Notice of Change/Withdrawal

DEPARTMENT OF HEALTH
RULE NO.:
RULE TITLE:

64-9.001

Procedures for Opting Out of and Opting Into the Sickle Cell Registry

NOTICE OF CHANGE

Notice is hereby given that the following changes have been made to the proposed rule in accordance with subparagraph 120.54(3)(d)1., F.S., published in Vol. 51 No. 232, December 2, 2025 issue of the Florida Administrative Register.

The changes are in response to written comments received from the public. Changes have been made to DH8006-CMS-02/2026, Florida Sickle Cell Registry Infant Opt-Out Form to remove the statement “Congratulations on your new baby!” and to replace “Gender at Birth” with “Sex.” In addition, the following sections of the proposed rule will be changed to read:
64-9.001 Procedures for Opting Out of and Opting Into the Sickle Cell Registry.
(1) Parents or legal guardians of newborns and infants identified as having sickle cell disease or sickle cell trait through the newborn screening program as described in s. 383.14, F.S., may opt out of inclusion in the Sickle Cell Registry (Registry) by completing DOH Form DH8006-CMS-02/2026 DH8006-CMS-07/2024, Florida Sickle Cell Registry Infant Opt-Out Form (effective 02/2026 07/2024) which is incorporated by reference and available at https://flrules.org/Gateway/reference.asp?No=Ref-18994. A parent or guardian may also indicate his or her objection to having the infant included in the Registry by submitting the objection in writing to the department. The objection shall include, at a minimum, the name of the parent or guardian, the name of the infant, and the infant’s date of birth and must be mailed to Florida Newborn Screening Program, Division of Children’s Medical Services, Florida Department of Health, 4052 Bald Cypress Way, Bin A-06, Tallahassee, FL 32399-1707, Attn: Sickle Cell Registry. 
(2) and (3) No change. 
Rulemaking Authority 383.147 FS. Law Implemented 383.147 FS. History-New      .
