PANDAS/PANS Advisory Council Meeting
May 14, 2025 4:00 – 6:00 PM 
Via Zoom Event
 
Present: Elaine Gabovitch, DPH, PANDAS/PANS Chair, Amy Benison, DPH, Program Support Specialist, Casey Hall, CHTA, PANDAS/PANS Meeting Consultant, Nicole Roos, DPH, Technical Assistance and Coordinator, Madelyn Goskoski, DPH, Katja Gerhardt, DPH,  Margaret Chapman, APRN, MSN, PNMHCNS, Karen Colwell,  Sylvia Fogel MD, Sheilah Gauch, LICSW, MEd, Melissa Glynn-Hyman, LICSW, Lisa Grisolia, Kelli Kennedy,MD, FAAP, Mark Pasternack, MD, Michelle Pinto, RN, Blake Poggi, MA, CCC-SLP, Jennifer M. Vitelli, MBA,  Yujuan (Julia) Zhang, MD.  

Public Attendees: 3

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 March 12, 2025 meeting minutes. There was a quorum with eleven Advisory Council members in attendance for the vote, with one member joining later in the meeting for a total of twelve members.  

Agenda 
Elaine Gabovitch reviewed the agenda:  

· Welcome: Roll Call & Vote to Approve 3/12/2025 Minutes  
· Announcements: General & Housekeeping  
· Guest Speaker: Laney Bruner-Canhoto, Assistant Commissioner, Department of Developmental Services 
· Discussion: Reflection of DDS  
· Discussion: Website Update 
· Update: DPH  
· Discussion: FY25 Annual Report Next Steps  
· Wrap Up: Next Steps  
· Next Meeting: Wednesday, July 9th, 2025, 4-6PM  
· Vote: Adjourn

Open Roll Call & Vote and Meeting Rules
Elaine Gabovitch led the Open Roll Call & Vote while Maddy Goskoski recorded the votes. Furthermore, Elaine Gabovitch reviewed the Meeting Rules with the Advisory Council.  



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). 

Announcements: General & Housekeeping 

· One council member shared that PANDAS/PANS Capitol Hill Day with NAPA in Washington DC occurred in April. At the event, more than 40 Congressional Meetings occurred and one evening the Alex Manfull Fund hosted a large dinner inviting families, advocates and clinicians within the PANDAS/PANS community. 
· Another council member noted that on June 22nd the Look. Foundation will nbe participating in the Cohasset Triathlon. It is predicted that over 30 individuals are running with the team to represent PANDAS/PANS. 
· Another council member had an opportunity to speak at the Inflamed Brain Alliance in Calgary, Canada. The event will be in person and virtual on Thursday, May 29, and Friday, May 30, 2025. Link to the event: https://inflamedbrain.org/2025-conference/
· The Neuroimmune Foundation is hosting their conference on Thursday, May 15, and Friday, May 16, 2025. There are still opportunities to sign up. Link to the event:  https://neuroimmune.org/conference/inflammatory-brain-disorders-conference/
· A council member shared that unfortunately, on March 7 the National Institute of Health (NIH) defunded research for Dr. Ugur Akcan. Because of this, the Look. Foundation is fundraising for his lab in hopes to continue research.  

Department of Developmental Services, DDS
Laney Bruner-Canhoto, Assistant Commissioner, Department of Developmental Services presented PowerPoint slides to the Council. The PowerPoint highlighted information informing the Council on what DDS is and what their role is when supporting individuals and families who qualify for services, and the eligibility criteria for DDS. Furthermore, she explained the role of children’s supports and adult services and how they aim to address the needs of people within the Commonwealth.  


Furthermore, Laney explained the next steps after a child or adult is accepted into DDS services. She states that first, families are sent a “Welcome to DDS” flyer. The flyer contains information on support centers in their catchment area and how to obtain services and supports. From there, an individual/family will be connected to a DDS service coordinator to support them with onboarding and moving forward. Laney provided an overview and list of the programs and services offered by DDS which include but are not limited to, in-home supports, Autism support centers, shared living placements and many more.  

Question & Answer Panel with Ms. Bruner-Canhoto

· A Council member brought up the DDS/DESE residential program and asked what age group the program serves. Laney responded that she is not entirely sure, as it falls outside of her specific scope of work. She mentioned that she plans to send follow-up information about the program to the council for clarification.
· A second Council member raised several questions, asking whether there are potential opportunities to educate DDS leadership and whether support centers could be used to help educate families on PANDAS/PANS. Also, she asked whether a family with a child with profound needs could access DDS for acute services. Laney noted that she would like to take this conversation back to the clinical team at DDS for further discussion and reflection, as the team seems interested in learning more about PANDAS/PANS. She emphasized the importance of initiating these conversations for the sake of education and training. Regarding the family support centers, Laney expressed interest in speaking with the director to explore how they can better support families, including the possibility of using flexible funding to address acute care needs and potentially build out programming. 
· A third Council member stated that as a parent she has fought for her son with ASD and PANDAS/PANS for his entire life. She stated that he is 22 years old looking for independent housing placements to gain independence. She said that there is no housing around the North Shore Area, which is where they are from. This council member shared that DDS seems to be a great program to support families from all over the Commonwealth. Laney said that DDS needs to think of ways to innovate as it is hard to find land to build out housing, or housing in general. Per Laney, DDS is continuing to work on the ongoing complications to obtain housing while supporting families in the best ways possible. 
· A fourth Council member asked whether there seemed to be a higher level of need among individuals in the Commonwealth and what this might be attributed to. Laney said she has not received specific explanations, but DDS has noticed a trend. This is that the individuals they serve are aging and moving out of institutions into the community. Many of these individuals, may have had medical or other complex needs that in the past might not have been supported. Currently, individuals are being supported in a variety of community settings. The council member added that even at the student age, if a child is presenting with a complexity should prompt a medical rule-out process. She stated that by skipping this step, it could result in missed opportunities to support people’s medical or mental health needs. In response to this, another Council member added that there is a noticeable spike in needs within the PANDAS/PANS community and feels that more families than ever before are seeking support. Laney stated that people come to DDS through various pathways including: receiving a diagnosis at birth, in adulthood, or anywhere in between. The council member emphasized the urgent need for a family support center to support the PANDAS/PANS community.  Also, she expressed interest in inviting DDS to collaborate with the Look.Foundation for educational and training opportunities.


Discussion: Reflection of DDS
· Council member expressed support for educating state agencies, which is identified as a key priority in the report. Another member supported that idea regarding training regional group home leaders. She emphasized that this could be beneficial since these leaders live with the individuals and are responsible for their day-to-day care.
· Elaine Gabovitch informed the Council members that transition planning should start occurring at 14 years old. At this time, a Chapter 688 referral will be submitted to DDS or MassAbility will be placed by the individual’s school team. The purpose of this is to have supports in place for the individual once they depart from the school system.
· Another council member expressed she feels that every time a state agency comes in to speak with the Council that they don’t understand PANDAS/PANS. She feels that this is confusing if they do not understand the diagnosis. She feels it is important for state agencies to understand PANDAS/PANS because if they do not understand, how to they deem someone ineligible for their agency or recognize and/or care for a client with PANDAS/PANS. They continued to state that from a systems level, the Council should hold a statewide mandatory meeting with the state agency leaders. Another Council member stated that this should be a recommendation to include within the next report. Elaine Gabovitch stated that DPH welcomes new training endeavors, even when it’s not mandated, because they want to stay informed about new conditions and resources.
· In response to this, a Council member suggested that the Council should talk to the governor directly and have her enforce training mandates among state agencies. Another Council member brought up their experience renewing a nursing license. During that, she had to attest to completing specific training so she suggested that this model could be used to mandate PANDAS/PANS training more broadly. Furthermore, another member stated that the education should encompass the PANDAS/PANS diagnosis as a whole as she feels that it is not enough to teach people who to identify symptoms; in her opinion, the education should be more comprehensive. A third Council member stated that she feels mandating education is the most way. This Council member noted that if you visit the state board websites for professions like nursing, you can access lists of practitioners which the Council could utilize to determine who they should target for training. Another Council member stated that there is a model called “Operation House Call,” which is proposed legislation to establish specific training criteria for medical professionals. Ideally, this would allow the individual to be certified once they meet those standards.
· Another Council member directed her question to Casey Hall. She asked Casey if leadership staff are part of a union. In response, Casey Hall said that there is generally not mandated training for those in union leadership. Per Casey, there are about a dozen mandatory trainings for the union agencies and managers likely will have additional mandatory training modules. Elaine Gabovitch chimed in to say that they are trainings that target more broad topic areas, not targeted topics. In response, a Council member stated that this can be worth noting and remembering for future reference. In response, another Council member asked whether the Council could take the lead in creating a training program and who would oversee this? Another member stated that some relevant training already exists for school personnel and nurses, one example provided was trainings designed by Northeastern University. There was consensus among the Council that creating a centralized training and sharing a link could be a good starting point. A Council member noted that The Look. Foundation is currently exploring funding opportunities to support the development of a virtual training module for PANDAS/PANS-related information. In response, a member suggested using Relias to create a training module or TED Talk video to be easily searchable and found on Google. 

Discussion: Website Update
Elaine Gabovitch shared the slide with the council as follows: 
· Please review your information under "PANDAS/PANS Advisory Council Members" tab on the website  
· If any information is incorrect or outdated, please email all changes to madelyn.m.goskoski@mass.gov
DPH Update
Elaine Gabovitch provided an update to the council regarding her retirement and asked members if they have any questions or concerns with this transition. 

Vote on FY25 Annual Report 
Vote on report before Elaine departs on June 30th. 

Wrap Up: Next Steps 
Fourth Meeting of 2025!
· Wednesday, November 9thh, 2025, 4-6 PM 
· Future meetings via Zoom 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 November 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. 


