STATE OF WASHINGTON
WASHINGTON STATE BOARD OF HEALTH

PO Box 47990 « Olympia, Washington 98504-7990

December 2, 2025

Dean Suhr

MLD Foundation

21345 Miles Drive

West Linn, OR 97068-2878

Sent Via Email

Dear Dean Suhr,

Thank you for the rulemaking petition you submitted to the State Board of Health (Board) on
October 6, 2025. The petition requested an amendment to chapter 246-650 WAC to add
Metachromatic Leukodystrophy (MLD) to the Washington State newborn screening panel.

The Board met on November 19, 2025, and after reviewing and discussing your petition, voted to
deny your request at this time. The Board voted to bring the disorder back for review in two
years due to a need for further information and other factors. Although the Board agreed that the
available evidence shows MLD could be appropriate for future evaluation by a Newborn
Screening Technical Advisory Committee (TAC), several factors led the Board to delay action:
e Board members indicated the need for additional information about how other states are
implementing MLD screening, access to treatment, and the costs and feasibility of the
multi-tiered testing approach.
e The federal review of MLD for the Recommended Uniform Screening Panel (RUSP) is
still in progress, and the future of the federal review process remains uncertain.
e Washington’s newborn screening program is experiencing significant budget constraints.
If the program’s request for a fee increase is not approved during this legislative session,
its ability to sustain current operations may be affected.

Given these considerations, the Board also directed staff to monitor the federal process and
emerging state implementation data and to report back to the Board if new information is
available within two years, including:
e Updates on other states’ implementation timelines and early experiences;
e Updated information on testing costs and feasibility, and access to treatment;
e Any decision or progress from the U.S. Department of Health and Human Services
(HHS) regarding MLD and the RUSP.



Upon receiving this update from staff, the Board can revisit whether to establish a TAC to
evaluate MLD for potential inclusion in Washington’s newborn screening panel.

Under RCW 34.05.330, a petitioner may appeal an agency’s decision to deny a petition to repeal
or amend a rule. An appeal must be filed with the Governor within 30 days of the denial.

If you require further assistance, please contact Molly Dinardo, Health Policy Advisor, at 564-
669-3455 or at molly.dinardo@sboh.wa.gov.

Sincerely,

Patty Hayes
Board Chair
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