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Background

Newborn Screening: A Growing Policy Area 

• Newborn screening is an expanding area of the 
Board’s work.

• Advances in gene and cell therapies and expanded 
use of genomic technologies are increasing the 
number of conditions considered for screening.

• The U.S. Food and Drug Administration projects up 
to 60 gene and cell therapies approved by 2030 
with over 1,000 investigational new drug (IND) 
applications submitted.

• While these advances may improve health 
outcomes, they also increase demands on public 
health programs with limited resources.
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Background continued

Increasing Public and Legislative Engagement 

• Since 2021, the Board has received six rulemaking 
petitions requesting to add new conditions to the 
Washington State screening panel.

• In 2024, the Legislature passed bills directing reviews 
of two additional conditions.

• Looking ahead, the Board expects at least two more 
petitions and is monitoring three additional candidate 
conditions that may be submitted for federal review.

• At the request of advocates, the Board has also 
committed to reviewing three core RUSP-
recommended conditions not currently on Washington’s 
panel by November 2026.
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4

Newborn Screening

Newborn Screening (NBS)

Horizon Scan
Jan 2026

Conditions reviewed, but not approved 
(within the last five years):​

• Congenital Cytomegalovirus (2022 & 2025) ​

• Branched-Chain Ketoacid Dehydrogenase 

Kinase Deficiency (2025) 

Pending Board Action or Implementation
Wilson Disease 

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

• Pending DOH and Health Care Authority legislative requests to increase NBS fee  

Upcoming Reviews
A Board technical advisory committee (TAC) will review three RUSP conditions this year:

• 3-Methylcrotonyl-CoA carboxylase deficiency (3MCC): Dec 2025

• Mucopolysaccharidosis type II (MPS-II): Mar 2026

• Globoid cell leukodystrophy (Infantile Krabbe Disease): Apr 2026

Recent NBS Petition Requests
Metachromatic leukodystrophy (MLD)

• Petition received Oct 2025; declined Nov 2025

• Board requested to revisit in two years, or sooner if new information emerges

• Added to the RUSP by the HHS Secretary on Dec 16, 2025   

Monitoring 
Duchenne Muscular Dystrophy (DMD)

• Added to the RUSP by the HHS Secretary on Dec 16, 2025 

Type 1 Diabetes (T1D)

• Local pilot study underway

Department of Health (DOH) Decision Package (DP)

• Requests an operational fee increase of $69.56 per baby due to increased costs

• Submitted for consideration during the 2026 Legislative Session



For Future Board Discussion

• Clarify the Board’s role at each stage of the 
newborn screening process.

• Review and align Board processes and 
procedures with those roles.

• Identify procedural improvements, including a 
more transparent nomination process for 
public members, staff, and NBS TAC 
members.

• Review and discuss newborn screening 
timelines to better align with legislative 
schedules and improve communication with 
the public and policymakers.
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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 
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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.

https://s/BOH/Agency%20Communications/Website/ADA%20Webpage/wsboh@sboh.wa.gov
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