PANDAS/PANS Advisory Council Meeting
July 9, 2025 4:00 – 6:00 PM 
Via Zoom Webinar 
 
Present: Amy Benison, DPH, DCYSHN Program Support, PANDAS/PANS Chair; Lisa Sheehy, DPH, DCYSHN Public Benefits & Health Policy Specialist, PANDAS/PANS Council Support; Casey Hall, CHTA, PANDAS/PANS Meeting Consultant; Madelyn Goskoski, CHTA; Margaret Chapman, APRN, MSN, PNMHCNS; Karen Colwell;  Sylvia Fogel, MD; Sheilah Gauch, LICSW, MEd; Melissa Glynn-Hyman, LICSW; Lisa Grisolia; Kelli Kennedy, MD, FAAP; Michelle Pinto, RN; Blake Poggi, MA, CCC-SLP, PhD; Yujuan (Julia) Zhang, MD.  

Public Attendees: 8

Welcome, Open Roll Call & Vote on Meeting Minutes 
Amy Benison, PANDAS/PANS Chair, called the meeting to order, managed the virtual open roll call and Maddy Goskoski tracked this information for the meeting record. Amy led the vote to approve the May 14, 2025 meeting minutes. There was a quorum with ten Council members in attendance for the vote, with zero members joining later in the meeting.  

Agenda 
Amy Benison reviewed the agenda:  
· Welcome: Roll Call & Vote to Approve May Minutes 
· Announcements: General Announcements & Housekeeping   
· Update: Chair Transition & Group Introductions  
· Annual Report: Vote on 2024 Report  
· Discussion: Questions for MassHealth  
· Presentation: DPH's Actions and Next Steps  
· Discussion: Council Plan Moving Forward 
· Wrap Up: Next Steps 
· Vote: Adjourn


Statutory Authority  
Amy Benison reviewed the following Statutory Authority statement with the Advisory Council.  

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).  

Meeting Rules 
Amy Benison reviewed the following Meeting Rules with the Advisory Council. 
· Open Meeting Law applies:
· Cannot use the chat 
· Texting, emails, etc. are public records
· Council member attendance taken to establish quorum
· Agenda pre-planned
· Cameras on during the meetings 
· Mute your mic unless you are speaking 
· Meeting not recorded
· “Raise your Hand” option to speak

Announcements: General & Housekeeping 
Co-facilitator Sheilah Gauch shared general announcements with the council. The following announcements include: 
· (S.14–15 Statehouse Hearing): A council member shared that nearly 20 individuals, both caregivers and adults impacted by PANDAS/PANS testified. Legislators appeared supportive of initiatives benefiting children and youth in the Commonwealth affected by PANDAS/PANS. The day was described as "impactful," with strong council member presence at the Statehouse.
· Screening Bill: A council member shared that a member contacted Senator O’Connor’s office regarding the screening bill, which is expected to move forward in October. They will keep the Council informed regarding these updates. 
· Look. Walk 2025- Making Strides for PANS & PANDAS: A council member shared that registration is now open for the “Look. Walk 2025- Making Strides for PANS & PANDAS”. The Look. Foundation Walk will occur in the Boston Common on October 4, 2025 from 10:00-12:00pm. This is intended to be a day to help raise awareness and fundraise for the Look. Foundation Grant Fund. Registration link can be located here. 
· Team Look. at the Cohasset Triathlon: On June 26, 2025 the Look. Foundation participated in the Cohasset Triathlon where the team raised more than $30,000 to support youth experiencing PANDAS/PANS. This was reported as a successful event.
· Alex Manfull Foundation: Provided support to Dartmouth and Georgetown initiatives.
Chair Transition & Group Introductions 
Elaine Gabovitch, former PANDAS/PANS Chair, introduced Amy Benison as the new Council Chair and Lisa Sheehy as new Council support. Lisa introduced herself to the Council and each Council member shared their name, role on the Council, and purpose and/or reason for joining the Council. 
Annual Report: Vote
Amy Benison raised a question regarding the wording of one recommendation in the annual report. 
· The original recommendation read: “Conduct a prevalence study on the incidence of PANDAS/PANS in the Commonwealth.” She asked the Council whether they preferred different terminology, specifically regarding the use of "prevalence" and "incidence."
· After discussion, the Council agreed to revise the language to: “Conduct a prevalence study of PANDAS/PANS in the Commonwealth.” The Council agreed that beginning with a prevalence study is more practical, as conducting an incidence study would require tracking cases over time, which is more complex.
Following this change, Amy Benison asked the Council if there were any additional major edits, feedback, or concerns to address before the final vote. No further comments were raised. Amy then proceeded to lead the vote to approve the 2024 Annual Report.
Reminder: Standard Guest Speaker Questions
Amy Benison reminded the Council that a representative from MassHealth would be joining the September 2025 meeting.  Amy reviewed with the Council the standardized list of questions that the Council used with past guest speakers, including background information about the agency/program and more specific PANDAS/PANS questions related to the agencies understanding of the syndromes and available training or services. 
Discussion: Questions for MassHealth
Amy Benison led a discussion with the Council asking them to brainstorm questions to address with MassHealth in September. The Council discussed the following:
· What specific questions do we have for MassHealth?
· Consider:
· The Council's recommendations
· What we have already heard from DOI
· What we already know about MassHealth
· What families are experiencing with MassHealth

· One Council member shared that she has communicated with the representative from MassHealth multiple times regarding PANDAS/PANS-related issues. The Council member was informed that PANDAS/PANS is not considered a qualifying diagnosis for Social Security benefits. The Council member suggested looking into the process for adults and that the Council should ask MassHealth a question about this in September.
· According to a council member, re-evaluations were paused because they were having difficulty keeping up with them. She also mentioned that a mental health provider conducted an interview for her child with PANDAS/PANS. She plans to develop a question to ask MassHealth regarding this. Based on her lived experiences, she stated that it appears that having a mental health diagnosis makes it easier to be re-certified with MassHealth compared to a medical diagnosis.
· Another Council member responded and said that if this is considered a medical service, then individuals do not qualify for DMH support. 
· Another Council member stated that, based on conversations she’s had, DPH does not require a medical diagnosis, but it seems PANDAS/PANS is not a qualifying diagnosis. 
· Elaine Gabovitch clarified that DPH DCYSHN does recognize PANDAS/PANS as a formal diagnosis and DCYSHN services are not condition specific. Amy Benison added that the DCYSHN is available to support youth and families in the PANDAS/PANS community. Amy noted that within the Division, there are programs with specific eligibility criteria. Some individuals and/or families may not qualify for certain DCYSHN programs due to the level of medical complexity or financial status. However, they are able and willing to support families as a whole. 
· The Council mentioned it would be helpful to know which programs acknowledge PANDAS/PANS and to understand which program criteria families with PANDAS/PANS might not meet.
· In response, Elaine Gabovitch explained that most programs are federally funded, meaning they broadly serve families with all disabilities, including PANDAS/PANS. Furthermore, Lisa Sheehy stated that beyond the Division, some diseases or conditions are researched and supported, but in terms of eligibility, most of DPH does not base it solely on diagnosis, rather on the impact the diagnosis has on the individual.
· Based on this discussion, another Council member would like to understand how MassHealth determines eligibility for PANDAS/PANS without an ICD-10 code. Specifically, how does MassHealth handle and take this into consideration when evaluating benefits.
· One member would like to know if there are other representatives within MassHealth that families can contact for questions.
· A Council member asked if there is data on the average wait times to see a mental health provider and whether MassHealth maintains a list of providers who have expertise in PANDAS/PANS. They also want to know how MassHealth handles situations where providers do not participate due to a lack of PANDAS/PANS specialists.
· A Council member stated that over 20 new mental health centers have been opened within the Commonwealth and would like to ask MassHealth which cohorts these centers are currently serving. Specifically, they would like to know whether they provide services for children and adolescents, and whether in-home supports are still available for individuals.
· Another council member would like to ask a question about how families can access out-of-network services when no in-network providers are available to them.
· Another Council member explained that the first step is to determine which MassHealth program the individual is enrolled in. Once identified, it is possible to request approval for a single out-of-network provider by submitting the provider's information and negotiating a specific rate for services. 
· A different Council member noted that she and the previous speaker are familiar with this process, having gone through it themselves, and agreed it would be valuable for other Council members to learn more about how it works. 
· Lisa Sheehy encouraged the Council to consider asking MassHealth about which MassHealth vendors are responsible for disseminating information about PANDAS/PANS and supporting families in accessing appropriate services if needed.
Presentation: Opportunities with DPH
Amy Benison briefly discussed the recommendations made by the Council in the 2024 report. The Council recommended that DPH:
· Conduct a prevalence study on PANDAS/PANS in the Commonwealth. 
· Establish a PANDAS/PANS resource page on the DPH website that provides links to published diagnostic and treatment guidelines from PANDAS Physician Network.  
· Provide notification to healthcare providers and mental health providers that a PANDAS/PANS resource page has been established for Massachusetts. 
· Provide notification to relevant state agencies regarding the availability of resources for PANDAS/PANS diagnosis, treatment, and how to support families. Relevant agencies should include: DESE, DOI, DMH, DCF, DDS.

DPH Title V Division for Children & Youth with Special Health Needs 
Elaine Gabovitch, Amy Benison, and Lisa Sheehy provided an overview of the various programs offered by the Division for Children & Youth with Special Health Needs (DCYSHN) at the Massachusetts Department of Public Health and how these programs support youth and their families. She emphasized that the DCYSHN uses a broad definition of “special health needs” with the goal of serving as many families as possible. Elaine also highlighted specific programs that may be helpful for families with a child diagnosed with PANDAS/PANS. Elaine emphasized the importance of continuing to provide information and explore how state agencies can support impacted families. 
Lisa Sheehy added that Family TIES of Massachusetts, is an excellent resource for youth and families. She noted that Family TIES regularly hosts IEP workshops and that the staff are consistently supportive, engaged, and willing to learn from others. She stated that the program relies on many volunteers who share their experiences and assist other families in navigating systems and accessing supports.
DPH Actions Taken Thus Far
Elaine Gabovitch shared with the Council actions DPH has taken to learn more about PANDAS/PANS and to strengthen the supports for the PANDAS/PANS community. The actions mentioned include: 
· In 2023, Council member Sheilah Gauch delivered a presentation on PANDAS/PANS to the 45-member DCYSHN team during a "Learning Thursday" professional development session.
· As a result, staff including the DCYSHN Community Support Line (CSL) is now better equipped to refer and support families affected by PANDAS/PANS.
· CSL Program Manager was introduced to the Look. Foundation via email, establishing a connection for future collaboration and resources.
· Elaine Gabovitch facilitated a connection between Jennifer, Sheilah, and the Chair of the Executive Office of Health and Human Services (EHS) Interagency Review Team (IRT), to address the issue of “stuck kids” youth without agency support, particularly those experiencing suicidal behaviors.
· Following up on this connection, the IRT Chair offered the opportunity for a PANDAS/PANS physician to educate IRT members.
· Dr. Katja Gerhardt, DCYSHN Complex Care Director, is currently collaborating with Jennifer and Sheilah to explore opportunities for educating school nurses through the DCYSHN MASSTART program.
· Elaine has also contacted the DPH 988 Crisis & Suicide Prevention Lifeline Network to raise awareness about youth with PANDAS/PANS experiencing suicidality.

DPH Response to Recommendations & Future Actions
Elaine Gabovitch shared with the Council future actions that DPH and the Advisory Council could collaborate on along with additional recommendations moving forward to consider. 
· Re: Prevalence Study
· DPH has had internal meetings about the feasibility of studying MA data for prevalence estimates. Elaine and Amy met with Dr. Catherine Brown, DPH State Epidemiologist; and Dr. Mahsa Yazdy, Director, DPH Division for Surveillance, Research, and Promotion of Perinatal Health. Dr. Yazdy shared this statement:
·  “At this time the reporting regulations 105 CMR 300, only invasive cases of Group A Strep are reportable to the Bureau of Infectious Disease and Laboratory Sciences. These are the cases that require a prompt response to improve infection control practices and prevent others from being exposed. Requiring reporting of all GAS lab results would interfere with that priority infectious disease control activity and is not practical. In addition, because PANDAS/PANS is a clinical diagnosis and not a laboratory one, utilizing laboratory results to identify cases will result in significant work to rule out patients and might not capture all cases since there may be other etiologies.       
                                         
Given the interest is specific to PANS/PANDAS, one option would be to advocate for an ICD diagnosis code specific to PANS/PANDAS. This has been done successfully in the past and we can connect interested parties with those who led the efforts. By having an ICD diagnosis code specific to PANS/PANDAS, academic partners and PANDAS/PANS researchers could work with health systems and insurance copies to assess the prevalence of the condition and learn more about the condition itself (e.g., patterns of treatments, location where care is received). The good news is that there seem to be opportunities to raise awareness about the conditions and educate parents and providers on how to recognize the condition, what the diagnostic criteria are and what the recommended treatment guidelines are. As is true for many conditions, there are plenty of activities aimed at mitigation that can be undertaken before prevalence estimates are known.”

· Re: PANDAS/PANS resource page on the DPH website 
· DCYSHN team will work with P/P Advisory Council to set up web pages on mass.gov using resources developed for 2023 Annual Report appendix to raise awareness and educate the public. DCYSHN can provide links to published diagnostic and treatment guidelines from PANDAS Physician Network.  DPH will have to consider if and how they can notify healthcare providers, mental health providers, relevant state agencies, and the general public that a PANDAS/PANS resource page has been established for Massachusetts. 

A discussion of these actions then followed.

· A Council member raised the issue of why conducting a prevalence study is challenging, stating that without a specific ICD-10 code for PANDAS/PANS the data collected may be unreliable. The DPH team acknowledged that this is difficult and explained that the variation in ICD-10 codes used across cases complicates accurate tracking.
· In response, another Council member added that this limitation is part of what made “the previous study [conducted by the CDC] less impactful”, due to varying ICD-10 codes being used to diagnoses PANDAS/PANS. 
· A Council member expressed concern that the conversation in Council meetings continues to circle back to a lack of ICD-10 code. They noted that other rare diagnoses may fall into similar gray areas where providers must use their judgment to assign codes. However, the Council member emphasized that unless Council efforts are focused on establishing an ICD-10 code for PANDAS/PANS, progress in moving forward will be halted.
· A Council member discussed the ongoing connection with the Director of Complex Case Management for EOHHS, and the invitation to have a physician provide training to the IRT team on PANDAS/PANS. Elaine Gabovitch explained that the IRT Team is open to referrals and that anyone can submit a case for consideration. She noted this could be a valuable opportunity to educate the IRT. 
· The Council discussed whether a provider other than a physician could provide this training, as others may have more experience with education. The Council identified a physician willing to provide training, but they agreed that other members of the Council may be better suited.  DPH and the Council co-facilitators will follow up with the IRT team to determine next steps. 
Discussion: Council working moving forward
Amy Benison led a discussion regarding next steps, goals and expectations for the Council moving forward, including: 
· Does the Council want to continue inviting state agencies or other guest speakers?
· Based on today’s meeting results, would the Council rather start following up on recommendations and inviting back state agencies to implement and advance those recommendations?

The following next steps were identified by the Council members: 
· Elaine Gabovitch will follow up with the IRT to form a discussion about possible collaboration and education.
· Amy Benison and the DPH team will take the lead on strategizing and developing a PANDAS/PANS information page for the DPH website.
· A Council member felt that it is important for the Council to hear from all relevant state agencies before inviting back agencies the Council has already spoke with.
· As a response, another Council member suggested inviting multiple guest speakers per meeting so that more than one agency can present during a single meeting. 
· Another Council member requested that a DPH epidemiologist (or multiple) should be invited to speak to the Council. She wants to explore whether a prevalence study is still possible without having a formal ICD-10 code in place. She was wondering if the Council could examine related conditions or predisposing symptoms for further studying PANDAS/PANS. Amy Benison offered to extend that invitation should the Council agree.
· As a whole, the Council agreed to continue inviting guest speakers, including representatives from various state agencies, members from the IRT and the DPH epidemiology team.
· Another Council member noted that traumatic brain injury can be diagnosed based on symptoms even without MRI evidence. She referenced New York State’s practice of reviewing patient records for immune and inflammatory markers. She suggested that analyzing preceding events or symptom clusters might be a valuable framework for the Council and epidemiologists to consider when looking into PANDAS/PANS. She recommended that the epidemiologists and Council should continue to explore similar diagnostic models or conditions that could inform this approach.

Wrap Up: Next Steps 

Amy Benison shared the following next steps:
· Next Meeting of 2025:
· Wednesday, September 10, 2025, 4-6 PM
· MassHealth to join 
· Discuss Council timeline 
· 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?
Motion to Adjourn 
Amy Benison was unable to take a formal motion to adjourn as members of the Council left the meeting without the chair’s knowledge and a quorum was lost. The meeting was ended upon realizing that a quorum was lost. 


