PANDAS/PANS Advisory Council Meeting Minutes 
November 12, 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 (Peggy) Chapman, APRN, MSN, PNMHCNS, Karen Colwell, Sheilah Gauch, LICSW, MEd, Melissa Glynn-Hyman, LICSW, Lisa Grisolia, Kelli Kennedy, MD, FAAP, Mark Pasternak, MD, Michelle Pinto, RN, Blake Poggi, MA, CCC-SLP, Jennifer M. Vitelli, MBA, Yujuan (Julia) Zhang, MD.   
Public Attendees: 1
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 ten Advisory Council members in attendance, with one member joining later in the meeting, for a total of eleven members.
A roll call vote was taken to approve the September 10, 2025 Meeting Minutes.  Motion by Sheilah Gauch, seconded by Jennifer Vitelli.  Passed on a vote of 9 Yes and 1 Abstain.
	Member
	Present (X=present, 
-- = absent)
	Vote to Approve Minutes (Yes, No, Abstain, Not present for vote)

	Margaret Chapman, APRN, MSN, PNMHCNS 
	X
	Yes

	Karen Colwell 
	X
	Not present for vote 

	Sylvia Fogel, MD 
	--
	Not present for vote

	John Gaitanis, MD 
	--
	Not present for vote 

	Sheilah Gauch, LICSW, Med 
	X
	Yes 

	Melissa Glynn-Hyman, LICSW  
	X
	Yes 

	Lisa Grisolia 
	X
	Yes 

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

	Kelli Kennedy, MD, FAAP 
	X
	Yes 

	Mark Pasternack, MD 
	X
	Abstain 

	Michelle Pinto, RN 
	X
	Yes

	Blake Poggi, MA, CCC-SLP 
	X
	Yes

	Jennifer Vitelli, MBA 
	X
	Yes

	Kyle Williams, MD, PhD 
	--
	Not present for vote

	Yujuan Zhang, MD 
	X
	Yes



Agenda  
Amy Benison reviewed the agenda:   
· Welcome: Roll Call & Vote to Approve September Minutes 
· Announcements: General Announcements & Housekeeping 
· Discussion: 2025 Guest Speakers Reflection 
· Discussion: AAP’s Clinical Report
· Discussion: 2026 Priorities
· Discussion: DPH Webpage
· Wrap Up: Next Steps
· Vote: Adjourn

Amy Benison reviewed the Council’s statutory authority and mandate.
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   
· 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.  She reminded Council members that their Open Meeting Law review certification forms are due and should be submitted to Madelyn.M.Goskoski@mass.gov. 
Announcements: General & Housekeeping  
Co-facilitators of the PANDAS/PANS Advisory Council Sheilah Gauch and Jennifer Vitelli shared general announcements with the Council as follows:  
· Jennifer Vitelli: The Look. Foundation Walk on October 4, 2025 was a big success with over 800 people participating.
· Jennifer Vitelli: H.1249/S.805, An Act relative to PANDAS/PANS screening in medical/clinical settings, had a hearing before the Joint Committee on Financial Services.  S.1415, An Act relative to PANDAS/PANS, was reported out of the Committee on Mental Health, Substance Use and Recovery and referred to the Joint Committee on Health Care Financing.
· Jennifer Vitelli: The National PANDAS/PANS Youth Alliance celebrated one year as the first 501(c)4 centering PANDAS/PANS, led by young adults who have healed from or have long-term PANDAS/PANS. 
· Sheilah Gauch: The annual Alex Manfull 5K Run/Walk will be held in Washington DC on June 13, 2026. 
· Blake Poggi: The National Alliance for PANS/PANDAS Action (NAPA) will join the Alex Manfull Fund for Capitol Hill Day.  NAPA has been invited to PRMRP portfolio meetings for medical research priorities and invited to partner with the Center for Lyme Action (CLA), a powerful organization that has a full-time lobbyist in DC raising awareness of post-infection issues.  These achievements are due to advocacy by families, especially military families.
· Jennifer Vitelli: Look. Foundation family grant applications are open until 12/4/25 at www.lookfoundation.org. 
· Jennifer Vitelli: Jennifer Vitelli, Sheilah Gauch and Julia Zhang met with Kim Irving, director of the MA Interagency Review Team for Complex Cases (IRT) and will be presenting about PANDAS/PANS to that group this winter. 
Discussion: 2025 Guest Speakers Reflection
Amy Benison noted that the Council will spend time in the meeting reviewing its discussions with guest speakers. As the Council does so, the Council may consider whether to change, add to, or remove any of the recommendations in its earlier reports, and whether there should be any changes in the Council’s priorities.

DMH: 
Amy Benison reviewed the highlights from the Council’s discussion on 1/8/25 with guest speakers from DMH.
· PANDAS/PANS is not a qualifying diagnosis for DMH unless a comorbid mental health condition exists.
· DMH has limited data, funding, and staff training on PANDAS/PANS.
· DMH is open to more education and collaboration with community partners.
· DMH children’s services primarily focus on children with severe mental illness.
· Advocacy would be necessary to change DMH regulations to expand eligibility.
· Council members urged more training and consistency across DMH offices.

DMH Discussion:
· Peggy Chapman and Sheilah Gauch noted the difficulty that all children with PANDAS/PANS have comorbid mental health conditions, yet PANDAS/PANS itself is not a qualifying diagnosis for DMH. 
· Michelle Pinto: The DMH regulations should be amended to include PANDAS/PANS as an eligible diagnosis.  DMH is considered the state’s mental health authority and it’s a big gap when PANDAS/PANS is not included in DMH services.
· Sheilah Gauch noted that currently no state agency is responsible to receive 688 transition referrals for students with PANDAS/PANS.  PANDAS/PANS should be considered to fit in a multidisciplinary “bucket”, not solely within DMH.
· Peggy Chapman noted that many medical illnesses, such as lupus and seizure disorders, can cause psychiatric conditions.  Sheilah Gauch said that training is necessary to equip DMH staff whether to rule out medical diagnoses.  There was discussion of whether DMH could mandate this training for all staff.  Kelli Kennedy and Jennifer Vitelli suggested, and there was general agreement, that the Council should recommend that DMH make information and training available to all staff about the psychiatric manifestations of medical illnesses (such as PANDAS/PANS, lupus, seizure disorders, autoimmune encephalitis (AE), and others).
· The Council recommends that DMH conduct a prevalence study of PANDAS/PANS.

DDS: 
Amy Benison reviewed the highlights from the Council’s discussion on 5/14/25 with the guest speaker from DDS.
· DDS leadership is open to education and collaboration on PANDAS/PANS, including training and leveraging family support centers to better assist affected families.
· Both DDS and Council members have observed increasing complexity of needs among individuals served, particularly within the PANDAS/PANS community.
· Council members strongly support implementing mandatory, standardized PANDAS/PANS training across state agencies, potentially through statewide coordination, legislation, or professional certification models.
· Advocacy with state leadership and the Governor was recommended to promote training mandates, increase awareness, and support systemic improvements for individuals with PANDAS/PANS.

DDS Discussion:
· The Council felt that DDS was receptive to the opportunity to collaborate, however, PANDAS/PANS is not a qualifying diagnosis for DDS. 
· Sheilah Gauch noted that PANDAS/PANS often is comorbid with Autism Spectrum Disorder, Down Syndrome, and other Intellectual/Developmental disabilities.
· Sheilah Gauch, Jennifer Vitelli, and Michelle Pinto noted that again, training was a main theme.  The DDS speaker mentioned training for DDS area offices and regional group homes and suggested the Governor could be asked to support a training mandate.
· Karen Colwell: The screening bill H.1249/S.805 could be a vehicle for a mandate for agencies to receive training and to include PANDAS/PANS screening in their intakes.  
· Peggy Chapman: The Legislature could modify the bill to specify which agency/ies would screen. If the bill passes, what agency will be assigned to implement it? 
· Jennifer Vitelli: The bill could be amended in conference committee. 
· Jennifer Vitelli: The Council could recommend licensed clinicians such as social workers, mental health counselors, physicians, psychologists, licenses child-serving facilities, and agency staff be required to screen.  
· Peggy Chapman: the recommendation could include DMH, DCF, DDS.  
· Jennifer Vitelli: DPH would establish a screening program. 
· Blake Poggi: Clinicians making a mental health diagnosis for a child could be required to screen.
· Peggy Chapman and Jennifer Vitelli: That follows the Consortium guidelines to screen annually at well child visits.
· Amy Benison summarized this discussion as potential Council recommendations that the language of the screening bill be amended and implementation requirements for state agencies be added.

DPH: 
Amy Benison reviewed the highlights from the discussion on 7/9/25 with Elaine Gabovitch from DPH.
· The DPH Division for Children & Youth with Special Health Needs (DCYSHN) supports youth and families with a broad definition of “special health needs” that is not diagnosis-specific.
· DCYSHN has taken steps to educate staff and strengthen support for PANDAS/PANS, such as facilitating engagement with the IRT.
· Opportunities are underway to educate school nurses and crisis support staff about PANDAS/PANS.
· DCYSHN and the Council will create a PANDAS/PANS resource page on the DPH website.
· Council emphasized ongoing education for state agencies and continued engagement with guest speakers to advance recommendations.
DPH Discussion:
· Michelle Pinto asked for clarification about the training DPH staff has received and work done with school nurses.  Amy Benison shared that Sheilah Gauch provided a training to DCYSHN staff, the Community Support Line now has more resources and information, and DCYSHN Complex Care director Katja Gerhardt is exploring PANDAS/PANS education to school nurses through CMC-Share.
· Jennifer Vitelli: The Council should carry forward all the recommendations it made for DPH.  There was agreement that no new recommendations need to be added and the Council looks forward to building a DPH webpage. 
· There was discussion of the Council’s recommendation that DPH conduct a prevalence study, and whether the Council should move this recommendation from DPH to DMH.  Amy Benison said DPH epidemiologists have been consulted and discussed the difficulties of studying prevalence without an ICD code.  They would be willing to attend a future Council meeting to discuss.  
· Jennifer Vitelli noted that pending legislation would require DMH and DESE to study prevalence.  Sheilah Gauch said those would be a different kind of prevalence study.  
· Peggy Chapman said the recommendation should not be moved from DPH, which recognizes PANDAS/PANS, to DMH.   
· Sheilah Gauch felt a prevalence study should be added to the Council’s recommendations for DMH but not removed from recommendation for DPH.  There was general agreement with this conclusion.

MassHealth: 
Lisa Sheehy reviewed the highlights from the discussion on 9/10/25 with Camille Pearson from MassHealth.
· Children and adults determined disabled are eligible for MassHealth CommonHealth without regard to income.
· A disability determination can be obtained when applying for MassHealth or at any time by filing a Disability Supplement, unless already found disabled by Social Security (SSA) or blind by Massachusetts Commission for the Blind.  DES and SSA use the same disability standard.
· MassHealth may be sole or secondary coverage.  Dual insurance provides additional coverage and services. Most families are eligible for MassHealth Premium Assistance.
· MassHealth uses an open formulary that covers any FDA approved drugs.
· MassHealth may cover services after denial by primary insurance subject to any MassHealth Prior Authorization.
· A single care agreement for out-of-network provider may be available for members of a MassHealth health plan but not Fee For Service delivery.  Coverage for out-of-state providers may be approved when no or only one Massachusetts provider is available.
· MassHealth does not track data related to PANDAS/PANS. Use of same drugs and treatments for other diagnoses makes this difficult.
· Additional MassHealth resources include its units on child, family, and maternal health, and behavioral health.
MassHealth Discussion:
· Michelle Pinto and Jennifer Vitelli: Many children with PANDAS/PANS who have MassHealth when they’re under 18 no longer qualify when they turn 18 and they lose their MassHealth coverage.
· Lisa Sheehy: The disability standard is different for minor children under age 18 and for adults age 18 and older.  For both, the standard requires a condition that is long-lasting (has lasted or is expected to last 12 months or more).  However, for children, the standard is based on how the condition affects the child’s functioning, but the adult standard is based on whether the adult is able to work at a substantial gainful level.
· Sheilah Gauch said MassHealth follows federal guidelines.  People over 18 can still qualify with mental health diagnoses but not with PANDAS/PANS. 
· Peggy Chapman confirmed that in her experience the adult criteria are heavily based on ability to work including emotional state, as demonstrated through a provider.  The result of applications seem variable. 
· Karen Colwell, Peggy Chapman and Melissa Glynn-Hyman: The different standards for people under and over age 18 are complex and confusing.  For many families, it is difficult to navigate reapplying when a young person turns 18. 
· Blake Poggi noted that disability determinations are not conducted within MassHealth but by Disability Evaluation Services, a separate entity.  Blake suggested that people who reapply at 18 should be reviewed internally.
· Michelle Pinto said that Camille Pearson has been helpful to families navigating the process.  She can’t make them eligible but can help with navigation.  While this is helpful for parents who are strong advocates, Michelle notes it raises equity issues for parents who may not know how or be able to fight in this way.  Michelle suggested that the DPH or MassHealth websites should include information to help families with navigation.
· Amy Benison asked what recommendation the Council should make to MassHealth.  Is there a particular ask for MassHealth on information to post on the website, what the process could look like for a family?  
· Jennifer Vitelli suggested speaking with Camille about a possible recommendation.  Amy Benison suggested following up with Camille for suggestions about helpful resources.
· Karen Colwell added that people need to know how to reach the right support and get the correct forms.  They need to know how to find out what is happening to the application after it’s submitted.  
· Lisa Sheehy shared that there are various kinds of help through MassHealth including Certified Application Counselors and Navigators at hospitals (people don’t need to be a patient of the hospital) https://www.mass.gov/how-to/find-help-with-your-masshealth-insurance-application, MassHealth Enrollment Centers https://www.mass.gov/info-details/schedule-an-appointment-with-a-masshealth-representative, Health Care for All Helpline https://hcfama.org/hcfas-helpline/, and non-MassHealth supports like the Family-to-Family Health Information Center at the Federation for Children with Special Needs.  MyOmbudsman  https://www.myombudsman.org/ is a MassHealth-supported service assisting people who are current MassHealth members.

DOI:
Amy Benison reviewed the Council’s past recommendations for DOI and asked whether these should be adjusted or added to.
· Jennifer Vitelli noted that the Council recommended DOI develop a vetted list of providers but the list that was developed isn’t vetted.  It is a list that people add their own names to.
· Jennifer Vitelli also noted that Kevin Beagan did put together guidance for families on how to access external review when coverage of PANDAS/PANS treatment is denied, but it has not been published. Jennifer will follow up with him to see if it can be published on the DOI website so the DPH website can link to it or include it in the upcoming report. 
DESE:
Amy Benison reviewed the past recommendations for DESE and asked whether these should be adjusted or added to.
· The Council agreed that all of these recommendations should be carried forward because there has not been any progress. 
Discussion: AAP’s Clinical Report and the Rebuttals
Amy asked the Council how they would like to reference the American Academy of Pediatrics (AAP) report in the Council’s annual report and whether any recommendations should follow. 
· Mark Pasternak said the Council should acknowledge the publication of the AAP report but note that it was felt to be controversial and was followed by a number of comments in Pediatrics addressing areas of controversy.  AAP has not responded to the comments.  AAP guidelines should not supersede current evidence-informed practices and treatment protocols.
· Kelli Kennedy suggested the Council should say the AAP report goes against current well-founded practices (Neuroimmune Foundation clinical guidance, JCAP).
· Michelle Pinto said the report minimizes testing GAS (Group A Strep), suppressive antibiotic therapy, and use of IVIG.  It is being used by insurers to justify treatment denials.
· Julia Zhang shared that IVIG is being denied based on the AAP report.  Clinicians are now explicitly addressing the AAP report in appeals of denials.  Children usually apply for MassHealth when denied by employer sponsored insurance.
· Michelle Pinto said that she used ChapGPT to summarize the report.  ChapGPT indicated the report was a clinical report, not a mandatory directive, and could be used by insurers to deny treatment claims.
· Michelle Pinto stated that she and Sheilah Gauch don’t want to validate the AAP report by giving it its own section in the Council’s report.
· Jennifer Vitelli noted that the rebuttals to the AAP report are impressive and suggested referencing the rebuttals in the Council’s commentary and include a link to the AAP report and the rebuttals.  Peggy Chapman and Sheilah Gauch agreed.
· Jennifer Vitelli suggested the Council report include a new section like “Year in Review” highlighting milestones this year, many of which have been very positive, and place the AAP report in that section.  Michelle Pinto agreed there are many good news stories. 
· Peggy Chapman noted that some states passed PANDAS/PANS legislation this year.  Massachusetts moved from a PANDAS/PANS Awareness Day to a week.  
· Amy Benison cautioned that, to remain within the Council’s scope and keep the report focused, national news should be included strategically to support the Council’s recommendations or to show the reader that awareness and support are growing across the state and country.
Discussion: DPH Webpage
· Jennifer Vitelli presented her draft outline for a PANDAS/PANS page on the DPH website.  Jennifer used the Early Psychosis webpage on mass.gov as a model.  Pages would include:
· About
· What are PANDAS and PANS?
· Diagnosis 
· Treatment
· FAQs
· Resources
· Advisory Council
· Contact 
· Jennifer noted that information about diagnosis and evaluation could be sourced from the Journal of Child and Adolescent Psychopharmacology (JCAP) and the PANDAS Physicians Network’s diagnostic guidelines.  JCAP’s screening tool could be a downloadable document.  Would the Council come up with a Massachusetts Primary Care Evaluation Checklist?  
· Amy Benison said everything will need to be clearly cited.  The Council cannot create its own treatment guidelines.  We can consider linking to guidelines, screeners and existing trainings.
· Sheilah Gauch noted that there is a PANS screener that could be a downloadable PDF.
· Jennifer Vitelli stressed that the webpage should include resources for families and providers.  She noted there is a printable symptom tracker.  Also, various Council members have done trainings that are published.  Could the webpage link to them?
· Michelle Pinto noted that the Early Psychosis page includes a lot of resources and can be a good model. She suggested the PANDAS/PANS page should include Transition Resources for youth and young adults (age 16-22) as well as the Massachusetts Behavioral Health Helpline.  Peggy Chapman suggested asking MBHH to present to the Council.
· Julia Zhang suggested the Council connect and collaborate with the creators of the Early Psychosis page, noting that it doesn’t mention PANDAS/PANS.  
· Peggy Chapman said that MGH and other major medical centers are doing a lot of work on Early Psychosis, which can look like schizophrenia but may not be.  She didn’t know the state is doing anything on this.
· Amy noted that DMH, which sponsors the Early Psychosis page, and DPH have different legal teams and leadership, and webpage guidelines may differ.  Additionally, different programs can post different levels of detail based on their governmental role and expertise. The Council can still likely use the Early Psychosis page as a model and governmental pages will likely have similar guidelines.  For our webpage, we will need to ensure anything we post is vetted and links to external sites. 
· There was general approval of Jennifer’s draft outline.
· Amy Benison explained the next steps.  Amy will share the draft outline with DPH Communications for any input or concerns.  Then the Council can continue to build out the resources and links. 
· Jennifer Vitelli said she would like to get the webpage out in the first half of 2026.  Amy estimated that DPH Communications would need about a month to launch the webpage once the content is finalized.
· Jennifer will share the link to the outline.  Jennifer and Amy reminded Council members to send any comments or edits directly to Jennifer.  Please do not edit or insert comments into the document, and do not share comments as a group due to Open Meeting Law requirements.
Wrap Up: Next Steps  
Amy Benison briefly reviewed the Council’s annual cycle and timeline as set out in the meeting slides.  At the January meeting, Dr. Eileen Costello, DCF Medical Director, will present.
· Next Meeting: Wednesday, January 14, 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 January agenda.    
· Anything else? 
Vote to Adjourn  
Mark Pasternak, Lisa Grisolia, and Melissa Glynn-Hyman needed to leave shortly before 6:00 PM and were not presenting for the adjourning vote.
Jennifer Vitelli moved to adjourn.  Kelli Kennedy seconded.  With 8 Yes votes, the motion was approved.  The meeting was adjourned at 6:01 PM. 
	Member 
	Vote to Adjourn (Yes, No, Not present) 

	Margaret Chapman, APRN, MSN, PNMHCNS  
	Yes

	Karen Colwell  
	Yes

	Sylvia Fogel, MD  
	Not present

	John Gaitanis, MD  
	Not present

	Sheilah Gauch, LICSW, Med  
	Yes  

	Melissa Glynn-Hyman, LICSW   
	Not present

	Lisa Grisolia  
	Not present

	Kathleen Maher, MS-PHCNS, RN  
	Not present

	Kelli Kennedy, MD, FAAP  
	Yes

	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


 



