabbe: Review paused (due to program budget constraints at DOH;
NBS activity pause)




Lessons Learned

TAC Operations

« Develop a standardized "NBS 101" orientation for new members.

« Continue using a consistent review process and, when possible, the same TAC across multiple condition reviews.
* Encourage in-person participation to strengthen discussion and deliberation.

Screening Criteria

* The criteria provided a strong framework and could be refined to improve clarity and consistency.

* For example, the TAC could develop shared definitions for key terms to support consistent application of the
screening criteria.

» Future reviews should give greater consideration to treatment access, affordability, equity, downstream care, and
alternative pathways to early detection.

Engagement
* Develop guidance for handling sensitive personal information shared during public meetings.
« Strengthen conflict-of-interest guidance and role expectations for subject matter experts.
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Key Takeaways

Independent, state-specific condition reviews matter:
« Washington's review process considers scientific evidence alongside state-specific public health needs and
Implementation considerations.

Evidence must be paired with readiness:
* Newborn screening decisions require consideration of follow-up care, treatment access, health equity, ethics,
and public health capacity.

The TAC strengthens decision-making:
« A multidisciplinary TAC provides a structured, transparent process to evaluate candidate conditions and
develop recommendations for the Board.

Continuous improvement is essential
« Lessons from the 2024—-2026 TAC can strengthen screening criteria, committee operations, and engagement.

Resources should support population-health benefit:
* As candidate condition requests continue to grow, decisions should prioritize population-level impact,
feasibility, and equitable access to care.




Recommendations

Before NBS policy work resumes, staff recommend the following:
* Review and update NBS 101 orientation materials for TAC members.

« Establish clear expectations for subject matter expert and family representative participation. Define roles,
participation opportunities, and decision-making context through pre-meeting orientation on the TAC process,
public meeting requirements, and other important logistics and operations.

« Develop guidance for handling sensitive information. Establish processes for managing personal stories, photos,
and other sensitive health information shared during public meetings and related materials.




Future Considerations

Prior to evaluating new conditions, convene TAC members to:

« Develop shared definitions and guidance for key terms in the criteria (e.g., access, available, reasonable,
acceptable) while maintaining flexibility in the criteria.

« Evaluate opportunities to clarify how criteria are weighed and applied across reviews and establish a
framework for documenting any deviations or variations in application.

« Expand consideration of NBS ethics, equity, treatment access, affordability, downstream care capacity, and
alternatives to newborn screening.

« Broaden assessment of implementation readiness beyond screening infrastructure to include follow-up care,
treatment capacity, specialist availability, and statewide access.
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Pending Board Action or Implementation

Wilson Disease (WD)

« Approved by the Board for addition to the NBS panel, Aug 2025

 Pending DOH and Health Care Authority legislative requests to increase NBS fee
SBOH approved pause Apr 8, 2026 « Currently on hold until DOH secures funding to maintain current NBS operations

Temporary Pause on Certain NBS Activities
DOH request due to current NBS budget shortfall

Effective July 1, 2026: 12-month pause on /
rulemaking activities; immediate pause on TACs

DOH to provide updates on next steps N\
Conditions Pending Future NBS TAC Review

Globoid cell leukodystrophy (Infantile Krabbe Disease)
« Initially scheduled for review Apr 29, 2026; canceled due to DOH request

Newborn Screening (NBS) «  On hold until DOH secures funding to maintain current NBS operations
Horizon Scan Metachromatic leukodystrophy (MLD)
May 2026 « The Board approved convening an NBS TAC to review MLD: Mar 2026
k. On hold until DOH secures funding to maintain current NBS operations y
I
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Conditions reviewed, but not approved Cerebrotendinous Xanthomatosis (CTX)
(within the last five years): « Previously nominated for ACHDNC review (for RUSP)
* Congenital Cytomegalovirus (cCMV) Duchenne Muscular Dystrophy (DMD)
(2022 & 2025) « Added to the RUSP by the HHS Secretary on Dec 16, 2025
« Branched-Chain Ketoacid Dehydrogenase Kinase Type 1 Diabetes (T1D)
Deficiency (BCKDK) (2025) * Local pilot study underway
» 3-Methylcrotonyl-CoA carboxylase deficiency Fabry Disease (FD) and Gaucher’s Disease (GD)
(3MCC) (2026) * Inquiry received from NBS advocates: Jan 2026
» Mucopolysaccharidosis type || (MPS-II) (2026) Department of Health (DOH) Efforts to Address Budget Shortfall
\_ J S DOH NBS Program working to identify next steps to address $5.1 million budget shortfall
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THANK YOU

To request this document in an alternate format, 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



ACCESSIBILITY AND THE AMERICANS WITH DISABILITIES ACT (ADA)

* The Washington State Board of Health (Board) is committed to providing information and services that are accessible to
people with disabilities. We provide reasonable accommodations, and strive to make all our meetings, programs, and
activities accessible to all persons, regardless of ability, in accordance with all relevant state and federal laws.

« Our agency, website, and online services follow the Americans with Disabilities (ADA) standards, Section 508 of the
Rehabilitation Act of 1973, Washington State Policy 188, and Web Content Accessibility Guidelines (WCAG) 2.0, level AA.
We regularly monitor for compliance and invite our users to submit a request if they need additional assistance or would like
to notify us of issues to improve accessibility.

« We are committed to providing access to all individuals visiting our agency website, including persons with disabilities. If you
cannot access content on our website because of a disability, have questions about content accessibility or would like to
report problems accessing information on our website, please call (360) 236-4110 or email wsboh@sboh.wa.gov and
describe the following details in your message:

* The nature of the accessibility needs
 The URL (web address) of the content you would like to access
 Your contact information

We will make every effort to provide you the information requested and correct any compliance issues on our website.
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https://s/BOH/Agency%20Communications/Website/ADA%20Webpage/wsboh@sboh.wa.gov
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