PANDAS/PANS Advisory Council Meeting Minutes 
May 13, 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; Karen Colwell; Sylvia Fogel, MD; Sheilah Gauch, LICSW, Med; Melissa Glynn-Hyman, LICSW; Lisa Grisolia; Michelle Pinto, RN; 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 4:03pm and managed the virtual open roll call. There was a quorum with nine Advisory Council members in attendance. Amy led the vote to approve the March 11, 2026 meeting minutes. Numerous members stated they did not have a chance to read the minutes and cannot vote. Amy decided to move the vote for the March minutes to the next meeting in July.  
Open Roll Call 
 
	Member
	Present (X=present)

	Margaret Chapman, APRN, MSN, PNMHCNS 
	-

	Karen Colwell 
	X

	Sylvia Fogel, MD 
	X

	Sheilah Gauch, LICSW, Med 
	X

	Melissa Glynn-Hyman, LICSW  
	X

	Lisa Grisolia 
	X

	Kathleen Maher, MS-PHCNS, RN 
	-

	Kelli Kennedy, MD, FAAP 
	-

	Mark Pasternack, MD 
	-

	Michelle Pinto, RN 
	X

	Blake Poggi, MA, CCC-SLP 
	X

	Jennifer Vitelli, MBA 
	X

	Kyle Williams, MD, PhD 
	-

	Yujuan Zhang, MD 
	X

	Vacant seat of “Health care provider/medical specialist”
	 -



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 Minutes 
· Announcements: General Announcements & Housekeeping 
· Discussion: 2025 Report
· Discussion: Future Meetings 
· Discussion: Plans & Goals for 2026
· 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. 

Prior to reviewing General Announcements, the Council discussed the appropriate level of detail to include in meeting minutes, particularly regarding identifying speakers during discussions involving families. Members agreed there should be transparency, but the minutes are not intended to capture an exact transcript. 
Announcements: General & Housekeeping  
Co-facilitators of the PANDAS/PANS Advisory Council Sheilah Gauch and Jennifer Vitelli shared general announcements with the Council as follows:  
· Amy Benison, Chair of the PANDAS/PANS Council announced that John Gaitanis is no longer serving on the Advisory Council. She informed the Council that a new Council member will be appointed to fill the vacant seat in accordance with the legislation.
· Jennifer Vitelli shared updates on several recent and upcoming trainings and educational opportunities. She shared that herself, Sheilah Gauch, and Kate Maher recently provided training for BPS school nurses. In addition, Jennifer shared that Sheilah presented on understanding PANS/PANDAS through PPAL Mental Health. Also, Melissa Glynn-Hyman and Sheilah Gauch presented at the Youth at Risk Conference. Lastly, that Melissa Glynn-Hyman gave a presentation to the Therapy Group Puzzle Pieces.
· Jennifer Vitelli shared that Michelle Pinto successfully defended her academic dissertation on perceived family burden related to PANS/PANDAS. Members from the Council congratulated Michelle Pinto.
· Jennifer Vitelli announced that the state of Connecticut passed PANS/PANDAS legislation. 
· Jennifer Vitelli announced that the Look. Foundation will be hosting a series of webinars throughout March and April titled “A PANS/PANDAS Caregiver Journey & Evening of Hope”. Registration for the events can be located on the Look. Foundation website.
· Sheilah Guach shared information about the upcoming Alex Manfull Foundation events in Washington, DC including a dinner and 5K. The purpose of 36 Hours events is to raise awareness, education and research focused on PANDAS and PANS. 
· Blake Poggi announced that The National Alliance for PANS/PANDAS Action (NAPPA) has joined the National Youth Alliance and shared updates on its advocacy efforts.
· Julia Zhang shared that she gave a recent educational presentation at Lowell General Hospital, which was well attended by public school nurses and district employees and received positive feedback.
· In addition, Julia shared updates on the Look. Foundation's nurse practitioner recruitment efforts and noted that they have a handful of well-rounded candidates. In addition, she noted that there has been a significant growth in the number of patients receiving care and that she has 545 patients in her caseload with a diagnosis of PANDAS/PANS. 
· Sylvia Fogel provided an update on her work with the Health and Human Services (HHS) Autism Committee and ongoing efforts to increase recognition of neuroimmune disorders, including PANS/PANDAS. She hopes that they understand the overlap of neuroimmune disorders in autism research and care discussions.
Discussion: 2025 Report
Jennifer Vitelli provided an overview of four proposed updates and/or ideas on behalf of the writing group. She asked the Council to review and discuss the recommendations for inclusion in the report. The following questions were proposed: 
1. Could the Council expand the report to cover an 18-month reporting period to include the January and March state agency updates and provide a more comprehensive overview?
2. Does the Council agree to add a "Year in Review" section to the report which aims to highlight key developments in the PANS/PANDAS community, including legislative updates and the American Academy of Pediatrics (AAP) report?
3. Is it possible to reshare previous recommendations in the new report that have not yet been completed?
Additionally, Jennifer shared that Blake Poggi updated the report with a summary of new PANS/PANDAS research published in 2025.
· Amy Benison responded that the Council is required to produce an annual 12-month report under its legislative mandate and cannot expand it to an 18-month report period. She noted that the report can acknowledge upcoming guest speakers and future activities but should not include information outside the designated reporting period. In addition, Amy added that changing the reporting timeline would require changes to the legislative mandate.
· Michelle Pinto suggested inviting state agencies such as DOI and DMH to provide training or educational sessions on PANS/PANDAS to maximize meeting time and improve understanding of PANDAS/PANS in external agencies. Also, she suggested that a roundtable format could help facilitate broader discussion and shared the importance of organizing and tracking key takeaways from guest presentations to support with the development of future recommendations for report writing. As a response, Melissa Glynn-Hyman stated that she supports the engagement with multiple agencies in joint discussions or trainings. She emphasized the value of collaborating with external agencies and agreed with the idea of holding structured roundtable conversations to learn and understand PANDAS/PANS. Sheilah Gauch expressed that she is concerned that no single state agency clearly takes responsibility for the burden of PANS/PANDAS within current systems. She said she is unsure how effective broader agency involvement would be but supports exploring options to improve engagement. Also, it was stated that agencies such as DDS and DMH do not currently recognize PANS/PANDAS as a qualifying diagnosis unless there is a comorbid condition. However, DDS does acknowledge that individuals with PANS/PANDAS are served within their agency. 
· Michelle Pinto noted that while a lot of time is spent developing the report, there are still questions about how recommendations actually reach the state agencies to ensure they are providing supports for those with a PANDAS/PANS diagnosis. She said funding is a major barrier and suggested exploring whether the Council could receive financial support. Amy Benison confirmed that the Council is allowed within the current legislation to raise funds. Michelle followed up and asked what the Council is allowed to do regarding fundraising and potential next steps, including what work can happen within meetings versus outside of them. Amy Benison and Lisa Sheehy stated they can seek additional guidance around soliciting funds and will follow up with the Council regarding additional information and next steps. 
· The Council discussed required training options. Sheilah Gauch said that beyond enforced legislation that child welfare and other child support agencies should have required training on PANS/PANDAS.  As a response, Amy Benison stated that recommendations can be included in the report for legislators to consider but any mandate would require legislative approval. In addition, Lisa Sheehy added that most current trainings are optional under existing regulations within state agencies. As a response to Amy and Lisa’s sentiments, the Council suggested identifying specific groups where training would be most useful especially for improving medical rule-outs. In addition, Julia Zhang stated that moving directly to mandated training could create resistance among providers and recommended for the Council to think about building awareness first. 
· Michelle informed the group that they are considering multiple ideas for improving training and increasing funding. She also suggested exploring grant funding as another option to develop a shared training. Jennifer also suggested that a first step could be a DPH bulletin developed and created by the Commissioner highlighting the importance of training and directing agencies and the public to resources, including the DPH Advisory Council page. In response to Jennifer’s comment, Karen Colwell shared that public awareness often grows through grassroots efforts and word of mouth. In addition, she suggested that making information easily accessible could help families, schools, and providers learn about PANDAS/PANS more quickly. Council chair, Amy Benison agreed that starting with more awareness could be a strong first step before moving toward mandated training. Amy also said that any training or materials would need to rely on existing research and approved sources due to DPH policy and protocols. 
Questions for the DPH Commissioner
Amy Benison shared that the DPH Commissioner has been invited to attend a meeting in July or September. Jennifer Vitelli suggested to the DPH team to create a survey for members to submit questions. Jennifer also proposed preparing a brief 10-minute presentation on the current state of PANS/PANDAS in the Commonwealth rather than only responding to questions. Karen suggested using the presentation as a general overview to help the Commissioner understand PANS/PANDAS and recommended a similar approach for future speakers. The DPH team will follow up with the Council to disseminate a survey collecting questions for the Commissioner.
Wrap Up: Next Steps  
Amy Benison briefly reviewed next steps:
· Next Meeting: Wednesday, July 8, 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. Karen Colwell made a motion to adjourn, and Michelle Pinto made a second motion. 
The meeting adjourned at 6:00pm.

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

	Margaret Chapman, APRN, MSN, PNMHCNS  
	  Not present

	Karen Colwell  
	  Yes

	Sylvia Fogel, MD  
	  Yes

	Sheilah Gauch, LICSW, Med  
	  Yes

	Melissa Glynn-Hyman, LICSW   
	  Yes

	Lisa Grisolia  
	  Yes

	Kathleen Maher, MS-PHCNS, RN  
	  Not present

	Kelli Kennedy, MD, FAAP  
	  Not present

	Mark Pasternack, MD  
	  Not present

	Michelle Pinto, RN  
	  Yes

	Blake Poggi, MA, CCC-SLP  
	  Yes

	Jennifer Vitelli, MBA  
	  Yes

	Kyle Williams, MD, PhD  
	 Not present

	Yujuan Zhang, MD  
	 Yes

	“Health care provider/medical specialist”
	 Vacant seat




