PANDAS/PANS Advisory Council Meeting Minutes 
January 14, 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;  Sylvia Fogel, MD; Sheilah Gauch, LICSW, MEd; Melissa Glynn-Hyman, LICSW; Lisa Grisolia; Kathleen Maher, MS-PHCNS, RN; Kelli Kennedy, MD, FAAP; Mark Pasternack, MD; Michelle Pinto, RN; Blake Poggi, MA, CCC-SLP; Jennifer Vitelli, MBA;  Yujuan (Julia) Zhang, MD.  

Public Attendees: 4
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 for the vote, with four members joining later in the meeting for a total of thirteen members.   Amy led the vote to approve the November 12, 2025, meeting minutes. 

Peggy Chapman made a motion to approve the minutes, and Karen Colwell made a second motion. 
	Member
	Present (X=present)
	Vote to Approve Minutes (Yes, No, Abstain, Not present for vote)

	Margaret Chapman, APRN, MSN, PNMHCNS 
	X
	Yes

	Karen Colwell 
	X
	Yes

	Sylvia Fogel, MD 
	X
	Yes

	John Gaitanis, MD 
	
	Not present for vote

	Sheilah Gauch, LICSW, MEd 
	X
	Yes

	Melissa Glynn-Hyman, LICSW  
	X
	Yes

	Lisa Grisolia 
	X
	Not present for vote

	Kathleen Maher, MS-PHCNS, RN 
	X
	Not present for vote

	Kelli Kennedy, MD, FAAP 
	X
	Yes

	Mark Pasternack, MD 
	X
	Not present for vote

	Michelle Pinto, RN 
	X
	Yes

	Blake Poggi, MA, CCC-SLP 
	X
	Not present for vote

	Jennifer Vitelli, MBA 
	X
	Yes

	Kyle Williams, MD, PhD 
	
	Not present for vote

	Yujuan Zhang, MD 
	X
	Yes



Relevant Documents for this Meeting: 
· Meeting slides posted with minutes on mass.gov 
· DCF guest speaker presentation slides posted with minutes on mass.gov
Agenda   
Amy Benison reviewed the following agenda:  
· Welcome: Roll Call & Vote to Approve November Minutes  
· Announcements: General Announcements & Housekeeping  
· Discussion: Guest Speaker Discussion, DCF 
· Discussion: Guest Speaker Reflection, DCF 
· Discussion: Questions for DYS  
· Discussion: Shortage of PANDAS/PANS Providers 
· 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 with the Council as follows:  
1. Jennifer Vitelli shared an update from the MassCoalition stating that the bills S.805 and S.1415 have moved onto the Committee on Health Care Financing. This means that they are now onto their second committee in the legislative process. The Health Care Financing committee will be voting on the bills at the end of February. 
2. Blake Poggi shared that the Center for Lyme Action and the NAOA will host a public webinar next week inviting stakeholders around the country involved with PANDAS/PANS-related work to discuss partnerships moving forward. In addition, Blake shared that this event will occur on March 31st and include planning for Advocacy Day. 
3. Peggy Chapman announced to the Council that she will be closing her private practice on February 27th. Peggy informed members that she will be retiring after 50 years of practice. In addition, she plans on moving out of state to be closer to her family upon retirement. 
4. Sheilah Gauch shared that 36 Hours in DC, sponsored by the National Alliance on PANS/PANDAS and the Alex Manfull Fund, will take place on June 12th followed by the Alex Manfull 5K Road Race on June 13th.
5. Jennifer Vitelli stated that the Look. Foundation is currently in the process of reviewing need-based grants they received. Jennifer used this moment to highlight the statewide need for grants to support PANDAS/PANS-related treatments. 
6. Jennifer Vitelli shared that National PANS/PANDAS organizations have been invited to participate in discussions with the Congressionally Directed Medical Research Programs (CDMRP) under the Peer Reviewed Medical Research Program (PRMRP). For more than 20 years, PRMRP has received annual Congressional appropriations along with a list of Congressionally mandated Topic Areas eligible for funding. In FY24, PRMRP received $370 million in funds across 50 Topic Areas, and in FY25, $150 million funds across 56 Topic Areas. While FY26 appropriations and final Topic Areas have not yet been finalized, CDMRP is proactively engaging scientific leaders and advocacy organizations to help shape potential research priorities. Additionally, PANS/PANDAS have been mentioned in draft FY26 Senate Appropriations Committee Subcommittee on Defense report language as a potential PRMRP Topic Area. PANS/PANDAS aligns with two PRMRP portfolios: Autoimmune Disorders and Immunology and Neuroscience and Behavioral Health. National organizations have been invited to participate in informal roundtable discussions to provide input on FY26 Program Priorities. The purpose of these discussions is to ensure that the research needs of the PANS/PANDAS community are reflected in PRMRP’s Strategic Goals and, if it’s included in the final FY26 report, could lead to further funding opportunities in the future. This opportunity represents meaningful federal recognition of the urgent need for research for PANS/PANDAS. 
Guest Speaker Discussion, DCF
Welcome Dr. Eileen M. Costello, MD 
· Medical Director, Health and Medical Service Team, MA Department of Children and Families 
· Clinical Professor of Pediatrics, Chobanian & Avedisian School of Medicine Boston University

Dr. Eileen Costello shared slides and provided background on the Massachusetts Department of Children and Families (DCF), including the agency’s scope of work, the population they serve, the individuals who make up the Health and Medical Services Team and their roles, and the goals of the agency.
Dr. Costello shared with the Council that DCF is responsible for investigating reports of child abuse or neglect. The agency’s goal is family reunification whenever it is deemed safe for the child. Educators and public safety personnel/first responders are the most frequent reporters to DCF, rather than doctors or other health care providers. In addition, Dr. Costello and the Health and Medical Services Team are consulted when medical questions arise or when there are concerns about a child’s medical care. Furthermore, Dr. Costello also leads a team that reviews the case of any child in DCF care who is prescribed or is taking antipsychotic medication.
Prior to the Council meeting, members of the PANDAS/PANS Advisory Council shared questions they would like answered. In response, Dr. Costello shared a slide titled “PANDAS and DCF” providing answers to some of the questions Council members had sent. During this conversation, Dr. Costello explained that children involved with DCF typically remain in the care of their existing health care providers, such as their pediatrician or specialists. DCF generally does not change a child’s medical team. However, if there are concerns that a child’s medical needs are not being adequately addressed and/or met, DCF may recommend that the child be evaluated by a different provider or seek an additional medical opinion. However, this situation is uncommon. Additionally, Dr. Costello also clarified that DCF itself does not diagnose medical conditions or prescribe medications. Medical decision-making remains the responsibility of licensed health care providers or specialists. While DCF staff consult with its Health and Medical Services Team when questions arise about a child’s medical care, the agency does not maintain treatment guidelines for PANDAS/PANS. Treatment decisions, including for PANDAS/PANS, are determined by the child’s medical providers.
Dr. Costello noted that in her experience PANDAS/PANS is a rare pediatric diagnosis and that there are no clinical practice guidelines from the AAP. She also shared that there are no specific trainings on PANDAS/PANS for DCF staff.  She noted that PANDAS/PANS can present in a very abrupt way and is very challenging for families.  Families “go far to try to get help.” In contrast with cancer, also a biologically based condition, families are not often filed on. 
After her presentation, co-facilitators Jennifer Vitelli and Sheilah Gauch led a Q&A. 

Q&A Discussion: 
· Mark Pasternack stated to the group that the state of Arizona has a large insurance system that utilizes a holistic approach when addressing PANDAS/PANS. He noted that in a study in the Tucson and Phoenix area, 2% of children met the criteria of PANDAS/PANS, which amounts to a significant number of children. In addition, he stated that the recent AAP publication was the first time PANDAS/PANS was acknowledged by an accredited source. He stated that when the AAP refuses to address this condition, pediatricians will follow the current AAP guidelines. Mark offered for him and Jennifer Vitelli to share relevant materials with Dr. Costello for review. He encouraged Dr. Costello to look at the rebuttals to the AAP article, many of which were written by Council members. Mark stated that the recent AAP report “is not helpful” and there are other documents and sources of information that could be more helpful to read. Dr. Costello appreciated the comments and was interested in learning more and reading the mentioned studies and rebuttals.
· Julia Zhang stated that she sees PANDAS/PANS patients routinely and that this condition is more common than many people think. Julia stated that the Commonwealth has many new patients and the waitlists for care are extensive. She informed Dr. Costello that the Commonwealth needs a lot of providers to manage this type of condition. Julia noted that a reason DCF does not serve many PANDAS/PANS cases may be a result of under-diagnosis. Julia stated that neuropsychiatric symptoms transform into behavior problems. Julia expressed her appreciation for the opportunity to talk with Dr. Costello. 
· Dr. Costello appreciated the comments and said that many if not all PCP’s refer to the guidelines published by the AAP and “look up to them” but reflected that this can be harmful in certain situations. Jennifer Vitelli and Sheilah Gauch commented that the recent AAP report is harming many children. Sylvia Fogel echoed the issues raised by her fellow Council members that this is not an uncommon condition, although we do not have many epidemiological findings currently published. 
· Sylvia also stated that she feels that DCF staff need to understand the symptoms which can lead to violent behavior and aggression. Sylvia shared a brief example of a former patient with PANDAS/PANS who was in the ER for multiple days and broke multiple televisions and windows. Because of that, and other examples, she feels that it is crucial that DCF consider that there may be a medical condition at play when an individual displays violent behaviors. Sylvia stated that DCF staff should also be aware of PANDAS/PANS symptoms including acute onset OCD, anxiety, severe separation anxiety, an inability to leave the home, significant neuropsychological and sensory challenges, and prolonged school refusal. In her experience, some schools may respond punitively to children’s behavior even when families provide documentation from medical providers. This can include schools filing to DCF.  
· Sylvia also discussed families seeking care in systems where there are not well-established treatments or supports for PANDAS/PANS. Patients and families are often misunderstood by medical providers and social service systems. Medical knowledge and research around PANDAS/PANS continues to evolve. In response, Dr. Costello stated that there was a similar pattern that occurred in the early days of the autism field. At that time, there was limited research and understanding which led to misinterpretation of many complex cases before broader awareness and standards of care were developed.
· Sheilah Gauch shared her experience of being a parent to a child with PANDAS/PANS. She described feeling dismissed by providers and scared about the serious consequences if she didn’t continue to advocate for her son. She stated that her children had the chance to live, and she wonders how many children were missed. Sheilah brought her lived experience to Dearborn Academy hoping to prevent children with PANDAS/PANS being missed. She stated that children with PANDAS/PANS continue to be missed, particularly children of color and those from marginalized communities who more often become involved with juvenile justice.  Doctors often advise families to seek a CRA (Child Requiring Assistance) filing in juvenile court. Dr. Costello reflected that Sheilah’s lived experience is powerful and will open the eyes of others.
· Peggy Chapman shared that she was working in the Autism space when Dr. Costello’s book “Quirky Kids: Understanding and Supporting Your Child with Developmental Differences” came out and shared a sentiment about how she experienced the “early days” of Autism. Peggy stated that at her practice, she had a few families that were filed on to DCF by their school team. Her families were anxiously awaiting information regarding what the case was about. In these situations, Peggy asked what families should do next. Dr. Costello informed the Council that the family can call the DCF ombudsman. Dr. Costello stated that if the family doesn’t hear anything from DCF, that the case was likely screened out. 
· Peggy informed Dr. Costello about a PANS screener tool that is usually very easy for staff to use. She stated that if you get checkmarks for multiple areas, that someone might need to investigate the possibility of PANS. Dr. Costello thanked Peggy for the information and support. 
Guest Speaker Reflection, DCF
· Sheilah stated her concern that the AAP report is often a source that providers look to, which is now being used to deny care. The PANDAS/PANS community has many concerns about the report. 
· Peggy stated that there is an adoption and foster care team called FACES located at UMass Medical. She was wondering if anyone from the Council had a contact to speak with them.
· Sylvia stated that she thinks a recommendation in the 2026 report should be to provide comprehensive trainings to DCF staff. Specifically, Sylvia said members of the Council should prioritize training those making assessments and evaluations and staff who could be filing on families. In addition, she suggested recommending that DCF implement the screening tool that Peggy referenced. In response, Melissa Glynn-Hyman stated that not only people assessing the child should be trained, but everyone at DCF should have a baseline training. 
·  Melissa shared that she wants greater clarity about how and when DCF becomes involved, particularly in cases involving children with complex medical needs. She’s wondering what actions are taken once DCF is engaged and what triggers the involvement of the Medical Services Team in these cases.
· Jennifer shared concerns regarding families who have medical documentation supporting home schooling but still face DCF filings. She questioned whether the issue reflects a lack of understanding within DCF or DESE regarding medical diagnoses and supporting letters. She said it is unsettling for families managing a child’s diagnosis to then also face a DCF report.
· As a response, Sheilah stated that PANS/PANDAS is so challenging for schools to comprehend and emphasized that they need training. As a response, Amy Benison had asked the group if we talked to DESE about guidance filing to DCF. Sheilah stated that we did ask DESE and that every district is different, so it depends on who the administrators are and the existing policies. Melissa stated that similar concerns arise at the hospital level especially when families are perceived as “doctor shopping,” stating that there may be systemic issues within medical settings as well. Amy asked the Council how they think DCF could prevent inappropriate filings. Jennifer stated that training is essential across all systems. Jennifer feels this is an important first step to talk with Dr. Costello as the medical director and that she appeared to be receptive to future training opportunities. Julia said that DCF leadership appears open to education, which could allow broader training across the department. 
· Amy paused the discussion to ask the Council if they have any additional follow up questions to ask Dr. Costello via email. The following questions were suggested by Council members:
· Sylvia suggested asking Dr. Costello what the current training opportunities for staff are, do DCF staff have required ongoing education, and at what points could the Council support further understanding of PANDAS/PANS. 
· In addition, Sylvia suggested that we ask what happens if there is disagreement around medical treatment between DCF and a child’s medical team. What is the policy and who then would be making the medical decision? 
· Jennifer stated that NE PANS conducted a full-day training with the juvenile court system. In response, Lisa said that the Council could inquire whether the Massachusetts juvenile court holds a similar conference and suggested approaching them about incorporating training.
Shortage of PANDAS/PANS Providers
The Council moved into a discussion about the shortage of PANDAS/PANS providers. 
· Jennifer stated that the Look. Foundation drafted a letter to the Governor highlighting the lack of providers treating PANDAS/PANS in the Commonwealth.  Sylvia suggested that the Council could write a letter outlining the current situation and request a meeting with the DPH Commissioner.
· Amy asked the Council whether they would write to the commissioner with intent to make him aware of the situation or use this as an opportunity to ask him for something. In addition, she asked what is DPH’s role in the lack of providers in the state? 
· In response, Sylvia stated that we can try to push for a PANDAS/PANS page on the website. She noted that people are going to the AAP and getting misinformed, so if mass.gov published a resource page that can be helpful for families. 
· Kelli asked the Council whether there are other regions in the country that have addressed similar challenges and developed approaches we could adapt or learn from. In addition, she noted that at her practice, eight providers have already been educated on PANDAS/PANS. Building on this, could we explore presenting at residency programs or providing training to colleagues and partner organizations? In response, Julia stated that pediatricians are likely already overwhelmed, and based on her conversations with colleagues, additional training or responsibilities related to PANDAS/PANS could add to their workload.
· Peggy noted that a few years ago, when the Council met with the Illinois PANDAS/PANS Advisory Council, they mentioned participating in the AAP conference with a booth. Peggy stated that the Council could consider doing something like that to raise awareness. She feels that presence can make a meaningful difference.
· Jennifer added that she is wondering what the DPH Commissioner’s level of knowledge regarding PANS/PANDAS is, as he is an MD. She suggested that he should be invited to speak at an upcoming Council meeting.  Amy asked the Council whether this should be included in the Council report. In response, Jennifer agreed it should but emphasized that the Council should take further action beyond reporting. In addition, Karen restated the urgent need for trained providers, warning that without them, children will “fall through the cracks”. 
Wrap Up: Next Steps  
Amy Benison briefly reviewed next steps:
· Next Meeting: Wednesday, March 11, 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 March agenda.    
· Anything else? 

Vote to Adjourn  
Amy Benison thanked everyone in attendance, led the vote to adjourn the meeting. Sheilah, Mark, and Michelle had to leave the meeting early and were not present for the adjourning vote.

Karen made a motion to adjourn, and Jennifer 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  
	  Yes

	John Gaitanis, MD  
	  Not present

	Sheilah Gauch, LICSW, Med  
	  Not Present

	Melissa Glynn-Hyman, LICSW   
	  Yes

	Lisa Grisolia  
	  Yes

	Kathleen Maher, MS-PHCNS, RN  
	  Yes

	Kelli Kennedy, MD, FAAP  
	  Yes

	Mark Pasternack, MD  
	  Not Present

	Michelle Pinto, RN  
	  Not Present

	Blake Poggi, MA, CCC-SLP  
	  Yes

	Jennifer Vitelli, MBA  
	  Yes

	Kyle Williams, MD, PhD  
	  Not Present

	Yujuan Zhang, MD  
	 Yes






