PANDAS/PANS Advisory Council Meeting Minutes 
March 11, 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; Margaret (Peggy) Chapman, APRN, MSN, PNMHCNS; Karen Colwell; Sheilah Gauch, LICSW, Med; Melissa Glynn-Hyman, LICSW; Lisa Grisolia; Kathleen Maher, MS-PHCNS, RN; Kelli Kennedy, MD, FAAP; Michelle Pinto, RN; Blake Poggi, MA, CCC-SLP; Jennifer Vitelli, MBA; Yujuan (Julia) Zhang, MD.  

Guests Present: Commissioner Cecely Reardon, JD, MSW, Massachusetts Department of Youth Services. Thula Sibanda, Chief Administrative Officer, Massachusetts Department of Youth Services.  Katherine Perry-Lorentz, DYS.
Public Attendees: 7
Welcome, Open Roll Call & Vote on Meeting Minutes  
A quorum having been reached, Amy Benison called the meeting to order at 4:08pm and managed the virtual open roll call. There was a quorum with eight Advisory Council members in attendance for the vote, with three members joining later in the meeting for a total of eleven members.  Amy led the vote to approve the January 14, 2026 meeting minutes. 
Open Roll Call and Vote on Meeting Minutes 

Jennifer Vitelli made a motion to approve the minutes and Karen Colwell made a second motion.  The motion passed unanimously on a vote of 8 Yes.
	Member
	Present (X=present)
	Vote to Approve Minutes (Yes, No, Abstain, Not present for vote)

	Margaret Chapman, APRN, MSN, PNMHCNS 
	X
	Not present for vote

	Karen Colwell 
	X
	Yes

	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
	Not present for vote

	Kathleen Maher, MS-PHCNS, RN 
	X
	Yes

	Kelli Kennedy, MD, FAAP 
	X
	Yes

	Mark Pasternack, MD 
	-
	Not present for vote

	Michelle Pinto, RN 
	X
	Not present for vote

	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



Relevant Documents for this Meeting: 
· Meeting slides posted with minutes on mass.gov 
· DYS overview slides posted with minutes on mass.gov 
Agenda   
Amy Benison reviewed the following agenda and noted that General Announcements will be moved after the Guest Speaker’s Discussion and Reflection.

· Welcome: Roll Call & Vote to Approve January Minutes ​
· Announcements: General Announcements & Housekeeping ​
· Discussion: Guest Speaker Discussion, Commissioner Reardon​
· Discussion: Guest Speaker Reflection​
· Discussion: DPH Webpage ​
· Discussion: Current PANDAS/PANS Environment ​
· 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 and that the meeting is not being recorded.

Discussion: Guest Speaker Discussion, Commissioner Reardon
DYS Overview 
Commissioner Cecely Reardon, JD, MSW, Commissioner of the Massachusetts Department of Youth Services (DYS) presented an overview, accompanied by a slide presentation, on the Department of Youth Services (DYS), its mission, values, population served, and service continuum.  
DYS, governed by Mass. General Laws Ch. 18A, is the Commonwealth’s juvenile justice agency and is a human-service child-serving agency, located within the Executive Office of Health and Human Services (EOHHS).  Its role spans prevention of youth delinquency, research into its causes, and care of young people found delinquent by courts.  DYS engages youth, families, and communities in strategies to foster positive outcomes for youth, build safer communities, and collaborate for an equitable and fair justice system, guided by values of fairness, transparency, racial equity, and integrity.
DYS serves youth ages 12-22 years.  Operations are divided into five geographic regions covering the state. 
Five categories of youth are served:
1. Youth in diversion: youth in pretrial or pre-adjudication status, who may be pre-arrest.  The MA Youth Diversion Program (MYDP) was started in partnership with the MA Office of the Child Advocate (OCA) as an evidence-based best practice alternative to arresting or prosecuting youth, and as a strategy to address racial and ethnic disparities within the juvenile justice system.  Research shows that diversion reduces the risk of adverse life outcomes, with youth less likely to be re-arrested and are more likely to graduate high school, develop stronger self-regulation, and feel more optimistic about future opportunities.  In addition, the AGO (Attorney General’s Office) Youth Diversion Program is mandatory for youth under age 18 charged with offenses involving child sexually explicit material.

2. Overnight arrest (ONA): DYS provides safe location for youth arrested when courts are closed, who are either ineligible for or unable to post bail, to stay overnight or over the weekend until court reopens.  Most are released the next day in court.  Youth in ONA services can call their parents, are provided food, laundry facilities, in a safe space.  If youth require medical care, the police are required to take them to a hospital, including youth who take medications unless they have their medication with them when arrested.

3. Youth committed to DYS care (also called Detained): Youth detained for delinquency and youthful offender offenses may be committed to DYS care by the juvenile court while awaiting adjudication of their cases if they cannot be released to the community or they have violated the conditions of release.  In these residential placements, DYS provides educational (5.5 hrs/day of school M-F), clinical, health, and recreational services.  Each residential placement has a licensed director and two LCSWs.  Health care providers are usually on site 7 AM – 7 PM and on call 24/7.  Clinical behavioral care is usually Cognitive Behavioral Therapy to help manage triggers and anxiety, rather than individual therapy, because the youth have a Fifth Amendment right against self-incrimination that must not be crossed during therapy.  Health services are provided under DYS’s regional contracts with health care providers including Boston Children’s Hospital (staffed by BCH nurses), Justice Resource Institute (JRI), and UMass Medical Center.  For youth with existing specialists, DYS gets them to their specialists to promote continuity of care.

4. Youth may be committed to DYS custody: after being adjudicated delinquent or as a youthful offender.  Most youth adjudicated delinquent are committed to DYS custody until age 18.  Youth adjudicated as a youthful offender may be committed to age 21.  The goals are treatment and rehabilitation, not punishment.  DYS services for this category of youth are more expansive including educational including HiSet or high school graduation, clinical services, health services, substance use prevention or treatment (no opt-out), vocational programs focused on transferable skills.  A DYS case worker assigned on first day stays with the youth throughout their time in system and afterwards when at home.  Youth are usually in residential placement for 4-6 months and then go home.  When they transition home, DYS helps them get into schools, vocational training, health care and other supports.  DYS partners with families, self-defined very broadly, any adults the youth can rely on.

5. Youth Engaged in Services (YES): Voluntary post-discharge services offered to all committed youth until age 22.  Can enroll and re-enroll up to age 22.  Youth work with their Caseworker and enter into a voluntary agreement for transitional services to meet agreed-upon goals.  Progress towards goals is reviewed every 3 months.  These transitional services support youth when they are at the highest risk of recidivism within the first six months after discharge.  Services include education attainment, job readiness programs, housing assistance, and community support.​
DYS services fit together as a process of intake, assessment of strengths, assets, risks and needs through a lens of positive youth development, followed by a planning meeting with the Treatment Team, the youth and all relevant adults, leading to recommendations about how long the youth needs to be in treatment, where, what level of security.  This is followed by classification, placement, and treatment.  Many youth reintegrate into the community with supervision and community services, while others receive residential services.  Some are discharged from DYS custody at 18 or 21 with the option for voluntary services until they turn 22, continuing with their original DYS caseworker, to help them access what they need to be successful (a place to live, college tuition).
DYS service data: In 2025, DYS served 1188 unique young people committed to care (detained), committed to custody, and those in YES services.  
The residential population was 980.  Among the residential population, about 12% identified as female.  82% were BIPOC youth (showing a disparity compared to 35-40% of all MA youth in this age group).  Overall, 6% identified as LGBTQ, while about 45% of young women and girls did.  40% were involved with DCF at the time of detention, 35% at commitment.
In 2025, 309 youth received Youth in Diversion referrals, and there were 662 Overnight Arrest admissions.  851 had Detention admissions and of these, a small percent were committed to DYS custody (162).  109 received YES services.  An average 65% opt into YES and receive YES services for an average of 1.5 years.
Youth profile: Of detained and committed youth, 60% have needs related to substance use, 45% have ADHD diagnoses (the most prevalent medical condition), 11% carry major mental health diagnoses, 20% have asthma, and 70% use a psychiatric medication including medications for ADHD.
DYS does not have information or data on PANS/PANDAS diagnoses.  DYS does not have the medical records of the youth it serves.  The youths’ medical providers maintain their own records and transfer the records if the youth start care with another provider in another part of state.  DYS is not subject to HIPAA.  The agency is trying to get an Electronic Health Record (EHS) system but doesn’t have one currently.
DYS’s priorities include:
· Safety in residential and community settings, including staff feeling safe and receiving training.
· Opportunities and a sense of openness for young people to express their concerns and grievances.
· Youth and family support and engagement, including support for Family Advisory Councils.
· Working to reduce the need for residential care and promote supports for youth at home.
· Collaboration with partners, welcoming new partners.
· Equity and reducing racial and ethnic disparities.
DYS doesn’t “control our front door”.  No one applies to DYS, they are sent by courts.  In that framework, DYS prioritizes continued system improvement.
Q&A Discussion with Cmr Reardon
Council Co-facilitator Sheilah Gauch thanked Cmr Reardon and facilitated the Q&A discussion.  Sheilah introduced herself as a parent, social worker, and Principal of Dearborn Academy, Newton.  Sheilah comes from a residential treatment context, having worked previously at the Germaine Lawrence program.  She is the parent of two children with PANDAS/PANS.  She shared that one of her children’s PANDAS/PANS was missed for most of his childhood and she believes he would have become involved with juvenile justice or been at high risk of suicide if it had not been identified.  His condition being missed, despite his having many privileges and positive social determinants of health, led Sheilah to think many more children are being missed, especially those already facing trauma and inequity.  Trauma can be a trigger for PANDAS/PANS through a chronic inflammatory response. PANDAS/PANS can occur with looping intrusive thoughts of hurting someone.
Cmr Reardon responded that this is an untapped area of discussion.  During her 17 years as a Public Defender in Boston Juvenile Courts, most of her clients were young people with unmet educational needs, unsafe housing, at risk of the “school to prison pipeline”, with trauma histories and behavioral diagnoses such as oppositional defiant disorder.  Youth served by DYS have trauma histories.  All DYS staff are trained in trauma-informed care.  She has not often seen DYS youth with intrusive thoughts of harming others but a 19% increase in thoughts of self-harm.  It’s difficult to get them to a hospital level of care.  DYS works with sister agencies on this and has educated judges about how unmet behavioral health needs may be addressed in the community.  Cmr Reardon noted there may be missed diagnoses and felt DYS and its health care providers would benefit from information about PANDAS/PANS.
Sheilah summarized her own family’s experience with frequent police presence at their home, compared with the quick stabilization of her child’s behavior once he started taking anti-inflammatory medication.  At Dearborn Academy, an assessment process has been developed that incorporates a rule-out of medical conditions.
Melissa Glynn-Hyman introduced herself as a clinical social worker with 12+ years of experience with children and families affected by PANDAS/PANS, now in private practice and with previous work in community mental health settings, and with lived experience as a parent of a child diagnosed with PANDAS/PANS.  She highlighted that children with PANDAS/PANS are often missed, especially those in demographics who already face barriers to care.  The demographics of her clients in private practice show this – she said they are not the demographic usually seen within DYS.  She also noted that in addition to trauma, environmental and infectious conditions like mold toxicity may be triggers. She also noted that an educational presentation on PANDAS/PANS was offered to judges in Rhode Island, who were very receptive to it.
Cmr Reardon said she will think about how to connect with the Massachusetts trial court’s judicial training academy for a similar opportunity.
Sheilah noted that it has been difficult to bridge across siloes in the medical and mental health fields.  While there are medical champions in the PANDAS/PANS community, some practitioners don’t acknowledge the existence of PANDAS/PANS.  
 Cmr Reardon said that in preparing for this meeting, she read about the disagreement in the medical community regarding PANDAS/PANS.  She noted that this Advisory Council exists to advise DPH and has legitimacy with her.  She is familiar with other medical issues that affect disenfranchised populations which can take time to gain legitimacy.  She will talk with the DYS Director of Medical Services about a presentation on PANDAS/PANS such as a Lunch and Learn.
Sheilah noted that suicidality and intrusive thoughts of self-harm may occur and can end after starting anti-inflammatory medication.  She noted data showing a 144% increase in suicidality in Black youth in the past couple years.  She stressed that we should be going far to support especially the most marginalized youth.
Cmr Reardon said that for many youth, DYS is “the end of the line” and families have experienced let-down and intractability.
Michelle Pinto introduced herself as a nurse, educator, researcher, and the parent of two affected children.  She welcomes the possibility of having conversations with DYS’s Medical Director and providers.  She suggested a protocol to rule out infection as a trigger could become part of DYS’s intake.  Youth may end up in the juvenile justice system without access to treatment for a medical trigger that could cause their behavior changes.  A child can “look like a completely different person” during a PANDAS/PANS flare.
Sheilah noted that the Diagnostic and Statistical Manual of Mental Illnesses (DSM) directs practitioners to rule-out of physical conditions before diagnosing a mental illness.
Cmr Reardon clarified that DYS social workers are not diagnosing children, but DYS does a medical assessment with all youth who come into DYS services.  Cmr Reardon hasn’t yet had a conversation with the Medical Director about PANDAS/PANS and will need an opportunity to do this.
Amy Benison thanked Cmr Reardon for her presence and presentation and said we will follow up about opportunities to collaborate and with any further questions the Council may identify.
Commissioner Reardon, CAO Thula Sibanda, and Katherine Perry-Lorentz left the meeting.
Discussion: Guest Speaker Reflection
Jennifer Vitelli shared that she was impressed that the DYS Commissioner personally attended the Council meeting and feels the Council should follow up on opportunities to partner.
Kelli Kennedy stated that DYS likely serves many kids who have been missed, so partnering to raise awareness with DYS’s medical team is a great opportunity to reach these children.
Jennifer would like a chance to meet with the Medical Director.
Sheilah shared she is horrified that nearly 83% of children in DYS residential services are BIPOC.
Julia Zhang referenced recent research data indicating a 144% increase in suicidality among Black youth, a very underserved population. 
Sheilah thinks DYS clinical staff and case workers, in addition to medical providers, will need training.
Melissa agreed that training the case management staff could change lives.
Karen Colwell: the people doing initial assessments should be given the Dearborn screening tool.
Michelle Pinto: it was great that Cmr Reardon is willing to work with us and there are multiple opportunities including judicial training, connecting with the Medical Director, and informing social workers.  
Blake Poggi: By working with the Medical Director, maybe a test group such as the youngest children in DYS services or a random sample of children could be screened, with family consent. 
Julia: If DYS Medical Director agrees to screening, it would be better to start with a symptom check, rather than a blood test which can miss PANDAS/PANS.  A symptom check is easier to implement.
Jennifer agreed with Julia and also noted that the Cmr stated that 70% of children, a high percent, come into DYS with psychiatric medications.
Peggy (Margaret) Chapman: The children in DYS custody are a small percent of those that DYS touches.  It would be even better to screen that more inclusive group.
Sheilah wondered whether DYS is involved in Rogers guardianships in court for youth who are taking psych medications.  When children are in DCF custody, DCF needs to get Rogers authorizations in court for psychiatric medication.  This mostly affects Black and Brown youth.  Sheilah wonders what are the comparable numbers for DYS?
Amy Benison summarized three follow-up steps from the discussion:
1. Connect with the DYS Med Director, including about screening and medical rule-outs.
2. Opportunities to present a Lunch and Learn for staff
3. Connect with the judicial training system
Follow-up questions to send to Cmr Reardon include:
· Sheilah: Is DYS is involved in Rogers guardianships in court for children prescribed antipsychotic medications?
· Kate: For children who are involved with DCF and DYS, what is the role of DCF nurses?
Amy asked Council members to email any additional questions to amy.benison@mass.gov, lisa.sheehy@mass.gov, and madelyn.m.goskoski@mass.gov who will follow up with Cmr Reardon.
Announcements: General Announcements
Co-facilitators of the PANDAS/PANS Advisory Council Sheilah Gauch and Jennifer Vitelli facilitated and shared general announcements with the Council as follows:  
· Blake Poggi: NAPPA (National Alliance for PANS/PANDAS Action) will hold a virtual advocacy day in partnership with Lyme advocates on April 8.  Information will be posted on NAPPA’s website and social media tonight or tomorrow.
· Jennifer Vitelli: Congressionally directed funding for medical research and therapeutic development is open for the first time in FY26 to applications by PANDAS/PANS researchers.  See Grants.gov website for upcoming opportunities.  
· Jennifer: The Look. Foundation is presenting a 4-week webinar series for PANS/PANDAS caregivers called Strength in Stages, with presentations by Sheilah Gauch, Melissa Glynn-Hyman and Dr. Nancy O’Hara, featuring an in-person evening of caregiver storytelling on May 14.
· Jennifer: PANDAS/PANS will be represented in the Boston Marathon by runners in Team Look. shirts.
· Jennifer: Bill H. 1249, An Act Relative to PANDAS/PANS in Medical/Clinical Settings has moved to the Joint Committee on Health Care Financing under a new number, H. 5040.  S. 805, the Senate screening bill, was sent to study.  Bill S. 1415, the prevalence bill is in Senate Ways & Means.  Karen Colwell said that a small study, such as a small group of children in the juvenile justice system, could be helpful to start to show prevalence and changes after treatment. Blake asked if there could be any DPH funding?  Amy Benison replied that there isn’t Title V funding but the Council could raise funding for a study.
· Kate Maher announced she has been invited to present virtually to Boston Public School nurses on April 30 for 2 hours and invited others to join her or provide feedback on her presentation.
· Melissa Glynn-Hyman announced she has been asked to present at Puzzle Pieces, a mental health agency in Quincy serving neurodivergent children on the Autism spectrum, on April 2.
· Sheilah and Melissa will present at a youth conference on May 20.
Discussion: DPH Webpage
Amy Benison updated that Jennifer Vitelli and she have been working on the DPH PANDAS/PANS webpage with DPH Communications.  The Communications team reviewed the outline and has no concerns, so this is ready to move ahead.  Jennifer requested feedback on the outline and the specific resources to be included.  The priority is to get the framework up.  It can then continue to be built out and edited.  Jennifer will email the draft outline to Council members.  To comply with Open Meeting Law, Amy reminded the Council to reply directly to Jennifer, not Reply All. 
Jennifer hopes the webpage will be used by advocates and caregivers.  Julia also thinks medical providers will use it and would like a body of research on the site.
Kate expressed that it will be validating to have this information on DPH’s website. 
Amy: Jennifer will reach out once more to the Council for feedback.  Then Amy and Jennifer will start putting it up online.
Discussion: Current PANDAS/PANS Environment
Sheilah and Jennifer have drafted an invitation letter from the Council to invite DPH Commissioner Goldstein to meet with the Council.  The letter outlines the key objectives, the Council’s urgent concerns, and the Council’s “ask” for the Commissioner to attend a Council meeting.  Jennifer feels this would be an opportunity for the Council to make a presentation to the Commissioner.
Sheilah read the draft letter aloud to the Council.  Discussion followed and small edits were identified:
· Consolidate two sentences inviting the Commissioner to a meeting.
· Change the second bullet point to “inequities in access to care”.
· Change “fortunate” to “privileged”.
· Add DYS to the list of agencies the Council has met with.
· Change “DPH” to “DCYSHN”.
· Include a link for the citation to the 1-2% prevalence statistic.

Sheilah Gauch made a motion that the Council send the letter, as amended with the above edits, to Commissioner Goldstein. Karen Colwell made a second motion. The motion passed unanimously.
	Member
	Vote to send the Council’s letter to DPH Commissioner Goldstein? (Yes, No, Abstain, Not present for vote)

	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  
	Yes

	Lisa Grisolia 
	Yes

	Kathleen Maher, MS-PHCNS, RN 
	Yes

	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



Amy Benison will send the Council’s letter to Commissioner Goldstein, together with the Council’s most recent published report.
Wrap Up: Next Steps  
Amy Benison briefly reviewed next steps:
· Amy Benison will send the Council’s letter to DPH Commissioner Robbie Goldstein, together with the Council’s most recent published report.
· Council members please email any additional questions for DYS Commissioner Cecely Reardon to amy.benison@mass.gov, lisa.sheehy@mass.gov, and madelyn.m.goskoski@mass.gov.
· Next Meeting: Wednesday, May 13, 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 May agenda.    
· Anything else? 
Vote to Adjourn  
Amy Benison thanked everyone in attendance, led the vote to adjourn the meeting.  Kelli Kennedy had to leave the meeting early and were not present for the adjourning vote.

Kate Maher made a motion to adjourn and Jennifer Vitelli made a second motion. The meeting adjourned at 5:55 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   
	Yes

	Lisa Grisolia  
	Yes

	Kathleen Maher, MS-PHCNS, RN  
	Yes

	Kelli Kennedy, MD, FAAP  
	Not present – left before vote to adjourn

	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




