Rare Disease Advisory Council
January 28, 2025 | 2:00-3:00pm
Meeting Minutes

Members present: Lesley Bennett, Colleen Brunetti, Jim Carson, Mary Caruso, Kevin Felice, Emily Germain Lee, Adrienne Manning, Craig Miller, James Rawlings, Michele Spencer-Manzon, Saurabh Vaidya.
Members absent: Joanna Gell.

Member Introduction
· Michele Spencer Manzon called the meeting to order at 2:04pm.
· Members of the RDAC introduced themselves and stated their role on the RDAC.
Summary of December 10 Meeting & Public Hearing
· Michele summarized the 
· Colleen Brunetti motioned to approve the December 2024 minutes; Lesley Bennett seconded.
· The minutes unanimously passed without discussion.
Prescription Drug Task Force Update 
·  Sen. Gordon was unable to present at this month’s meeting.
Katie Beckett Waiver Update 
·  Lesley updated the group on the work of the Katie Beckett Waiver program and mentioned that the Public Health Committee has raised a proposed bill regarding the recommendations from this taskforce.
· The group recommended finding a mechanism to help move people who do not need the waiver off, to enable more people to utilize it. 
"RARE" Programs at Hospital for Special Care (HFSC) 
·  Kevin Felice presented about the Hospital for Special Care, Charles H. Kaman Neuromuscular Center.
· He highlighted the areas of expertise in the units, as well as the in-patient services offered, with a focus on the Division of Neuromuscular Medicine.
Yale Undiagnosed Diseases Network (UDN) Site Update
· Michele let the group know that the Yale UDN website is up and running and accepting applications.
· Because UDN is funded by the NIH, updates on the advisory board and additional information are on hold at the moment.
Advocacy Committee Business
· Lesley updated the group with the current membership of the advocacy committee, and asked meeting participants if they wanted to participate.
· Lesley spoke about the role of the RDAC’s Advocacy Committee in communicating with legislators.
Awareness Committee Business
· The first business of the Awareness Committee is organizing Rare Disease Day 2025, currently set for February 25. Saurabh let the group know that his kid is preparing a speech for the day.
· Lesley hopes that this committee will help point individuals to state and federal resources for individuals with rare diseases.
· Colleen shared advice with communications and advocacy and offered to create a cheat sheet with tips on communicating and organizing.
Closing
· Colleen spoke about an oxygen access issue, resulting from CMS combining reimbursement for liquid oxygen and regular oxygen.
· The meeting adjourned at 3:11pm.


