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PANDAS/PANS Advisory Council 
Commissioner Robert Goldstein, MD, PhD 
Massachusetts Department of Public Health 
100 Cambridge Street, 19th Floor
Boston, MA 02114-2509 

October 1, 2026
Re: Announced closure of Mass General Brigham’s PANDAS/PANS program 

Dear Commissioner Goldstein, 

We write as members of the Massachusetts Department of Public Health PANDAS/PANS Advisory Council, established by Section 26 of Chapter 260 of the Acts of 2020 and charged by the Legislature with advising the Commissioner of Public Health on research, diagnosis, treatment, and education relating to pediatric autoimmune neuropsychiatric disorders associated with streptococcal infections (PANDAS) and pediatric acute-onset neuropsychiatric syndrome (PANS). Our membership includes physicians, medical and mental health clinicians, advocates, researchers, and caregivers. We write to express serious concern regarding Mass General Brigham’s (MGB) announcement that it will close its PANDAS/PANS program, and to ask for the Commissioner to work with this Council, community advocacy organizations, and treating clinicians to discuss options for the future of the program, including possibly maintaining the program through at least January 2028, while a sustainable path forward is identified.

The loss of MGB’s academic, tertiary PANDAS/PANS program will result in preventable morbidity and mortality. It will leave established MGB patients, as well as new referrals, without access to the level of care their condition requires. The Council regards that outcome as inconsistent with MGB’s stated commitments to equity and with the ethical obligations that attend the care of severely ill children. The stated plan, to route children to psychiatry alone is not consistent with the published treatment guidelines and standard of care. 

PANDAS/PANS are complex relapsing and remitting medical conditions that present with the abrupt onset of neuropsychiatric symptoms. PANDAS/PANS are clinical diagnoses defined by the onset of a range of neuropsychiatric symptoms including acute-onset obsessive-compulsive disorder and/or restricted food intake, accompanied by at least two, but often five or six physical and psychiatric symptoms including: anxiety, emotional lability, irritability or rage, cognitive and behavioral regression, sleep disturbance, sensory abnormalities, movement abnormalities, and new-onset urinary symptoms. Deterioration in school performance is characteristic and includes the loss of previously acquired skills. Activities of daily living, extracurricular participation, and social functioning are severely affected. Families describe that the child they knew is gone. 

Care for these conditions is tiered, and it is on this point that the Council wishes to be most clear. 

Mild and early presentations can often be managed in an outpatient setting. Identification and treatment of an underlying infectious trigger, anti-inflammatory therapy with non-steroidal agents or short courses of corticosteroids, and concurrent psychiatric and behavioral support can produce marked and sometimes dramatic reversal of symptoms. When these children are identified early and treated promptly, outcomes can be excellent. MGB has provided specialty consultation that has been essential in allowing community clinicians to deliver initial care. 

Severe disease is a categorically different problem. In moderate-to-severe and severe-extreme presentations, published clinical care standards direct the use of immunomodulatory intervention: including intravenous immunoglobulin and other interventions which may be repeated over months or combined to effectively treat refractory or deteriorating cases. These are not therapies that can be selected, dosed, monitored, or reassessed in a community office or existing psychiatric systems within MGB. They require an institution that can manage higher levels of care, secure insurance authorizations, infuse safely and manage adverse effects, and escalate care when a patient deteriorates. The program’s closure leaves the Commonwealth with only one institution to treat severe patients in need of higher-level intervention. 

The closure does not merely reduce capacity, it removes the top of the referral pyramid. The community clinicians who manage early disease depend on the existence of a tertiary center to receive the children who worsen. Without that destination, early disease will be managed without a safety net, and severe disease will be referred to a single program that cannot absorb it. With only one remaining in-state program (Tufts) and one new and developing program with limited capacity (University of Massachusetts Worcester) to meet this population, an increased number of children will present to emergency departments and inpatient psychiatric units, which do not perform medical evaluations for PANDAS/PANS or provide immunomodulatory care. Community clinicians such as pediatricians who want to help their patients will not have the institutional or multidisciplinary support required to treat children in crisis. Most families do not have the resources to travel out of state, and many children are too ill to travel. Consequently, many children will not have the chance to access appropriate care that could hasten stabilization and improvement. 

The morbidity of untreated or inadequately treated PANS is severe and is measured in years of a child’s life. Restricted food intake can progress to malnutrition requiring enteral feeding. Catatonia, a recognized presentation in this population, carries documented excess mortality. Acute-onset obsessive-compulsive symptoms of this severity are accompanied by suicidality at rates that warrant urgent intervention rather than watchful waiting. Children lose years of schooling and, in the most severe cases, the capacity for independent function they possessed prior to their illness. The effects on parents and siblings are equally devastating. 

The Council draws particular attention to the iatrogenic harm that follows when this diagnosis is unavailable. Children with unrecognized PANS are admitted to psychiatric units, which do not treat immune-mediated conditions, and eating disorder programs, which do not rule out neurologically driven food refusal. In these programs, children are often exposed to medications which are ineffective or result in worsening symptoms because they do not address the underlying medical condition. During this critical period, when access to appropriate evaluation and care is delayed and symptoms often escalate, many receive antipsychotic agents, which carry risks of harm. Retaining programs that provide targeted treatment for PANDAS and PANS should be prioritized because, for these young people with developing brains, there are more effective and less harmful therapeutic alternatives. 

Until now, Massachusetts families requiring tertiary care for severe PANDAS/PANS have had two academic options: MGB and Tufts. These two programs, headed by dedicated experts, have historically been underfunded, understaffed, and overwhelmed beyond their capacity. Tufts currently carries a wait of approximately eight months for initial evaluation, and families in central and western Massachusetts have no access to local clinical care. Given the current youth mental health crisis, it is shocking that, rather than support and expand their program, MGB closed its doors to these patients. Without consulting Massachusetts experts, families, or advocates, an email informed families that their children’s diagnosis would no longer be addressed by MGB. Closing MGB’s program does not reduce the demand; it redirects the whole of it to a single institution with a finite capacity and growing waitlist. Underscoring an already tenuous situation, in an instant, the Commonwealth is left with a single program and is now one departure, one retirement, or one budget cycle away from having none. To our knowledge, there is no plan to meet the needs of Massachusetts children with PANDAS and PANS, nor any assessment of the distributional consequences of this decision. 

The Commonwealth has already resolved the threshold question. In Chapter 260 of the Acts of 2020, the same act that created this Council, the Legislature required Massachusetts insurers to cover the treatment of PANDAS and PANS, "including, but not limited to, the use of intravenous immunoglobulin therapy." The Commonwealth has therefore made a legislative determination that these are treatable medical conditions and that immunomodulatory therapy is covered treatment for them. MGB’s decision would leave Massachusetts families holding a coverage mandate and a single academic center in the state able to furnish the care it covers. Coverage without the capacity to deliver it is not access. 

The decision is also out of step with the direction of the field. Other academic institutions, including Stanford and Dartmouth, have built durable multidisciplinary neuroimmune programs rather than dismantling them. Neuroimmune and neuroinflammatory mechanisms are receiving sustained and increasing attention in the research community at the federal level, including with respect to regressive presentations of autism and Infection-Associated Neuropsychiatric Conditions (IANCs). At the moment when this area of medicine is expanding, MGB proposes to leave it. 

The Council does not regard this as a neutral resource allocation decision. PANDAS/PANS sits at the boundary between psychiatry and immunology, a line that is increasingly questioned in the literature. Its patients have long borne the cost of that boundary: when symptoms present behaviorally, they are attributed to the child or to the family rather than investigated as disease. Medicine has a long record of conditions dismissed as psychiatric until their biology was established, and of the patients who were disbelieved in the interval. Patients who are treatment-refractory when traditional management is ineffective can be blamed for their lack of progress, when a critical step may have been missed in their evaluation, pointing to an underlying medical illness. Withdrawing specialty care from this population leaves severely ill children and young adults with fewer options for medical evaluation and treatment. Families with financial resources may be able to pursue care elsewhere, but those without them face even greater barriers. That outcome is not equitable, and the Council does not believe it is consistent with MGB’s responsibilities to the patients, families and communities it serves. 

The ethical concern is more immediate still for patients presently under treatment. Children receiving maintenance immunomodulatory therapy through this program cannot be discharged into a system that has no capacity to continue it or where, in the case of young adults, there is no access to treatment. Discontinuing established therapy without an identified receiving clinician is not a transition of care; it is the interruption of active treatment in patients who are known to relapse. 

The Council recognizes that multidisciplinary programs can face financial and operational challenges. However, those challenges do not, on their own, justify withdrawing care, and the experience of other programs, including Stanford’s, warrants serious consideration of sustainable alternatives. An academic health system of MGB’s scale, resources, and mission should be working to strengthen access. The Commonwealth cannot reasonably expect a single remaining program to meet this need, and for the young adult population there will be no access to care in the Commonwealth. The Council is already hearing countless stories of disrupted care, lack of access, and desperate patients seeking treatment with acute symptoms (including suicidality) even prior to the January 1, 2027, closure date. 

Ultimately, this is an issue of ethics and equity. The consequences extend beyond the hundreds of patients currently seeking continuity of care. They also affect children and young adults who have not yet been diagnosed, whose families may not know what to ask for or where to turn. Without a clear, accessible pathway to medical evaluation and treatment, how many will go unrecognized and without care?

The Council therefore respectfully asks the Commissioner and the Department of Public Health to use DPH’s oversight, convening, and public health authority to take the following steps: 

1. Review MGB’s closure and transition plan, including whether established patients receiving active treatment have been left without an identified clinician or viable pathway for continuing care, and whether the circumstances raise patient safety, continuity-of-care, or potential patient abandonment concerns. 
2. Determine whether the planned closure of the PANDAS/PANS program at MGB constitutes the discontinuation of an Essential Health Service under 105 CMR 130.122, and, if applicable, initiate the public hearing and access review process required by that regulation. Provide patients, families, clinicians, advocates, and other members of the public with an opportunity to submit testimony and evidence concerning the impact of the closure via a public hearing. 
3. Examine whether the closure and proposed transition raise disability discrimination, civil rights, or equal access concerns. This should include whether patients have been denied, restricted from, or redirected away from medical evaluation, specialty care, infusion services, or reasonable accommodations on the basis of their particular diagnosis and because their medical illness manifests through psychiatric or behavioral symptoms, and whether families are effectively being left with psychiatric-led care as their only option without adequate medical evaluation, specialty support, or a meaningful alternative. 

4. Examine whether the essential benefits for medical treatment for patients on Medicaid will not be met. 

5. Examine whether young adults (21 and over) who were receiving care through MGB have access anywhere in the Commonwealth. 

6. Request from MGB the clinical evidence, institutional policies, and decision-making record supporting its description of primary care management as the “accepted clinical standard of care,” including which clinicians and specialties participated in the decision and whether the AAP PANS Clinical Report was considered or relied upon. 

7. Meet with members of the Council, and potentially MGB leadership, to review concerns and support developing a plan to ensure MGB patients with PANDAS/PANS receive care, support, and understanding for their complex medical condition. 

8. Call upon MGB to maintain its PANDAS/PANS program through at least January 2028, continue accepting appropriate new referrals, and ensure the uninterrupted continuation of all treatments, including IVIg, for established patients.

9. Work with the Council and relevant stakeholders to develop a sustainable multidisciplinary model for neuroimmune psychiatric illness in Massachusetts. 

Where any of these matters fall outside DPH’s direct jurisdiction, we ask the Department to refer the concern to the appropriate state oversight body and remain engaged in coordinating the Commonwealth’s response. 

We respectfully request a meeting with the Commissioner and appropriate DPH leadership to discuss these concerns and the immediate steps necessary to protect affected patients. We also ask for a written response by or before November 18, 2026 (our next bi-monthly Advisory Council meeting), identifying the actions DPH is prepared to take and the anticipated timeline for those actions. 

Thank you for your consideration and for your commitment to the health and well-being of children and young adults across the Commonwealth. 


Respectfully, 
DPH PANDAS/PANS Advisory Council
(Dr. Mark Pasternack and Dr. Kyle Williams, both employees of Mass General Brigham, recused themselves from voting on this letter and are not signatories.)
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