Rare Disease Advisory Council
Meeting Minutes

Thursday, January 15, 2026
11:00 a.m. EDT

HEALTH Virtual

Welcome/introductions:

The meeting was called to order at 11:04 a.m., EDT by Melissa Jordan, MS, MPH, Assistant Deputy Secretary
for Health for the Florida Department of Health, and Chair of the Rare Disease Advisory Council (Council).
Chair Melissa Jordan welcomed members to the first full Council meeting of 2026, and outlined the agenda:
grant recipient updates, member updates, and public comment.

The following members or designees were in attendance: (Quorum was not established when voting
was required)

Melissa Jordan, MS, MPH, Assistant Deputy Secretary for Health, Florida Department of Health (Chair)
Kathy Hebda, Chancellor, Division of Florida Colleges, Florida Department of Education (Vice Chair)
Eric Biernacki, JD, Managing Shareholder, Andrews Biernacki Davis

Ann Dalton, Assistant Deputy Secretary for Medicaid Policy, Agency for Health Care Administration
Jonathan Hawayek, MBA, Director, State and Local Government Affairs, Spark Therapeutics, Inc.
Blake Shay, PharmD, BCPS, Pharmacy Manager, BayCare Health System

Alexis Bakofsky, MA, Deputy Commissioner, Florida Office of Insurance Regulation

India Holroyd, MPH, Cabinet Affairs Director, Florida Department of Agriculture and Consumer Services
Rajan Wadhawan, MD, Advent Health

Colleen Bartlett, DNP, BayCare Chronic Complex Clinic

Mustafa Tekin, MD, University of Miami Miller School of Medicine

Guests and Staff (Note: Quorum was not met)

Yolanda Bonds, Council Coordinator, Florida Department of Health

Jade Tindle, Senior Public Health Services Manager, Florida Department of Health
Dr. Flavia Fontanesi, PhD, University of Miami

Yi Zhou, PhD, Florida State University

Melissa Vergeson, Bureau of Medicaid Quality, Agency for Health Care Administration
External # (407) 776-7530

External # (407) 968-8912

External # (850) 445-3549

Approval of November Meeting Minutes:

Quorum was not met, so official voting (e.g., approval of November meeting minutes) was postponed to the
next meeting.

Business
1. Grant Recipient Updates:
a. Florida State University — Dr. Yi Zhou
Dr. Yi Zhou from Florida State University presented progress on research focused on
Developmental and Epileptic Encephalopathy (DEE), a rare pediatric condition characterized by
seizures and developmental deficits. His team is utilizing induced pluripotent stem cells (iPSCs) and
three-dimensional organoid models to study mutations in the YWHAG gene and their impact on
neuronal activity. They have successfully generated mutant cell lines and observed altered
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neuronal firing patterns. The next steps include investigating underlying mechanisms and exploring
potential therapeutic strategies such as gene therapy and drug screening.

. University of Miami — Dr. Flavia Fontanesi

Dr. Flavia Fontanesi from the University of Miami shared updates on work targeting Mitochondrial
DNA Depletion Syndromes and heteroplasmic mitochondrial disorders. The goal of this research is
to identify genetic suppressors of mitochondrial DNA instability as potential therapeutic
interventions. Her team is conducting initial screens in yeast models and translating findings to
human cell systems and mouse models. They are using iPSCs differentiated into neurons and
hepatocytes to replicate disease conditions. The team has identified promising suppressor genes
that stabilize mitochondrial DNA, and proof-of-concept experiments in human cells have
demonstrated encouraging results. Future plans include expanding testing in disease-relevant cell
types and evaluating delivery strategies using lipid nanoparticles in animal models.

Both presentations highlighted significant progress and innovative approaches that hold promise for
advancing rare disease research and treatment options in Florida. Thank you for your continued
support and engagement in these critical initiatives.

Member Updates
o Legislative Alert: Senate Bill 1060 proposes a Neurofibromatosis Disease Grant Program under
Council oversight.
e Other bills may impact newborn screening and rare disease initiatives.

¢ Members encouraged to share Rare Disease Day (February) events.
o Action Items (completed)
= Forward Senate Bill 1060 document to members
= Forward the presentation and the video from Florida Channel presented by Chair
Jordan on the annual report/recommendations

Public Comment
No public comments were received.

Adjournment

Chair Jordan asked for a motion to adjourn. Motion to adjourn by Jon Hawayek; seconded by Kathy
Hebda and India Holroyd. Meeting concluded with plans for next meeting in March, aiming to include
subcommittee breakout sessions. The meeting concluded at 11:54 a.m., EDT.




