Rare Disease Advisory Council
February 25, 2025 | 8:30-9:00am
Meeting Minutes

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

Introduction
· Lesley Bennett called the meeting to order at 8:45am. Members of the RDAC introduced themselves and shared their role on the RDAC.
· Colleen Brunetti shared that she is the chair of Advocacy and Awareness Committee, which is a subcommittee open for members of the public to join.
Legislative Priorities for 2025 Session
· Michele Spencer-Manzon, RDAC co-chair, shared the legislative priorities of the RDAC.
· The first priority is support for SB 562 - a bill allowing the RDAC to solicit funds.
· With funding, the RDAC would like to create a website, educational awareness materials, and increase awareness for rare diseases. The council is not asking for appropriations, just the ability to find outside sources of funding.
· The council is asking for access to state waivers for children living with a rare disease
· Expansion of the Katie Beckett waiver, SB 801.
· Next, Michele spoke about the need for an intellectual disability waiver
· Families have difficulties obtaining the DDS waiver due to lack of awareness. Many rare diseases lead to progressive intellectual disabilities.
· The RDAC would like to see an amendment to PA 23-137 Section 4 – expansion of the definition of an intellectual disability
· Additionally, she asked to include the RDAC in future discussions of intellectual disabilities
· The RDAC is also supporting a bill for emergency protocols for rare disease patients
· This bill, HB 6920 requires EMS providers to follow rare disease patient’s specific protocol in an emergency situation or contact patient’s physicians
· There is a public hearing on February 26 on HB 6920.
· The RDAC is asking DSS to submit application creating a Connecticut Sickle Cell Gene-Cell Therapy site
· Ensuring access to Orphan Drugs and all medications needed by Rare Disease patients:
· The RDAC is asking to amend PA 23-171, Section 8 to include language protecting Orphan Drugs, and to include language in new legislation providing some protections to Orphan Drugs used to treat 1 rare disease or up to 3 related rare diseases—SB 566
