Rare Disease Advisory Council Grant Program

Sunset Overview

Purpose

The Rare Disease Advisory Council Grant Program was established by HB 106 during the 2020
General Session.

HB 106 instructed the Department of Health and Human Services (DHHS) to select a grantee to
manage and administer the Rare Disease Advisory Council (RDAC). In accordance with statute,
DHHS published a request for proposals and selected BioUtah as the grantee.

The council is charged with:

- Advising the Legislature and state agencies on providing services and care to individuals
with a rare disease;

- Making recommendations to the Legislature and state agencies on improving access to
treatment and services provided to individuals with a rare disease; and

- Identifying best practices to improve the care and treatment of individuals with a rare
disease.

Additionally, HB 106 required that the RDAC meet at least twice per year. Statute requires the
RDAC to consist of at least 6 members, including a representative from DHHS, researchers and
physicians, individuals with lived experience, and representatives from rare disease patient
organizations.

Statute requires a biennial report on the activities of the grantee and the council, as well as
recommendations and best practices regarding the ongoing needs of individuals in the state
with a rare disease.

To date, the Health and Human Services Interim Committee has received the following reports
related to the Rare Disease Advisory Council Grant Program:

e 11/30/2021
o 11/27/2023

Current Committee/Program Funding*

FY 25 Funding Appropriated/Available FY 26 Funding Appropriated/Available
under the purview of the program under the purview of the program
$9,500.00 $9,500.00

* Committee/Program Funding information provided by the Department of Health and Human Services.

Current Sunset Date
July 1, 2026 (Utah Code Section 631-1-226)

Sections of Code that Sunset
e 26B-1-402
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https://le.utah.gov/~2020/bills/static/HB0106.html
https://le.utah.gov/interim/2021/pdf/00004266.pdf
https://le.utah.gov/interim/2023/pdf/00004951.pdf
https://le.utah.gov/xcode/Title63I/Chapter1/63I-1-S226.html?v=C63I-1-S226_2023050320230503
https://le.utah.gov/xcode/Title26B/Chapter1/26B-1-S402.html?v=C26B-1-S402_2024050120240501
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