PANDAS/PANS Advisory Council Meeting Minutes 
July 8, 2026 4:00 – 6:00 PM 
Remote via Zoom Webinar
 
Present: Amy Benison, DPH, PANDAS/PANS Chair; Lisa Sheehy, DPH, PANDAS/PANS Assistant to Chair, Casey Hall, CHTA, PANDAS/PANS Meeting Consultant; Madelyn Goskoski, CHTA; Margaret (Peggy) Chapman, APRN, MSN, PNMHCNS; Karen Colwell; Sheilah Gauch, LICSW, Med; Melissa Glynn-Hyman, LICSW; Lisa Grisolia; RN; Mark Pasternack, MD; Blake Poggi, MA, CCC-SLP; Jennifer Vitelli, MBA; Yujuan (Julia) Zhang, MD.  

Public Attendees: 0
Welcome, Open Roll Call & Vote on Meeting Minutes  
A quorum having been reached, Amy Benison called the meeting to order at 4:04pm and managed the virtual open roll call. There was a quorum with nine Advisory Council members in attendance for the vote.  Amy led the vote to approve the March 11, 2026 meeting minutes and May 13, 2026 meeting minutes. 
Open Roll Call and Vote on Meeting Minutes 

Peggy Chapman and Jennifer Vitelli made motions to approve the March minutes. Jennifer Vitelli and Karen Colwell made motions to approve the May minutes. Mark Pasternack and Karen Colwell made motions to approve the report. 
	Member
	Present (X=present)
	Vote to Approve March 2026 Minutes (Yes, No, Abstain, Not present for vote)
	Vote to Approve May 2026 Minutes (Yes, No, Abstain, Not present for vote)


	Margaret Chapman, APRN, MSN, PNMHCNS 
	X
	Yes
	Yes


	Karen Colwell 
	X
	Yes
	Yes

	Sylvia Fogel, MD 
	-
	-
	-

	Sheilah Gauch, LICSW, Med 
	X
	Yes
	Yes

	Melissa Glynn-Hyman, LICSW  
	X
	Yes
	Yes

	Lisa Grisolia 
	X
	Yes
	Yes

	Kathleen Maher, MS-PHCNS, RN 
	-
	-
	-

	Kelli Kennedy, MD, FAAP 
	-
	-
	-

	Mark Pasternack, MD 
	X
	Yes
	Yes

	Michelle Pinto, RN 
	-
	-
	-

	Blake Poggi, MA, CCC-SLP 
	X
	Yes
	Yes

	Jennifer Vitelli, MBA 
	X
	Yes
	Yes

	Kyle Williams, MD, PhD 
	-
	-
	-

	Yujuan Zhang, MD 
	X
	Yes
	Yes



Relevant Documents for this Meeting: 
· Meeting slides posted with minutes on mass.gov 
Agenda   
Amy Benison reviewed the following agenda:  
· Welcome: Roll Call & Vote to Approve March & May Minutes  
· Announcements: General Announcements & Housekeeping  
· Discussion: 2025 Report 
· Discussion: Plans & Goals Moving Forward 
· Discussion: Webpage  
· Wrap Up: Next Steps 
· Vote: Adjourn
Statutory Authority   
Section 26 of Chapter 260 of the Acts of 2020, or the Health Care Omnibus bill establishes a special advisory council, chaired by the Commissioner of the Department of Public Health, or his designee, to advise the commissioner on research, diagnosis, treatment, and education relating to pediatric autoimmune neuropsychiatric disorder associated with streptococcal infections and pediatric acute neuropsychiatric syndrome (PANDAS/PANS).  
Aim Statement   
Amy Benison reviewed the following aim statement with the Advisory Council. 
· The DPH PANDAS/PANS Advisory Council aims to advise the DPH Commissioner on research, diagnosis, treatment, and education relating to pediatric autoimmune neuropsychiatric disorder associated with streptococcal infections and pediatric acute neuropsychiatric syndrome (PANDAS/PANS). 
· The Advisory Council will issue a report to the general court annually with recommendations concerning: 
· Practice guidelines for the diagnosis and treatment of the disorder and syndrome 
· Development of screening protocols. 
· Mechanisms to increase clinical awareness and education regarding the disorder and syndrome among physicians, including pediatricians, school-based health centers and providers of mental health services. 
· Outreach to educators and parents to increase awareness of the disorder and syndrome; and 
· Development of a network of volunteer experts on the diagnosis and treatment of the disorder and syndrome. (From Section 26 of Chapter 260 of the Acts of 2020). 
Meeting Rules  
Amy Benison reviewed the Meeting Rules with the Advisory Council including that Open Meeting Law applies. 
Announcements: General & Housekeeping  
Co-facilitators of the PANDAS/PANS Advisory Council Sheilah Gauch and Jennifer Vitelli shared general announcements and asked for announcements from the Council. The following announcements were shared:   
1. Council member Sheilah shared that she had spent the weekend in Washington DC with partners from the Alex Manfull Fund, National Alliance for PANS / Pandas Action (NAPA), and the National Youth Alliance. NAPA and the National Youth Alliance joined forces to advocate on Capitol Hill and provide information on PANDAS/PANS to many lawmakers at the national level. In addition, the Alex Manfull Fund hosted a dinner event which celebrated and honored Dr. Swedo. Council member Jennifer Vitelli gave a speech that included a call to action for the PANS community. 
2. Sheilah reported hearing concerns from other physicians regarding the current situation in Boston, including a lack of providers and ongoing concerns related to patient abandonment. She expressed concern that patients are not receiving adequate care in Boston and discussed the need for advocates to pursue a different and more aggressive path to raise awareness and encourage action. In response, Jennifer reported that the Look. Foundation had reached out to state personnel regarding the state of PANDAS/PANS in the Commonwealth and had followed up with a letter requesting a meeting. She noted that there is currently only one active provider administering IVIG and that the Commonwealth continues to lose providers as time progresses. 
3. Jennifer shared information about the upcoming Look. Foundation walk “Making strides for PANS & PANDAS” on October 3, 2026. Information about how to register or become a sponsor can be found here. 
4. Sheilah shared information about the Alex Manfull Fund symposium, which will take place on November 14, 2026 in Portsmouth New Hampshire. Information and registration for the symposium can be found here. 
5. Sheilah discussed the Peer Reviewed Medical Research Program (PRMRP), which provides opportunities for research funding. She encouraged Council members to share the funding opportunity with researchers who may be interested in applying and submitting proposals. Blake expressed hope that members of the PANDAS/PANS community could participate on the review panels. Other council members chimed in to agree with that sentiment. More information from Facebook can be located here. 
6. Julia shared that she is currently training a Nurse Practitioner to help provide PANS/PANDAS care in the Commonwealth. Per Julia, this NP is expected to begin seeing patients independently soon.
7. Jennifer announced that she will be a part of an upcoming training with Department of Youth Services (DYS) on July 22, 2026 also involving Julia, Kyle and Sheilah.
8. Jennifer reported that the two bills under consideration include a study bill that has moved to Ways and Means and a screening bill that is currently in Health Finance. If the screening bill moves forward, there may be an opportunity for it to reach the Governor.
9. Jennifer explained that The Look. Foundation is currently working with a child life therapist to develop a preparation book that would provide patients and families with details, explanations, and activities to help prepare them for a hospital visit. The project would also include a comfort bag for patients to use when traveling to and from the hospital. Amy stated that once the resource is published, it could also be a useful addition to the PANDAS/PANS webpage.F

2026 Report 
Amy Benison went through components of the FY25 annual report and asked council members for their thoughts, opinions and feedback. Council members had no major feedback on most sections of the annual report. The main discussion focused on the need to address the estimated number of people affected by PANDAS/PANS in the next report, including how the condition is classified and defined and what data can support this. The Council agreed and supported the title “Recent Research” for the new section of the report which highlights more than 30 new studies published in 2025. They also suggested that barriers to diagnosis and treatment should include information on the loss of providers in Massachusetts and further explain the inconsistent access to care and lack of parity across the Commonwealth.
The Council reviewed the new “Year in Review” section which was discussed to determine whether it should be added to the FY25 report. This section outlines advocacy, awareness and public education, federal and national advocacy, legislative updates, and ongoing challenges within the last year in the PANDAS/PANS community. A few of the Council members suggested updates or their opinions to improve this section and prioritize actionable recommendations. A large part of their discussion focused on professional training and whether trainings for particular agencies or groups should be made mandatory. The Council discussed developing a standardized training in the future to facilitate training endeavors. Throughout the conversation, multiple Council members continue to emphasize the importance of educating professionals and others who work with children and families to recognize signs and symptoms of PANDAS/PANS. The Council agreed to keep and include the recommendation for mandatory training while continuing to work with DMH, DYS, and other state agencies to determine an attainable path forward to enforcing training for PANDAS/PANS. 
After discussion, the council decided to vote on the FY2025 annual report. Mark Pasternack and Karen Colwell made motions to approve the FY2025 annual report.

	Member
	Vote to Approve FY2025 Annual Report
(Yes, No, Abstain, Not present for vote)


	Margaret Chapman, APRN, MSN, PNMHCNS 
	Yes


	Karen Colwell 
	Yes

	Sylvia Fogel, MD 
	

	Sheilah Gauch, LICSW, Med 
	Yes

	Melissa Glynn-Hyman, LICSW  
	Yes

	Lisa Grisolia 
	Yes

	Kathleen Maher, MS-PHCNS, RN 
	

	Kelli Kennedy, MD, FAAP 
	

	Mark Pasternack, MD 
	Yes

	Michelle Pinto, RN 
	

	Blake Poggi, MA, CCC-SLP 
	Yes

	Jennifer Vitelli, MBA 
	Yes

	Kyle Williams, MD, PhD 
	

	Yujuan Zhang, MD 
	Yes




Discussion: Plans & Goals Moving Forward 

· How do we want to move forward?
· Do we want to talk to someone for the Office of the Child Advocate?
· Do we want to invite voices from other states? 
· Should we follow up with DYS about speaking with the juvenile court system?
· How would we want to follow up with past guest speakers and state agencies?

For the remainder of the Council meeting, council members discussed opportunities to engage the Office of the Child Advocate and other state representatives. The hope is to collaborate with them to enforce PANDAS/PANS education and training. Council members shared ideas and opportunities to incorporate PANDAS/PANS into existing agency training programs. The Council also discussed the possibility of scheduling a meeting with the Commissioner or one of his designated representative(s) in hopes to bring awareness of the lack of providers and other barriers in the Commonwealth as it relates to PANDAS/PANS. If the Commissioner or his representative is unable to attend the September meeting, the council suggested bringing in and inviting a representative from the Office of the Child Advocate or the Complex Care Group (including Kim Irving's group). Lastly, a council member posed the question to the group if the Council should invite partners to participate in a training rather than asking questions and testing their knowledge of PANDAS/PANS. Council chair Amy Benison stated that the Council could restructure its approach to guest-speaker conversations if desired.



Wrap Up: Next Steps  
The Council ran out of time to discuss the webpage. Amy Benison briefly reviewed next steps:
· Next Meeting: Wednesday, September 9, 2026, 4-6 PM 
· Meetings via Zoom  
· If you need help, please email Maddy Goskoski at madelyn.m.goskoski@mass.gov in advance who will find assistance. 
· Next steps: 
· Email madelyn.m.goskoski@mass.gov to get on the September agenda.    
· Anything else? 

Vote to Adjourn  
Amy Benison thanked everyone in attendance, led the vote to adjourn the meeting. 

Jennifer Vitelli made a motion to adjourn and Karen Colwell made a second motion. The meeting adjourned at 6:00pm.

	Member 
	Vote to Adjourn (Yes, No, Not present) 

	Margaret Chapman, APRN, MSN, PNMHCNS  
	  Yes

	Karen Colwell  
	   Yes

	Sylvia Fogel, MD  
	  

	Sheilah Gauch, LICSW, Med  
	   Yes

	Melissa Glynn-Hyman, LICSW   
	   Yes

	Lisa Grisolia  
	   Yes

	Kathleen Maher, MS-PHCNS, RN  
	  

	Kelli Kennedy, MD, FAAP  
	  

	Mark Pasternack, MD  
	   Yes

	Michelle Pinto, RN  
	  

	Blake Poggi, MA, CCC-SLP  
	   Yes

	Jennifer Vitelli, MBA  
	   Yes

	Kyle Williams, MD, PhD  
	  

	Yujuan Zhang, MD  
	  Yes






