PANDAS/PANS Advisory Council Meeting 
November 13, 2024, 4:00 – 6:00 PM 
Via WebEx Event 
 
Present: Elaine Gabovitch, DPH, PANDAS/PANS Chair, Amy Benison, DPH, Program Support Specialist, Casey Hall, CHTA, PANDAS/PANS Meeting Consultant, Madelyn Goskoski, DPH , Margaret Chapman, APRN, MSN, PNMHCNS, Karen Colwell,  Sylvia Fogel MD, John Gaitanis, MD, Sheilah Gauch, LICSW, MEd, Melissa Glynn-Hyman, LICSW, Kathleen Maher, MS-PHCNS, RN (Kate), Michelle Pinto, RN, Blake Poggi, MA, CCC-SLP, Jennifer M. Vitelli, MBA,  Yujuan (Julia) Zhang, MD.  

Public Attendees: 0

Welcome, Open Roll Call & Vote on Meeting Minutes 
Elaine Gabovitch, PANDAS/PANS Advisory Council Chair, called the meeting to order, managed the virtual open roll call and Maddy Goskoski tracked this information for the meeting record. Elaine led the vote to approve the September 11, 2024 meeting minutes. 

Agenda 
Elaine Gabovitch reviewed the agenda:  
· Welcome: Roll Call & Vote to Approve 9/11/2024 Minutes 
· Announcements: General & Housekeeping 
· Annual Report: Updates & Discussion 
· Guest Speakers: Reflection on Past Speakers 
· Guest Speakers: 2025 Guest Speaker Discussion  
· Wrap Up: Next Steps 
· Next Meeting: Wednesday, January 8th, 2025, 4-6PM 
· Vote: Adjourn


Statutory Authority  
Elaine Gabovitch 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  
Elaine Gabovitch 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). 
 
Announcements: General & Housekeeping 
· One council member announced that the Alex Manfull Symposium was two weeks ago and many of the PANDAS/PANS Advisory Council members were present for the event and were able to get a photo together. She explained that researchers, doctors, and advocates were presenting on PANDAS/PANS to promote awareness. 
· Sheilah: Another council member shared that the bills relating to screening and prevalence study have moved through two committees thus far. However, she noted that the legislature isn’t moving very quickly. During this time, the Mass coalition is pushing to get these bills moving as quickly as possible. Council member Sheilah offered to share the bill numbers with the council members. 
· Two council members highlighted the success around PANDAS/PANS Awareness week which occurred from October 5-12. They stated that 3 bridges were lit up with green lights with the help of Senator O’Connor. Additionally, banners were displayed on Tremont Street and 6 billboards were posted across the state of Massachusetts. Lastly, the PANDAS/PANS walk around Boston Common was a success. They noted that 350 people attended the event in person and 100 people were walking to support the cause virtually. 

2024 Timeline
Elaine Gabovitch reviewed the updated 2024 timeline with the Council.

Annual Report: Updates & Discussion
Sylvia Fogel, Sheilah Gauch, Melissa Glynn-Hyman, and Jennifer Vitelli reported out to the Council with updates on the 2024 annual report: 
· The writing group explained their process to create the final report which included dividing up various speakers among the writing group members. They explained that the appendix contains detailed summary with information from each speaker. Furthermore, they stated that the guest speaker discussions informed their recommendations for the annual report. However, the writing group kept the priorities from last year’s report. In addition, the writing group informed the council that they wanted to expand the background section of the report. To do that, they kept pieces of the background section from last year’s report and implemented additional information and newer data. Furthermore, the writing group stated to the council that they wanted to implement visuals within the 2024 report for the readers enjoyment. 
· One council member addressed a major finding that the writing group noticed. They felt that there still is a lack of awareness and doubt around PANDAS/PANS among state agencies and educational systems. Because of this, the writing group wanted to focus on education in hopes to expand support and services. 
· One council member shared the five new recommendations created by the writing group. These five recommendations all target a state agency to cultivate change within the state. Furthermore, they want to continue to educate agencies and individuals even though there may be gaps in data in current day literature.  
· The proposed recommendations are as follows: 
· The Council recommends that the Department of Public Health issue a state-wide educational bulletin to medical and mental health providers regarding PANDAS/PANS diagnosis and treatment.
· The Council recommends that the Department of Public Health issue a state-wide educational bulletin to all school educators and staff regarding PANDAS/PANS best practices to recognize, understand and support students including appropriate supports and accommodation.
· The Council recommends that the Department of Public Health issue a state-wide educational bulletin to relevant state agencies regarding PANDAS/PANS diagnosis and treatment, including how to access resources for families.
· The Council recommends the Department of Public Health to introduce legislation that would identify a disability category for PANS/PANDAS in the Office of Special Education.
· The Council recommends inviting academic leaders in psychiatry, neurology, rheumatology, immunology and general pediatrics, from a range of Massachusetts academic medical centers, to future Council meetings to assess current training and education regarding PANDAS/PANS at their institutions, including in residency and fellowship training programs.
· A council member who is also a part of the writing group asked Elaine if proposed recommendation four could be labeled as a disability category. Elaine informed the council that she would seek advice from colleagues. Elaine is to report back to the council with an answer to this question.
· Another council reported on the writing groups thoughts on School Nurses. The writing group noted that while school nurses have access to some resources, they noticed that many of the websites have broken links making them inaccessible. In addition, the writing group felt that it is also important for the school nurses to be educated with up to date and current information
· The writing group noted that a gap is that the school nurses have information but they are wondering how the information being disseminated to these nurses?
· Elaine suggested to the group that the council may want to consider what the council can do to support the school nurse. She encouraged the council to focus and highlight recommendations that are more complex that can fall at the systems-level. One council member thinks that putting the recommendations in writing can hold those specific agencies accountable, Elaine agreed with that statement. 
· A writing group member reported on the appendix written in regard to the Massachusetts Chapter of the American Academy of Pediatrics (MACAAP)
· The writing group noted that their interaction with the MCAAP exemplified issues and misinformation surrounding PANDAS/PANS. Based on the interaction the council had with the MCAAP, the writing group formed a recommendation to try to support the education of medical providers outside of their current systems and/or health institutions. In addition, the writing group would like for the DPH to engage with MCAAP to disseminate links and educational platforms for increased awareness and education to physicians.  
· A council member posed a question to the council asking if it is possible for an Advisory Council to show up and table at the MCAAP convention. Elaine stated that this is a great idea, and it should be looked into further. 
· A writing group member reported on the appendix written in regard to the Division of Insurance (DOI)
· The writing group members felt that DOI guest speaker, Kevin Beagan, was informative and helpful during his presentation with the council. The writing group felt that he was successful in assisting the council understand the different insurance plans and how they operate. In addition, Kevin’s willingness to speak with parents if there are insurance denials was appreciated by all council members. 
· The writing group noted that the council needs additional information on who are the providers within the Commonwealth, how are these providers vetted, and what is the validity of the providers listed under DOI’s systems. Furthermore, they noticed that the list of providers provided by DOI via email were inaccurate. The recommendations included within the report are to ensure that there is a more accurate and accessible provider list for families.  
· Elaine proposed to the council how they should think about accessibility. Would this include translations, multiple forms of media, etc. 
· Two council members briefly highlighted on the Background section of the annual report
· Writing group members noted that they have expanded on the background section that they pulled from last year’s annual report and incorporated a flow chart and visuals for the reader to reference. In addition, they implemented a research section to the background that contains information on various reports and studies from 2023 and 2024. Another new section that the writing group implemented into the annual report is relates to the burden of PANDAS/PANS in Massachusetts specifically containing information around the lack of diagnostic codes and prevalence. 
· After the PANDAS/PANS Advisory Council received updates from the writing group in regard to the status of the annual report a group discussion was held. One council member finds that it would be important to include a document from a local hospital and personal feelings and impressions within the appendix section. However, another council member expressed her worry in regard to including the document because as a council our goal is to educate the hospital system and hope that they would be willing to accept the diagnosis. Furthermore, she feels that if the Council targets this hospital within the report this could foster a complicated and negative relationship. Additionally, it has been brought to multiple council members attention that some nurse practitioners at this hospital system have been interested in learning about PANDAS/PANS and reaching out to providers on the council for more information which is the start to cultivating a great relationship. Furthermore, Amy Benison, DPH personnel, mentioned that since this is a public document the writing group would likely have to remove the black box blurring out the name of the hospital and the family’s name. Another council member chimed in and stated that they invite members from the hospital system to a council meeting rather than targeting them in the report. Many other council members agreed with that idea. A council member stated that instead of targeting hospital systems without speaking to them, could the council highlight Dartmouth as members personally feel that they are doing a great job addressing the disparities and providing care to patients. Another council member asked if we could invite them to come speak at a future council meeting. 
· A conversation occurred between Elaine Gabovitch and multiple council members in regard to making sure the report is objective. Council members stated that they would like to incorporate their feelings and opinions. One suggestion was to create a header titled “Impressions” which is a small paragraph containing the thoughts of council members. A council member offered to go back into the report and make sure the writing is as objective as possible. 

Guest Speakers: Reflection on Past Speakers
· Reflecting on our speakers for 2024:  
· What went well?  
· What could have been better? 
· Were the crucial questions answered? 
· What changes should we make for 2025?
· The council had a brief discussion to reflect on past guest speakers from 2024. One council member noted that it could be beneficial to identify a list of guest speakers at the beginning of the year in hopes to avoid not having a speaker attend one month. In addition to that idea, another council member thought it could be beneficial to create a packet of information to provide to speakers prior to them meeting with the council. Council members all agreed upon these ideas.
Guest Speakers: 2025 Guest Speaker Discussion
Elaine Gabovitch proposed a list of agencies to the council that may be worth inviting to future meetings in 2025.
· Who do we want to invite for 2025? 
· The Office of the Child Advocate 
· Department of Children and Families (DCF) 
· Department of Developmental Services (DDS)  
· Department of Youth Services (DYS) 
· Department of Children and Families (DCF) 
· Boston Children’s Hospital 
· Massachusetts General Hospital 
· Franciscan Children's

· After reviewing the list of agencies, one council member stated her opinion that the council should plan to speak with any state agency that serve children. Another council member stated that she thinks we should target The Office of the Child Advocate, DCF, DDS and DYS as since these organizations help children and youth. In addition, another council member stated that we should find time to meet with other hospital systems to indicate if they are treating PANDAS/PANS. However, council members feel that we should connect with Dartmouth first to understand what they are doing elsewhere before inviting other hospitals.
· The council expressed that they would like to prioritize the Department of Mental Health (DMH) (solidified as a January guest speaker), Office of The Child Advocate, Department of Children and Families (DCF), Department of Youth Services (DYS) and Department of Developmental Services (DDS).
Wrap Up: Next Steps 
First meeting of 2025!
· Wednesday, January 8th, 2024, 4-6 PM 
· Future meetings via WebEx Events  
· 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
Motion to Adjourn 
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. 
