PANDAS/PANS Advisory Council Meeting Minutes 
September 10, 2025, 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, Margaret Chapman, APRN, MSN, PNMHCNS, Karen Colwell,  Sylvia Fogel MD, Sheilah Gauch, LICSW, MEd, Melissa Glynn-Hyman, LICSW, Lisa Grisolia, Kelli Kennedy,MD, FAAP, Kathleen Maher, MS-PHNA, RN, Michelle Pinto, RN, Blake Poggi, MA, CCC-SLP, Jennifer M. Vitelli, MBA,  Kyle Williams, MD, PhD, Yujuan (Julia) Zhang, MD.   
Public Attendees: 4
Welcome, Open Roll Call & Vote on Meeting Minutes  
4:04 PM – A quorum having been reached, DPH PANDAS/PANS Advisory Council Chair Amy Benison called the meeting to order and took the attendance roll call.  There was a quorum with thirteen Advisory Council members in attendance for the vote, with zero members joining later in the meeting, for a total of thirteen members.
A roll call vote was taken to approve the July 9, 2025 Meeting Minutes.  Motion by Jennifer Vitelli, seconded by Karen Colwell.  Passed on a vote of 10 Yes and 2 Abstain (J. Vitelli and K. Maher).
Amy Benison briefly reviewed Open Meeting Law protocols, highlighting that a Council meeting must end if a quorum is lost and therefore, requesting members to inform the Chair if they need to leave the meeting.
Amy Benison reviewed the Council’s statutory authority and mandate.
Agenda  
Amy Benison reviewed the agenda:   
· Welcome: Roll Call & Vote to Approve July Minutes  
· Announcements: General Announcements & Housekeeping    
· Guest Speaker: MassHealth - Camille Pearson
· Discussion: Guest Speaker Debrief
· Discussion: Future Guest Speakers
· Discussion: Receiving Public Comment
· Discussion: Next Annual Cycle
· 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).  
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:  
· Council members will receive an Open Meeting Law Certification form from Chair Amy Benison and Madelyn Goskoski.  Please review and return within two weeks to Amy.Benison@mass.gov.  
· Council meeting minutes will now include the name of the Council member or other speaker when specific comments or questions are referenced in the minutes.  This new protocol, meant to make the minutes more useful, replaces the previous convention of referring generically to “a Council member”.
· Council member Kathleen Maher shared that she presented at the recent 2025 New England School Nurse Conference and thanked Dr. Julia Zhang and Dr. Baumel for assistance developing the presentation slides.  She noted that more attendees appeared to be aware of PANDAS/PANS compared to a year ago.  Some asked for data on prevalence and some reported difficulty in advocating for students with PANDAS/PAN in the IEP (Individualized Education Program) development process.
· Sheilah Gauch reported on the recent issuance of two rebuttal statements in response to the AAP’s (American Academy of Pediatrics) Pediatric Acute-Onset Neuropsychiatric Syndrome PANS: Clinical Report (12/16/24).  One rebuttal was issued jointly by ASPIRE, the Northwest PANDAS/PANS Network, the PANDAS Network, Look. Foundation, and the Claimable company.  The other rebuttal was issued by the Alex Manfull Memorial Fund with approximately thirty nonprofit signatories including international organizations.  Sheilah Gauch also created a podcast on the topic.
· Sheilah Gauch and Jennifer Vitelli reported on legislative advocacy.  S.805/H.1249 An Act relative to PANDAS/PANS screening in medical/clinical settings, sponsored by Sen. Patrick O’Connor and Rep. Kate Lipper-Garabedian, will have a hearing in Fall 2025 (date TBD) before the Joint Committee on Financial Services.  S.1415, An Act relative to PANDAS/PANS, sponsored by Sen. Patrick O’Connor, had a well-attended hearing before the Joint Committee on Mental Health, Substance Use and Recovery on June 30, 2025.
· Sheilah Gauch reported that PANDAS/PANS Awareness Day will take place on October 9, 2025.  Observances will include lighting of various landmarks including the Zakim Bridge, Mass. Pike billboards, 30 banners along Tremont and other major streets in Boston and Cambridge, which will include PANDAS/PANS symptoms, and will be displayed for six weeks.
· Jennifer Vitelli and Sheilah Gauch reminded that the Look. Walk Making Strides for PANS & PANDAS will take place on October 4, 2025 on the Boston Common.  Events will include speaker Dr. Jennifer Frankovich and an award honoring Margaret Chapman.  Outreach packets are being sent to Massachusetts pediatricians and mental health providers.  Registration link to participate in person or virtually can be located here.
Guest Speaker: MassHealth – Camille Pearson
Council co-facilitator Jennifer Vitelli introduced Camille Pearson, MassHealth Legislative Director and Language Access Coordinator, noting that in addition to Ms. Pearson’s professional roles and qualifications and her excellence in constituent services, Ms. Pearson has lived experience as the parent of twins with varied health needs.  Her support, availability and expertise have been appreciated by the PANDAS/PANS community.
Ms. Pearson presented PowerPoint slides providing an overview of:
· MassHealth’s mission as the combined Medicaid and Children’s Health Insurance Program (CHIP) for Massachusetts.  She noted that MassHealth is strongly mission-driven. 
· MassHealth’s budget (~$21B in FY25 which includes ~$12B in federal revenue and ~$8B estimated net spend).  Massachusetts receives approximately 50% federal reimbursement.
· Caseload (MassHealth covers more than 2 million people or approximately 30% of all MA residents, including 48% of all MA children/youth age 0-20 years, and 37% of births in MA).
· Caseload breakdown (~2% are children/youth with disabilities (42,901 children), 32% are non-disabled children, and 11% are adults with disabilities).
· Plan types, including those in the managed care or Fee for Service delivery systems
· Categorical and financial eligibility requirements
· Five coverage types (MassHealth Standard, CommonHealth, CarePlus, Family Assistance, and Limited), as well as the Children’s Medical Security Plan (CMSP) and their benefit packages and covered services
· The disability determination process, including the definition of disability and the process to obtain a disability determination.  MassHealth uses the Social Security Administration’s (SSA) definition of disability.  Disability determination is made by Disability Evaluation Services (DES) unless the applicant has already been determined disabled by SSA or has been certified as legally blind by the MA Commission for the Blind (MCB).  An applicant or MassHealth member may submit a Child (age 0-17) or Adult (age 18+) Disability Supplement to request a clinical evaluation to determine disability.
· MassHealth Premium Assistance for members who have access to Employer-Sponsored Insurance (ESI).
Ms. Pearson noted that members with disabilities are a minority of MassHealth members but have higher utilization of services.
Most members are in MassHealth managed care delivery systems including Accountable Care Organizations (ACOs).  Some members are “dually eligible” for MassHealth (Medicaid) and Medicare.  They are usually in One Care (those <65 yrs old) or Senior Care Options (>65 yrs old).  Members who have Employer-Sponsored Insurance (ESI) may have MassHealth as secondary coverage with a Fee for Service delivery system.  About 33% of MassHealth members are in Fee for Service, MassHealth Limited, or have MassHealth as secondary coverage with MassHealth Premium Assistance.
MassHealth is a payor of last resort.
Ms. Pearson highlighted topics that may be important for services and treatment for members with PANDAS/PANS:
· MassHealth Long-Term Services and Supports (LTSS) include Personal Care Assistant (PCA) services and both emergency and non-emergency medical transportation.
· MassHealth pharmacy services use an open formulary that covers any FDA approved drugs.  There may be Prior Authorization (PA) requirements. 
· Durable medical equipment (DME) for infusions is covered without a Prior Authorization.
· Income level is not an eligibility factor for an individual who is disabled, and they are eligible for MassHealth CommonHealth without regard to income.  Ms. Pearson shared her own lived experience as a MassHealth consumer, as the parent of children covered by MassHealth CommonHealth.
· A person may be determined disabled by Social Security, by the Massachusetts Commission for the Blind (MCB) through a Certificate of Blindness, or by Disability Evaluation Services (DES).  DES uses the same disability definition and criteria as the Social Security Administration: the person is “unable to engage in Substantial Gainful Activity (SGA) because of a medically determinable physical or mental disability(ies) that has lasted or is expected to last for a continuous period of at least 12 months or is expected to result in death.” 
· A DES disability determination can be obtained by filing a MassHealth application responding affirmatively to the questions about disability, or by filing a Disability Supplement at any time, which will trigger DES to initiate a disability determination.
· MassHealth Premium Assistance may help a member pay for Employer Sponsored Insurance (ESI) if it is available to them, through a reimbursement towards the ESI premium cost.  Having dual insurance can benefit the member by providing more comprehensive coverage than ESI alone.  MassHealth Premium Assistance reduces the cost of the CommonHealth premium and may lower the cost of insurance for other family members on the ESI plan even if they don’t qualify for MassHealth.  If the member loses MassHealth coverage, MassHealth Premium Assistance also ends.
Question & Answer Period with Ms. Pearson
· Council co-facilitator Sheilah Gauch thanked Ms. Pearson for her presentation.  She shared that her children had MassHealth CommonHealth as children but then lost MassHealth as adults because they were found not to meet the SSA adult definition of disability.  Ms. Pearson agreed that the SSA disability criteria change at age 18 years from the child standard to the adult standard.  The child disability standard can be easier to meet, so some young adults who previously met the child standard may not meet the adult standard and therefore may lose CommonHealth eligibility.

· Ms. Pearson explained an alternative route to comprehensive MassHealth coverage for some adults with special health needs.  MassHealth CarePlus covers adults age 21-64 whose income is <133% of the Federal Poverty Level who do not have Medicare.  CarePlus may be their sole coverage or, for a person with private insurance, may be secondary coverage.  The member may also qualify for MassHealth Premium Assistance.  CarePlus does not cover Long Term Services and Supports to the extent that CommonHealth does.  However, CarePlus members who are medically frail can be upgraded to MassHealth Standard.  If a young adult is no longer a tax dependent, they can be their own MassHealth household and qualify for CarePlus if they are income-eligible.  They may then be eligible to upgrade to MassHealth Standard if they are considered medically frail due to heightened medical needs.
· Ms. Pearson also noted that during the COVID-19 Public Health Emergency (PHE), MassHealth temporarily paused eligibility re-determinations.  Therefore, some young adults who turned 18 during the PHE did not need to meet the adult disability standard until after the PHE ended.

· Council co-facilitator Jennifer Vitelli then read some questions that had been outlined by Council members before the meeting:
· Question: Will MassHealth cover services by a non-MassHealth provider or an out-of-network provider due to the shortage of providers with PANDAS/PANS expertise?  Ms.  Pearson replied that it depends whether the member is in a MassHealth health plan such as an ACO (Accountable Care Organization) or in Fee for Services, such as when MassHealth coverage is secondary to other coverage.  There is more flexibility in a MassHealth health plan.  On a case-by-case basis, a health plan can agree to enter into a single care agreement with a provider.   A single care agreement isn’t possible in FFS service delivery due to federal funding restrictions.  In addition, a single case agreement is easier with a Massachusetts provider.  Covering an out-of-state provider may be approved in unusual situations if there are no, or only one, in-state provider that can provide the service.
· Question: How does MassHealth assist families who have been denied coverage for PANDAS/PANS treatment by their primary insurance?  Ms. Pearson replied that the claim must first have been submitted to the primary insurance and the denial must be sent to MassHealth.  MassHealth then usually requires a Prior Authorization and then may cover the service. 
· Question: Does MassHealth track any data related to prevalence of PANDAS/PANS?  Ms. Pearson replied that MassHealth does not.  It would be difficult to do so because other diagnoses, such as other autoimmune or rare conditions, may use the same drugs or treatments.
· Question: Are there people within MassHealth in addition to yourself who are knowledgeable about PANDAS/PANS who could be a resource for families?  Ms. Pearson replied that there is a dedicated MassHealth office that focuses on children, families, maternal health, and EPSDT (Early and Periodic Screening, Diagnostic, and Treatment).  Sarah Krinsky is the Clinical Lead.  Another resource is the Office of Behavioral Health regarding the psychiatric side of symptoms.  Ms. Pearson thanked Jennifer Vitelli, Sheilah Gauch and Karen Colwell for first introducing her to PANDAS/PANS some years ago.  Council member Karen Colwell noted that one of the first issues they brought to Ms. Pearson was the difficulty of getting a claim denial from the primary insurance, which is necessary before MassHealth can cover care, when the primary insurance did not recognize PANDAS/PANS as a diagnosis.

· Council member Margaret Chapman noted that she is an out-of-network provider for MassHealth and has found that a single case agreement isn’t available unless the provider joins the MassHealth Fee for Service network or the member’s MassHealth health plan’s network.  Ms. Pearson replied that she understands that providers may have concerns about joining the MassHealth network, as its administrative requirements can be time-consuming.  Ms. Pearson invited providers to reach out to her and she can help connect them with the health plan and streamline navigating MassHealth Provider Services.
Jennifer Vitelli thanked Ms. Pearson on behalf of the Council and the PANDAS/PANS community.  Ms. Pearson left the meeting.
Discussion: Guest Speaker Debrief
Jennifer Vitelli noted that there had not been time to get to some of the discussion questions the Council had outlined, such as what professional development on PANDAS/PANS has MassHealth had and what do they need?  What barriers have they experienced working with PANDAS/PANS families?
Michelle Pinto suggested the Council follow up with additional questions for Ms. Pearson.  She suggested some of this information be included on the PANDAS/PANS webpage.  She asked how this information could translate to support for families.
Michelle Pinto expressed concern that vulnerable families often have trouble navigating MassHealth and may not realize what they’re eligible for.  She felt there should be more than one person at MassHealth well informed about and able to assist PANDAS/PANS families, such as in specialized units like MassHealth Premium Assistance.  She also would like more information on the difference between single provider contracts in the FFS and ACO delivery systems.
Kathleen Maher asked whether Ms. Pearson could provide a flowchart or could DPH create visual aids illustrating the multistep MassHealth eligibility process?
Melissa Glynn-Hyman asked how does MassHealth vet providers to get them onto their networks?
Jennifer Vitelli asked what is the role of MassHealth Assisters and the Ombudsman?  Are they informed about PANDAS/PANS?
Lisa Sheehy, DPH, noted that MassHealth contracts with Health Care for All, hospitals and health facilities, and non-profit organizations to provide Certified Application Counselor and Assister services to help the public apply for MassHealth.  MassHealth also contracts with a non-profit agency to provide MyOmbudsman services to help MassHealth members to understand their rights and access services through their MassHealth health plans (not for MassHealth application assistance but for assistance accessing services for those who are already MassHealth members.)  Resources included below:
· MassHealth Assisters 
· Health Care for All Helpline
· MyOmbudsman 
· DPH Community Support Line for Children & Youth with Special Health Needs for resource and benefits information and technical assistance including MassHealth and public benefits: (800) 882-1435. 
· Mass. Family Voices Family-to-Family Health Information Center at the Federation for Children with Special Needs
Margaret Chapman noted that if there is a denial for a prescription, pharmacies provide immediate support to figure out what is wrong and how to resolve it.
Lisa Grisolia noted that she thinks approval is faster if there is a pre-existing condition.
Melissa Glynn-Hyman asked, does MassHealth still provide 3 months retroactive coverage before the month of the MassHealth application?  Lisa Sheehy replied that her understanding is that MassHealth currently does provide 3 months retroactive coverage for MassHealth members if they would have been eligible during the retroactive period (for example, they were Massachusetts residents). 
Amy Benison asked Council members to please send any follow-up MassHealth questions to Amy Benison and Lisa Sheehy to be shared with Ms. Pearson.
Discussion: Future Guest Speakers
Amy Benison recapped that previously the Council has agreed to invite guest speakers representing the Mass. Department of Children & Families (DCF) and the Department of Youth Services (DYS).  A DCF representative is planning to attend either the November or January meeting.  The Council has also discussed inviting the Office of the Child Advocate (OCA) and the Interagency Review Team for Complex Cases (IRT) this year.
Discussion of questions for DCF:
Amy Benison: The standardized list of guest speaker questions will be provided to DCF.  What additional questions do Council members have? 
Michelle Pinto: Has DCF had education on PANDAS/PANS?  Are they open to receiving education?  Have they been involved with or served any PANDAS/PANS families?  I am aware that some families have had negative interactions with DCF, but I don’t know all the details.
Melissa Glynn-Hyman: What does DCF do for a child with PANDAS/PANS in DCF custody?  What treatment do they receive?
Michelle Pinto: If a hospital files a 51A on a parent because there are disagreements about how to care for a child with PANDAS/PANS, what is DCF’s protocol?  What is the legal process?  What recourse does the parent have?  Could something be put in place to help?  Also, schools often file when children miss school due to PANDAS/PANS or when schools and parents disagree about the care or supports for a child with PANDAS/PANS.  How does DCF interact with schools in these situations?
Amy Benison: Are there disparities in DCF cases and outcomes among PANDAS/PANS families?
Sylvia Fogel: Hospital training programs instruct clinicians and other practitioners on how to identify medical abuse.  These programs often highlight factors, such as a child having multiple medical providers or a controversial diagnosis, to be considered warning signs of medical abuse.  However, families of children with PANDAS/PANS may have similar experiences.  How does DCF distinguish when these factors may or may not indicate medical abuse? 
Lisa Grisolia: Is there a DCF liaison to the courts that the Council could speak with about PANDAS/PANS, similar to education that has been done in courts in Rhode Island?
Jennifer Vitelli: How is consistency assured across DCF regions?  How does DCF interact with a child’s external PANDAS/PANS providers and care team?
Discussion: Receiving Public Comment
Amy Benison shared that the Council has briefly discussed whether the Council wishes to receive public comment.  If so, what would be the purpose?  How often?  In what format? A certain public comment period at the beginning of each Council meeting, a full meeting dedicated to receiving public comment, or other format?  Currently, Council meetings are open to the public subject to the Open Meeting Law, and 3 or 4 members of the public usually attend to listen. 
Meeting Consultant Casey Hall shared that other boards and councils at DPH do not receive public comment.  If the Council considers opening to public comment, it would be necessary to consult with DPH Legal.  Public commenters would be required to sign up in advance of the meeting.
Michelle Pinto asked whether a request for public comment has come from the public?
Jennifer Vitelli stated that she proposed the Council receive public comment and feels it would be valuable for the Council to hear the public’s experiences.  A possible format would be the first 10 minutes of every meeting.  
Kelli Kennedy agreed it would be valuable although may be overwhelming.  
Jennifer Vitelli shared that the Council would receive comment but would not respond.  The comments could inform future agendas.
Karen Colwell asked, should public comment be heard outside of a meeting subject to Open Meeting Law?  Could the Council adjourn and hold a public comment period for 15 minutes after the Council meeting?
Jennifer Vitelli shared that comments should be captured in the minutes.  Comments would not be a discussion with the Council.  Commenters would come with a prepared statement.
Casey Hall shared that other commissions sometimes have presentations by a patient or family caregiver by prior invitation.  That is different than receiving public comment.
Sylvia Fogel agreed she would like to hear public comments.
Amy Benison shared that the Council could establish guidelines on what may be presented, decide how much time to allocate, and establish a time limit per commenter.
Michelle Pinto agreed that short focused public comments would be valuable and would give the Council direction from the public to work on.
Julia Zhang asked if it would be legally permissible, receiving public comment on the website would be more accessible.  She noted she would support receiving public comment either way.
Amy Benison and Lisa Sheehy will consult with DPH Legal and will return to this discussion with further information at the November or January meetings. 
Discussion: Next Annual Cycle
Amy Benison reviewed the Council’s annual cycle and timeline as set out in the meeting slides. 
Amy Benison noted that:
· Open Meeting Law recertifications from Council members are due.
 
· Writing the 2025 report should start now.  Parts of the report may not need to be updated and may be substantially the same as in the 2024 report.  The Council may wish to update the section on recent research.  The Council will need to consider and develop its recommendations including any to be carried forward from the previous report and any new or updated recommendations.

· Amy asked who is interested in being part of the report writing process?  Several members expressed thanks to the previous year’s writing group led by Michelle Pinto and Sylvia Fogel.  It was agreed that Michelle Pinto and Sylvia Fogel will co-chair the 2025 writing process.   Council members Jennifer Vitelli, Blake Poggi and Melissa Glynn-Hyman will participate in the writing group.

· Amy Benison will lead the build-out of the DPH PANDAS/PANS webpage and will need a couple Council members to work with her.  The prior Education work group compiled good resources that can provide a starting point.  Alternatively, the Council could work on the website at a Council meeting.
Wrap Up: Next Steps  
· Amy reviewed the next steps: 
· Next Meeting: Wednesday, November 12, 2025, 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 November agenda.    
· Anything else? 
Vote to Adjourn  
Jennifer Vitelli moved to adjourn.  Kelli Kennedy seconded.  Approved unanimously.  
