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	Date
	Time
	Location

	April 8, 2026
	10:30am – 2:00pm (CT)
	Virtual, via Teams, or
BJC at the Commons, Rm 101 and & 102
4249 Clayton Ave.   
St. Louis, MO 63110



	Join Teams Meeting




	
		






Meeting number (access code): 211 218 486 217 78
Meeting password: wS7sb6EW 
Join From a Mobile Device (attendees only)
 +1 469-998-7961,,429482563#

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

	Attendance
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Rare Disease Advisory Council Meeting – January 14, 2026
Board Members Present	
· Fumihiko Urano, MD, PhD
· Gerald Wyckoff, PhD
· Jennifer Heeley, MD
· Jon Dyer, MD
· Matthew McLaughlin, MD, MS
· Rosemary Britts
· Sherry Graf, RN, BSN
· Shivarajan Amudhavalli, M.B.B.S

Board Members Absent
· Jonathan Cooper, PhD
· Jonathan Wagner, DO
· Stephanie Duehlmeyer, PharmD, BCPPS, AE-C

MO HealthNet Staff
· Ambra Stotler-Badua, Pharmacy Specialist
· Connie Sutter, Fiscal Manager
· Elizabeth Short, Program Development Specialist
· Elizabeth Sissom, RN, Clinical Review Nurse
· Jennifer Colozza, PharmD, Clinical Pharmacist
· Jennifer Kuljak, Pharmacy Benefit Specialist
· Josh Moore, PharmD, Director
· Katherine Heriford, Pharmacy Benefit Specialist
· Mangesh Joglekar, Pharmacy Director 
· Mark Roaseau, R.Ph., Clinical Pharmacist
· Olivia Geritz, PharmD, Program Integrity Pharmacist
· Thad Taylor, Legal Council 
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· 
Contractor Staff
· 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 Meraw, PharmD, 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
· Yogi Patel, PharmD, GWT

Other Attendees 
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· Aimee Redhair, Biogen 
· Andy Nguyen, Sumitomo Pharma 
· Angeline Stanislas, DMH
· Annette Dekanich, Eversana 
· Ash Arellanes 
· Carrie Anderson, Glaukos 
· Carrie Schaack, Sarepta
· Dave Poskey, Otsuka
· Hailey
· Heather Higgins, Glaukos
· Jeff
· Jenna Doerr, Petauri
· Jennifer Schweiger, Stealth Bio Therapeutics
· Jessi Bennett, Biocryst 
· Joe Sullivan, Vertex
· Jonathan Leesman, BJC
· Julz Lowenberg, Stealth Bio Therapeutics
· Katie Landes, Stealth Bio Therapeutics
· Lee Stout, Chiesi
· Lynda Finch, Biogen
· Matt Sheldon, Arrowhead Pharma
· Matthew Rohlfing, Washington University 
· Melanie Wolf, Sumitomo Pharma
· Melissa A Glenski
· Pavithra Srinivas, JNJ
· Rick Kegler, BioMarin
· Ricki Roberson, Merck
· Rob Konop, Novartis 
· Sarah Nicholas, Sumitomo Pharma
· Serene Smith, Glaukos
· Sergio Mayorga
· Shauna Burns, Egetis 
· Stephanie Gourley, Sumitomo Pharma
· Steven McFadden, Otsuka
· Suzanne Morgan, Stealth Bio Therapeutics
· Terry McCurren, Egetis

















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. 

· Minutes Review – Discussion/Approval
· Minutes were reviewed from the January 2026 meeting.
· A motion was made to approve the minutes by Matthew McLaughlin and seconded by Gerald Wyckoff. The motion passed unanimously. 

· Open Meeting Overview – Thad Taylor

· Pharmacy Director’s Update – Josh Moore and Mangesh Joglekar
· Josh Moore announced as the new MHD Director 
· Mangesh Joglekar announced as the new MHD Pharmacy Director 
· CMMI Balance Model
· CMMI Generous Model 
· Rural Health Transformation Program 
· PBA Implementation 
· Budget Concerns 

· 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
· CY26 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 
· FY19 – FY26 Participant Count for Rare Disease Medications 

· Pharmacy Benefit Administration Services Updates – Chris Brown
			
New Business                          
	
· Discussion, Public Hearing and Decision – Jennifer Colozza
· A Proliferation Inducing Ligand (APRIL) Blockers for IgAN Clinical Edit
· Jennifer introduced the medication Voyxact and proposal to the Council for discussion.
· No other discussion.
· Steven McFadden with Otsuka yielded public comment on Voyxact. 
· A motion was made to approve the proposed criteria by Rosemary Britts and seconded by Jon Dyer. The motion passed unanimously. 
· Familial Chylomicronemia Syndrome (FCS) Clinical Edit
· Jennifer introduced the medication Redemplo and proposal to the Council for discussion.
· No other discussion.
· No public comment. 
· A motion was made to approve the proposed criteria by Sherry Graf and seconded by Rosemary Britts. The motion passed unanimously. 







· Forzinity Clinical Edit
· Jennifer introduced the medication Forzinity and proposal to the Council for discussion.
· Discussions were had clarifying if the prescriber approval criteria was to be inclusive of a multidisciplinary team. 
· Jennifer Schweiger with Stealth Bio Therapeutics provided public comment on Forzinity. 
· Clarification was given to the Council that the FDA indication was given based on muscle strength improvement and not cardiac improvement.  
· A motion was made to approve the proposed criteria by Gerald Wyckoff and seconded by Rosemary Britts. The motion passed unanimously. 
· Papzimeos Clinical Edit
· Jennifer introduced the medication Papzimeos and proposal to the Council for discussion.
· No other discussion.
· Matthew Rohlfing with WashU provided public comment on Papzimeos. 
· Annette Dekanich with Precigen provided public comment on Papzimeos. 
· A motion was made to approve the proposed criteria by Fumihiko Urano and seconded by Matthew McLaughlin. The motion passed unanimously. 
· Rethymic Clinical Edit
· Jennifer introduced the medication Rethymic and proposal to the Council for discussion.
· Discussions were had clarifying if cytomegalovirus and human immunodeficiency virus exclusion criteria pertained to Rethymic donors or recipients.
· Sarah Nicholas with Sumitomo Pharma America provided public comment on Rethymic. 
· A motion was made by Gerald Wyckoff and seconded by Fumihiko Urano to approve the proposed criteria with the revisions in blue to the denial criteria. The motion passed unanimously. 
· Therapy will deny with presence of one of the following:
· Presence of genetic variants associated with diagnosis of severe combined immunodeficiency (SCID); 
· Presence of current cytomegalovirus or human immunodeficiency virus (HIV) infection; OR
· Therapy exceeds 1 procedure per lifetime.
· Spinal Muscular Atrophy (SMA) Clinical Edit
· Jennifer introduced the medication Itvisma and proposal to the Council for discussion.
· Discussions were had clarifying the consistency between the proposed criteria and the FDA label. 
· Matthew McLaughlin volunteered to give a SMA presentation during the October 2026 meeting.  
· Robert Konop with Novartis provided public comment on Itvisma. 
· A motion was made to approve the proposed criteria with a re-reviewal to be done in October 2026 by Gerald Wyckoff and seconded by Rosemary Britts. The motion passed with Matthew McLaughlin and Sherry Graf voting “No”. 
                                 		
Other Business/Closing Comments           
		
· Rare Disease Topic of discussion – Jennifer Colozza
· Discussions were had clarifying that clinical response or billing issues were the two main drivers for determining initial and continuation approval timeframes.
· Jennifer introduced the IPD Analytics New Drug Reviews. 
· Kudos were given to Katherine Heriford for all their hard work meeting the new accessibility guidelines for the meeting documents.  
· Ash Arellanes, Missouri resident, provided public comment on Epioxa.  
· Committee vote for adjournment of the meeting – Olivia Geritz
· A motion was made to adjourn the meeting Matthew McLaughlin and seconded by Sherry Graf. The motion passed unanimously. 
		
NEXT MEETING: Wednesday, July 8, 2026
615 Howerton Court, Conference Room 202
Jefferson City, MO 65109
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