
[bookmark: _Hlk792159]Advisory Council on Rare Diseases
and Personalized Medicine Meeting Minutes
	Date
	Time
	Location

	January 14, 2026
	10:30am – 2:00pm (CT)
	Virtual, via Teams 



	Join Teams Meeting




	
		






Meeting number (access code): 231 129 125 624 23
Meeting password: YZ9Le2rk 
Join From a Mobile Device (attendees only)
 +1 469-998-7961,,810997360#

* Click HERE for Meeting Documents *
* Click HERE to register for Public Comment *


	Attendance



[bookmark: _Hlk211328873]Board Members Present	
· Fumihiko Urano, MD, PhD
· Jennifer Heeley, MD
· Jon Dyer, MD
· Jonathan Cooper, PhD
· Matthew McLaughlin, MD, MS
· Rosemary Britts
· Sherry Graf, RN, BSN
· Stephanie Duehlmeyer, PharmD, BCPPS, AE-C

Board Members Absent
· Gerald Wyckoff, PhD
· Jonathan Wagner, DO
· Shivarajan Amudhavalli, M.B.B.S

MO HealthNet Staff
· Ambra Stotler-Badua, Pharmacy Specialist
· Angela Wilson, Pharmacy Program Manager
· Connie Sutter, Fiscal Manager
· Elizabeth Short, Program Development Specialist
· Elizabeth Sissom, RN, Clinical Review Nurse
· Jennifer Colozza, PharmD, Clinical Pharmacist
· Katherine Heriford, Pharmacy Benefit Specialist
· Kristen Rohrbach, Pharmacy Benefit Specialist
· Mark Roaseau, R.Ph., Clinical Pharmacist
· Nikki Ashley, Pharmacy Program Specialist
· Olivia Geritz, PharmD, Program Integrity Pharmacist

[bookmark: _Hlk210817452]




Contractor Staff
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· 
Rare Disease Advisory Council Meeting – January 14, 2026

Rare Disease Advisory Council Meeting – January 14, 2026
· Amanda Williams, PharmD, RPh, GWT
· Aissa Sayles, PharmD, Conduent
· Amy Hartmann, PharmD, GWT
· Annie Carter, PharmD, GWT
· Ashley Lytton, RN, BSN, Wipro
· Bobby Varghese, PharmD, GWT
· Chelsea Pendleton, RN, BSN, Wipro
· Chris Brown, PharmD, GWT
· John Dolan, PharmD, BCPPS, Conduent 
· Karen Powell, PharmD, MS, GWT
· LeAnna Kirsch, RN, Wipro
· Linh Morsches, PharmD, Conduent
· Mandy Nilges, RN, Wipro
· Megan Fast, PharmD, GWT
· Sandy Kapur, PharmD, GWT
· Serena Barden, PharmD, BCPS, GWT
· Vicki Revel, PharmD, GWT
· Yogi Patel, PharmD, GWT


Other Attendees 


· Amy Zenner, Sarepta
· Audrey Rattan, Alexion
· Brandy McCracken, Glaukos 
· Caroline Faber, Janus 
· Christine Donahue, CSL Behring US/KOP
· Damien St. James, CSL Behring US/KOP
· Dave Poskey, Otsuka
· Heather Higgins, Glaukos
· Kevin Blauth, Ionis
· Lee Stout, Chiesi
· Lynda Finch, Biogen
· Melissa A Glenski
· PJ Arnold, Kalvista Pharmaceuticals
· Ricki Roberson, Merck
· Sam Gavin, Kalvista Pharmaceuticals 
· Sean Hurley, Ionis
· Shauna Williams, Biogen
· Shawn Akey
· Steven McFadden, Otsuka





Opening Statements/Updates
		
· Welcome, Announcements and Introductions – Jennifer Colozza
· [bookmark: _Hlk211329165]Jennifer Colozza, MHD Clinical Pharmacist, introduced herself and called the meeting to order and facilitated the meeting on behalf of MHD. Jennifer introduced new Conduent pharmacists, Aissa Sayles and Linh Morsches.

· Minutes Review – Discussion/Approval
· [bookmark: _Hlk211329180]Minutes were reviewed from the October 2025 meeting.
· A motion was made to approve the minutes by Sherry Graf and seconded by Rosemary Britts. The motion passed unanimously. 

· National Organization for Rare Disease (NORD) Breakthrough Summit 
· Council member, Matthew McLaughlin, provided an overview of his experience at NORD.

· Pharmacy Program/Budget Update – Elizabeth Short
· [bookmark: _Hlk211329232]FY26 Enrollees and Expenditures
· FY26 MO HealthNet Expenditures by Service 
· FY26 Pharmacy Spend vs Total Medicaid Spend
· CY25TD PUPM Drug Claims Total Reimbursement
· FY23 – FY26 Mavyret Expenditures 
· FY26 Top 10 Drug Classes by Expenditures
· FY22 – FY26 Rare Disease Expenditures Per Day
· FY26 Top Cell & Gene Therapy Expenditures 

· Pharmacy Benefit Administration Services Update – Chris Brown

· Pharmacy Director’s Update – Olivia Geritz
· MHD submitted Letters of Intent to join the CMMI BALANCE Model for GLP-1s and the GENEROUS Model for Most Favored Nation pricing
· MHD currently interviewing for the next Director of Pharmacy 
			
New Business                          
	
· Discussion, Public Hearing and Decision – Jennifer Colozza
· Hereditary Angioedema Agents PDL Edit
· Jennifer introduced the medications, Andembry, Dawnzera and Ekterly, and proposal to the Council for discussion.
· No other discussion.
· Christine Donahue with CSL Behring provided public comment on Andembry. 
· Kevin Blauth with Ionis provided public comment on Dawnzera. 
· PJ Arnold with Kalvista Pharmaceuticals provided public comment on Ekterly. 
· A motion was made to approve the proposed criteria by Rosemary Britts and seconded by Sherry Graf. The motion passed unanimously. 

· Skyclarys Clinical Edit
· Jennifer introduced the medication, Skyclarys, and proposal to the Council for discussion.
· No other discussion. 
· Lynda Finch with Biogen provided public comment on Skyclarys. 
· A motion was made to approve the proposed criteria by Matthew McLaughlin and seconded by Rosemary Britts. The motion passed unanimously. 







                                 		
Other Business/Closing Comments           
		
· Other topics of discussion – Jennifer Colozza
· No other discussion.

· Committee vote for adjournment of the meeting – Olivia Geritz
· A motion was made to adjourn the meeting Matthew McLaughlin and seconded by Rosemary Britts. The motion passed unanimously. 

Informal comments were accepted from members of the audience at various points on the agenda. 


NEXT MEETING: Wednesday, April 8, 2026
BJC at the Commons, Conference Rooms 101 and 102
4249 Clayton Ave
St. Louis, MO 63110
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