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MEETING NOTES
RARE DISEASE ADVISORY COUNCIL

	Location: 
	Microsoft Teams 

	Date: 
	Sept. 24, 2026

	Time:  
	12:00-1:00pm 




Link to recording: Recap: RDAC Council Meeting Thursday, September 24 | Meeting | Microsoft Teams

The meeting of the Mississippi Rare Disease Advisory Council (RDAC) was held on September 24, 2026, at 12:00 p.m., as a virtual Teams meeting, after being duly noticed on the Mississippi Public Notice website, in accordance with state law.  Quorum for the meeting was met with 5 members in attendance.

1. NEW BUSINESS
1. Executive Director Update
1. General Updates
2. Backfilling of Positions
· Members discussed current vacancies on the Rare Disease Advisory Council and the need to identify candidates to fill open positions. There are several openings to be filled, including an upcoming Exec. Director Vacancy.
2. Project Manager Update
1. Website Design Group
· Member Bios
· Cameron reminded members that biographies are needed to complete the website.
· Content
· Discussion focused on finalizing website content and preparing the site for public launch, the goal being October.
· The website will include council information, member biographies, resources, and future council activities.
2. Webinar Planning 
· The original concept was an expert panel designed to answer questions from patients and families regarding Medicaid eligibility, coverage, and program navigation.
· Members agreed that the topic would benefit from further refinement to ensure the webinar has a clearly defined scope and audience.
· Kevin indicated he would be willing to participate as a panelist for a future webinar.
3. MS Capitol Day Dates
· Members discussed potential date ranges a visit to the MS Capitol to table and arrange meetings 
· Two preferred scheduling windows were identified: 
· February 16-18 (Tuesday-Thursday)
· February 22-26 (Tuesday-Thursday)

Action Items:
1. Members will send their preference on the two date ranges for a MS Capitol Day.
2. Members will send their bio information for the website.
3. Cameron will continue to work with the vendor on the site, goal is October publishing.
4. Members will send any interested individuals’ information to Cameron for joining the RDAC/becoming ED.

Next meeting will be 10/22 at 12:00pm. We will hear from the Gilly Family and Shannah/Dr. Pomianowski’ s visit to DC for NORD Conference.
	
	
	


image1.jpg
THE UNIVERSITY OF MISSISSIPPI 9506 Niwth Seare Seeee

MEDICAL CENTERM Jackson, Mississippi 39216

EDUCATION ¢ RESEARCH ¢ HEALTH CARE

umc.edu




