Rare Disease Advisory Council
April 22, 2025 | 2:00-3:00pm
Meeting Minutes

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

Introduction
· Lesley Bennett called the meeting to order at 2:04pm. 
· Members of the RDAC introduced themselves and stated their role on the Council.
· Colleen Brunetti motioned to approve the April minutes and Emily Germain Lee seconded; the minutes passed without revisions.
· Abstentions from the vote: Mary Caruso, Dorian Long, and Joanna Gell.
· Lesley summarized the purpose of today’s meeting, which served as a follow-up of the April meeting.
· Lesley also spoke about the need to give a more specific charge to the two subcommittees.
Rare Disease Community Speaker 
· Jimnahs Miller, Co-Chair of the Autism Spectrum Disorders Advisory Council (ASDAC) presented to the RDAC. ASDAC has an overlap of advocacy issues with the RDAC, and Jimnahs has close ties to the rare community, since her son has Smith-Kingsmore syndrome (SKS).
· Jimnahs encouraged involvement on the subcommittees of ASDAC for those who are interested in joining.
· Purpose of ASDAC is to make recommendations and identify gaps in services for autism spectrum disorder (ASD) in the state. Connecticut has an autism waiver with a current waitlist around 14 years. Jimnahs shared that a big struggle across the nation is a shortage of providers that can provide patients with the services they need.
· Legislative priorities of ASDAC:
· HB 7108 Sec. 4: Statewide autism needs assessment – passed in the House.
· HB 7108 Sec. 5: Working group to examine the feasibility of an interagency complex case team for young adults with intellectual or developmental disabilities.
· HB 7109: This is an ASDAC legislative priority in partnership with TCB, the Transforming Children’s Behavioral Health Committee, to increase the age of coverage for ABA in private insurance through age 26. Coverage is currently only mandated through age 21 per current statute. ASDAC is waiting for this bill to come up on the floor.
· HB 7277: This bill contains a number of special education provisions.
Legislative Committee Update 
·  Adrienne Manning updated the RDAC on the state of newborn screening (NBS) at the federal and state level.
· Last month, the Advisory Committee on Heritable Disorders in Newborns and Children (ACHDNC) was disbanded: This group has been responsible for the recommended uniform screening panel (RUSP), so it is not clear how new disorders will be added to the RUSP in the future. Two disorders, metachromatic leukodystrophy and Duchenne muscular dystrophy (DMD) were working their way through the process of being added to the RUSP, but it is unclear whether the HHS Secretary will move forward with adding these disorders.
· Adrienne also spoke about how the NBS is funded through the federal Propel grant from HRSA, which is how the program adds disorders to the Connecticut panel. Once a disorder is added to the RUSP, the NBS program can add it to Connecticut’s panel.
· Adrienne and Melia gave an update on the bill recommending the addition of DMD to Connecticut newborn screening, HB 6919. The bill was tabled for the House calendar on May 6: Bills on the calendar are not dead until after the conclusion of the legislative session on June 5. Given the funding that is attached to HB 6919, if it passes it will likely be packed into a larger bill such as the budget implementer.
· Mary Caruso updated the group on the various bills that the RDAC is tracking, including HB 6920, HB 6978, HB 6919, HB 7103, HB 7108, SB 1473, HB 6771, HB 7219, and SB 11.
Awareness Committee Update 
· Colleen updated the group on the first meeting of the Awareness Committee.
· The group started a working group with the goal of creating an interactive map and database to show interested members of the public (including families, caregivers, medical professionals, and businesses) how much CT could be the epicenter of the rare disease world in the US. The subcommittee is in the process of exploring what that initiative might look like
· The group is exploring alternating daytime and evening meeting times to accommodate everyone’s schedules, tentatively Monday or Thursday evenings at 6:30pm, or Thursdays at 2:00pm.
· Lesley stressed the importance of developing an active education plan to educate about different aspects of the rare community, as well as the importance of advocates reaching out to their elected representatives this week to encourage the passage of RDAC priority bills.
RDAC Calendar and Member Terms
· Lesley will reach out to RDAC members to solidify locations for the Council’s upcoming meetings.
· Lesley will also communicate with Sen. Anwar after session to discuss the RDAC terms. If members would like to serve another term, they should let Lesley know by the end of July.
Closing
· The meeting adjourned at 3:08pm.
