PANDAS/PANS Advisory Council Meeting
 March 8, 2023 Meeting Minutes
Via WebEx (Zoom) Event
Present: Elaine Gabovitch, PANDAS/PANS Advisory Council Chair & DPH Ex-Officio Member; Margaret Chapman, APRN, MSN, PNMHCNS, Karen Colwell, Sylvia Fogel MD, John Gaitanis, MD , Sheilah Gauch, LICSW, Med, Melissa Glynn-Hyman, LICSW, Lisa Grisolia, Kathleen Maher, MS-PHCNS, RN, Mark Pasternack, MD, Michelle Pinto, RN, Blake Poggi, MA, CCC-SLP , Jennifer M. Vitelli, MBA , Yujuan (Julia) Zhang, MD, Amy Benison, DPH, Nicole Roos, DPH, Madelyn Goskoski, CHTA, Casey Hall, CHTA
Public Attendees
4 Public attendees.
Meeting Agenda (slide 2)
· Welcome: Roll Call & Vote to Approve 1/11/2023 Minutes
· Announcements: General & Housekeeping
· Present: Work Group Report Outs & Recommendations
· Discussion: Writing Meeting in Person 
· Discussion: Guest Speakers
· Discussion: Materials for Mass.gov
· Wrap Up: Next Steps for Work Groups 
· Next Meeting: Wednesday, May 10, 2023, 4-6 pm 
· Vote: Adjourn

1. Welcome and Agenda (slides 1&2)







Elaine Gabovitch, PANDAS/PANS Advisory Council Chair, called the meeting to order, welcomed the Advisory Council and reviewed the agenda.

2. Open Roll Call & Vote on Meeting Minutes (slide 3)






Elaine Gabovitch managed the virtual open roll call and Maddy Goskoski tracked this information for the meeting record. Elaine led the vote to approve the January 11, 2023, meeting minutes. There was a quorum with 13 Advisory Council members in attendance. 
3. Housekeeping (slides 4-7)
Elaine Gabovitch referred Council members to review the following slides previously read at past meetings on their own to save time. The slides included Meeting rules, Statutory Authority and the Council Aim Statement.
4. General Announcements (slide 8)
· Elaine started the meeting by introducing Maddy Goskoski from Casey Hall Training Associates to the team. Maddy will support the Council Chair and members with administration and documentation of Council activities, as well as edit and format the final annual report.
· Information was shared to spread awareness of the Neuroimmune CEU Conference. This event is taking place on May 18th and 19th 2023. This event will not be recorded, and there is a $350 registration fee to join.  
· Sheilah Gauch and Jennifer Vitelli, Advisory Council co-facilitators provided Legislative Updates to the group. Two more PANDAS/PANS-related bills were filed at the State House. The first bill was filed in the House by Cutler regarding the prevalence of PANDAS/PANS. The second bill was brought to the house by Kate Liberdean which is to implement a screening bill for PANDAS/PANS to be included in annual well visits for children starting at age 3. Both bills are still in the work.
· Lastly, the N.E. PANS organization celebrated their 10-year anniversary, and they had an event in Hingham one week prior to the Advisory Council Meeting. The event was reportedly successful and had a great turnout. 

5. 2023 Timeline (slides 9&10)
The timeline for Council activities was shared.
6. Guest Speaker Discussion (slide 11)
The Council was asked who to invite as guest speakers to speak to the PANDAS/PANS Advisory Council for next fiscal year. The topic will be included on the May meeting agenda when members will cast a vote. The Council was asked to keep in mind speakers working in other states.
They were referred to the Autism Commission website to use as a model for how their subject matter experts and agency representative speakers were selected and how they delivered their reports to the Autism Commission. The P/P Council should invite two individuals for each bi-monthly meeting from September 2023 through January 2024 and include their reports in the appendix of the FY 2024 Annual P/P Advisory Council Report. The Council should compose a standard list of questions for invited speakers to address in their talking points, slides and written reports to be included in the final annual report appendix and upon which the Council can make their annual recommendations. 
7. Work Group Report Out (slide 12)
Elaine went over work group talking points to be addressed in May. They should be shared at a high-level and address key points and overall take-aways. In addition, she suggested recommendations in the report address gaps and cite any research that supports them. 
Each work group reported out during the March meeting as follows:
Treatment Workgroup facilitated by Peggy Chapman
· Small case reports included as work from the treatment group 
· Psychiatric treatment with a focus on medication 
· Alternative treatments 
· Not vetted medically
· Suggestions provided by professionals. 
· Other
· POTS
· Neuropsychiatric treatments 
· AAG 
· Sonography 
· Therapy
· Group work
· Existing information is sparce. 
· Gaps: 
· Found in psychiatry and therapy. 
· People are left thinking they are treating more common psychiatric complications, but that is not the case all the time. 
· Discussing the lack of providers located within the Commonwealth. 
· Inclusive of under treatment of PANDAS/PANS 
· The treatment cost is not represented anywhere. 
· Very expensive 
· According to survey from Kyle Williams $12,000-15,000 average out of pocket cost annually for treatment 

Diagnosis Workgroup facilitated by Sylvia Fogel 
· The workgroup wants to include a section on treatment for children and families within their section of the report. 
· Want to craft an easy and user-friendly report to be used by a pediatrician and/or psychiatrist 
· Recommendations to consider:
· Lack of recognition of the diagnosis 
· Classic presentation is not being seen through a neuroimmune lens 
· Invite the chairs or senior admin leadership of pediatric psych and neurologist to future advisory meetings to teach them about this disorder
· Teach them about PANS/PANDAS
· Who are the treaters in their own departments 
· What do they know / are their experiences of PANS/PANDAS
· Council to provide direct invitations to chairs, leadership, etc. in pediatrics neuro, psych, pediatricians invite them to the upcoming neuroimmune conference 
· Invite other larger organizations and their leaderships to the council to help them understand this disorder
· Thoughts from the Advisory Council members:
Council feedback:
· Mark: likes the idea of inviting department chair to allow them to have opportunities to hear about PANDAS/PANS
· Michelle P: include Franciscan Children’s Hospital, MGH, and Boston Children’s Hospital in the stakeholder list 
· Peggy: Include Neurology and Immunology in the search 
· Elaine: Mass Chapter of the AAP would be willing to come and speak to the Advisory Council 
· Sheilah: seems like a larger systems issue, rather than a doctor’s personal knowledge
· Sylvia: Lurie Center makes it less of a systems issue, more of a doctor’s issue and feels that there is a resistance to this framework 
· John: brain/body interface so many in many in medicine have a hard time finding an answer with a clear-cut test (ex. Pregnancy or covid test)
· Mark seconds the point where we “fail” patients 
· Mark: needs a more systematic approach 

Research Group facilitated by Kyle Williams 
· Wanted to look at the research that has been done with PANS/PANDAS to determine what is out there and what is missing 
· One off, two off case reports which are important, but the weight is not as recognized as a clinical trial 
· Wanted to determine if their significant deficiencies in any one area
· Knowledge gaps 
· What type of research has been conducted in the field? 
· Post infectious OCD/ARFID
· Restricted eating 
· Deficits in the research field 
· Methods 
· Review of Medline publications 
· 294 publications viewed from 1993-2023
· Classified by 5 types during the review process
· Basic science
· Case report 
· Clinical research 
· Review 
· Treatment research 
· In time, PANS/PANDAS publications by year are increasing (more and more publications are being developed)
· Breakdown of PANS/PANDAS by discipline 
· Review
· Treatment research 
· Basic science
· Case report 
· Clinical research 
· Summary 
· Majority of clinical research studies compare PANS/PANDAS to health controls. 
· Nearly equal percentage (37%) of review articles (no new data generation) compared to clinical research (41%)
· Not matured yet due to lack of funding (Kyle Williams opinion and observation)
· Only 6% of publications explore treatment, evaluation, and efficacy in PANS/PANDAS
· No major publications dedicated to estimating PANS/PANDAS prevalence/incidence. 
· Council feedback:
· Mark: many research publications are not the best due to small sample sizes and not carried out long enough 
· Yujuan: discussed the quality of the research, quality of the research is “unfortunate”
  
Education Group facilitated Lisa Grisolia 
Gaps identified: 
· Education for other providers (dental, ortho, PT/OT/SLP)
· Lack of education for providers 
· Can education be found 
· Education for social services, court system, DCYS
· Education for emergency responders (police, fire EMT
· Education for siblings (books, support groups)
· Could not find any in existence. 
· Guide for parents/families that includes a decision tree for families to navigate the various providers and services. 

Concluding comments from group
· Elaine shared that another resource for report writing and recommendations is the Healthy People 2020 Autism Roadmap Report posted on the UMass Chan Medical Center-Eunice Kennedy Shriver Center.
· Kate Maher suggested brainstorming ideas for providers and provide concrete solutions. 
8. Materials for Mass.gov (slide 15) 
Sheilah Gauch and Jennifer Vitelli suggested an idea to create a PANDAS/PANS page on mass.gov to post resources, information, and events in the Greater Boston Area for public access and use. Examples can include PANDAS/PANS Awareness Day posted on Mass.gov. 
They asked the team to bring resources and information to the Council to be voted for inclusion on the webpage at the next meeting.  
9. Next Steps (slide 16)
· Work groups should meet to continue writing their report sections with drafts ready for the May meeting. 
· Work groups should distribute their report sections to the Council in advance of the meeting, so that the members can review them for commentary. 
10. Motion to Adjourn (slide 17)




· Elaine Gabovitch thanked everyone in attendance, led the vote to adjourn the meeting. Maddy Goskoski recorded votes. 



· All votes during this meeting obtained two motions and have been recorded.
