
MASSACHUSETTS RARE DISEASE ADVISORY COUNCIL (RDAC)
Healthcare Transitions Subcommittee Meeting Agenda
Tuesday, September 15, 2026
MEETING TIME 12:00 pm – 1:00 pm  

Meeting Minutes – Approved 10/20/26


Subcommittee Chair A. Dwyer welcomed all to the meeting.

Quorum
Members present: Andrew Dwyer, PhD, FNP-BC, O. Adekanbi, Stacy Cook, MD, Dylan Tierney, MD 
Members not present: J. McNary.
A quorum was established, and the meeting was called to order at 12:10 pm 

Past Meeting Minutes Approval:
A Dwyer asked if all members received the minutes from the August 18 meeting. All affirmed. He asked if there were any edits or revisions, hearing none, he asked for a motion to approve the minutes as presented. 
S. Cook motioned to approve the minutes, O. Adenkanbi seconded. 
A vote was taken to approve the minutes. 
A. Dwyer, S. Cook, and O. Adekanbi voted to approve the minutes. 
The minutes from August 18, 2026, were approved. 

HEALTHCARE TRANSITIONS AND DRIVER DIAGRAM DISCUSSION. 

Andrew thanked Peggy for her work revising the driver diagram following the prior meeting.
Peggy explained that her approach was guided by the principle that less is more. The intent was to:
· Clearly communicate that healthcare transition for individuals with rare diseases is a crisis in Massachusetts.
· Organize the problem into a limited number of broad categories.
· Identify two or three secondary drivers within each primary driver.
· Avoid becoming overly detailed before the group has determined which areas are likely to gain the most support.
· Create a framework for discussion with the broader stakeholder group at the November 9 meeting at Boston Children’s Hospital.

Peggy noted that excessive detail can cause groups to lose sight of the larger issue. She also drew on prior work addressing workforce shortages for young adults with complex conditions.

The group discussed the value of building coalitions across populations, while recognizing that the current committee’s formal charge is focused on individuals with rare diseases.

Aim Statement: 
The original wording was:
· Improve the quality of healthcare transitions for youth with rare disorders in Massachusetts by ensuring comprehensive integration from pediatric to adult healthcare practices.

Suggested Revision:
The proposed revision was:
· Establish structured transition pathways for youth and young adults with rare and complex diseases in Massachusetts as they move from pediatric into adult-oriented care.

The proposed version also included contextual language intended to:
Emphasize the urgency of the issue.
· Frame healthcare transition as a Commonwealth-wide concern.
· Describe barriers from the perspectives of young adults, families, pediatric providers, and adult providers.

The group discussed whether the aim should refer to:
Rare diseases only, consistent with the committee’s formal charge; or Rare and complex diseases, reflecting the broader nature of the healthcare-transition problem.

Key points included:
· Dylan recommended focusing the formal aim on rare diseases, since that is the committee’s charge and area of greatest leverage.
· Members agreed that the broader challenges of complex care could be discussed in contextual language.
· It was noted that the issue is broader than rare diseases alone and affects individuals with many complex conditions.

Members recommended tightening the contextual paragraph into two or three clearer sentences.
The context could be organized around:
· The experience of young adults and families.
· Challenges faced by pediatric providers and systems.
· Challenges faced by adult providers and systems.
· Andrew noted that a personal or family narrative could make the document more compelling.
· The group recalled a prior discussion about obtaining a family story or quotation.
· Jen McNary was identified as a possible source from a family perspective because of her advocacy and experience raising children affected by rare diseases.

The group generally supported:
· Keeping the formal focus on young people with rare diseases.
· Retaining broader discussion of complexity and related populations in the explanatory context.
· Using a concise, readable aim statement supported by a brief contextual narrative.
· Incorporating a patient or family voice if possible.

Primary Driver 1: Leadership, Partnership, Stakeholder Engagement

Original Concept: 
· The initial driver diagram included concepts such as:
· Empowered patient and family partnerships.
· Strengthening readiness and comfort for transition.
· Providing medical, social, and support for transition to adult-oriented care.

Suggested Revision:
Peggy’s proposed version emphasized leadership and support from:
· Young adults with rare diseases and their families.
· Public and private payers.
· State agencies.
· Pediatric and adult clinicians.
· Health systems and hospitals.
· Academic health centers.

The purpose would be to address the growing crisis facing young adults with rare diseases as they transition from pediatric to adult care.
Members agreed that a systems-level approach is necessary. Healthcare transition cannot be assigned to a single provider, institution, or patient group.

The group discussed potential wording, including:
· Leadership support.
· Leadership engagement.
· Collaborative leadership. 
· Partnership among key stakeholders. 

Concerns were raised that leadership support could be ambiguous and might imply that one group is leading while others are merely supporting.



Additional discussion emphasized that:
· Patients and families should be viewed as active partners rather than passive recipients.
· Providers and systems need to understand that transition is a shared responsibility.
· Engagement should involve meaningful collaboration and action, not merely opening a conversation. 
· Adult healthcare systems must accept responsibility for participating in transition rather than expecting pediatric systems or care coordinators to make all arrangements.
· Patient and family participation is essential, including helping determine appointment timing and following through with care plans.

A clinical example was shared in which an intensive care unit expressed frustration that a care team had provided phone numbers and referrals but had not secured follow-through from a family. The discussion highlighted the need for shared expectations and accountability among families, providers, and systems.

Members considered language emphasizing, collaborative leadership and partnership among young adults with rare diseases and their families, healthcare providers, payers, state agencies, health systems, and other key stakeholders.

Secondary Drivers Related to Leadership and Partnership

The proposed secondary drivers included:
· Engage and activate leadership from key stakeholder groups in support of the primary and secondary drivers that can improve pediatric-to-adult transitions of care.
· Amplify patient and family voices in shaping future directions.

Members discussed whether these statements were:
· Too general compared with the more specific language in the original driver diagram.
· Better understood as action steps rather than secondary drivers.
· Appropriate as broad framework statements that could later lead to more specific recommendations.

It was noted that more specific concepts from the original diagram had not necessarily been eliminated. Rather, some have been incorporated into other proposed categories, such as:
· Financial incentives.
· Health information technology and electronic medical record infrastructure.
· Cross-system communication.
· Telehealth.
· Workforce development.
· Quality improvement collaboratives.

Peggy emphasized that the group should not attempt to determine every detailed policy solution before learning which priorities have the greatest support from stakeholders. The group agreed that the document should retain enough specificity to demonstrate the breadth of the problem, while avoiding premature commitment to detailed implementation strategies.

Dylan raised an important strategic question: the appropriate level of specificity depends on how the final document will be used.

Two possible uses were identified:
· A formal appendix or component of the RDAC annual report submitted to the Legislature, Department of Public Health, Governor, and other policymakers.
· A conversation-opening framework intended to stimulate discussion and build support among stakeholders.

If the document is primarily a conversation starter:
· The drivers can remain somewhat broad.
· The document does not need to be fully finalized before stakeholder feedback.
· Specificity can be developed through subsequent discussion.

If the document is intended to make a direct policy case:
· The group may need to be more directive.
· The document should identify the most important actions and recommendations.
· The committee should clearly advocate for its highest priority areas.

Dylan emphasized that the group should identify the most important issues and advocate for them strongly rather than simply presenting a neutral list of possibilities. 

Andrew clarified his working assumption that the document would serve as a framework:
· It would map the complexity of healthcare transition for young adults with rare diseases.
· It would incorporate the collective expertise of stakeholders.
· Stakeholder feedback would help identify the most impactful and feasible priorities.
· The final document could then contain focused recommendations for the Commonwealth.

The group generally supported this approach.

Peggy reviewed the broader outline of the proposed driver diagram. The major areas included the following.

Leadership and Stakeholder Partnership. 
Build a coordinated campaign involving:
· Young adults and families.
· Pediatric and adult clinicians.
· Health systems and academic medical centers.
· Public and private payers.
· State agencies.
· Other relevant stakeholders.

The goal would be to create broad support for improving healthcare transition for individuals with rare diseases.

Policy Agenda. 
Develop a policy agenda so that stakeholders can support and advance collectively.
The group noted that final policy agenda would need to be informed by stakeholder feedback and the priorities identified through the November 9 meeting.

Standardized Transition Planning and Transfer
· Establish a standardized approach for:
· Transition planning.
· Transfer from pediatric to adult care.
· Integration between pediatric and adult systems.

Potential strategies included:
· Applying the Six Core Elements of healthcare transition.
· Establishing guidance or requirements for their use.
· Supporting quality-improvement collaboratives.
· Tracking progress and outcomes.

Financial Incentives and Infrastructure Investment.
Align financial incentives with the primary and secondary drivers. 

Potential strategies included:
· Creating a transition infrastructure investment fund.
· Supporting electronic medical record and information-technology infrastructure.
· Training adult clinicians.
· Enhancing care coordination.
· Supporting participation in quality-improvement collaboratives.
· Creating value-based payment options to encourage adult primary care participation.
· Supporting collaboration and documenting improvements.
· Recognizing healthcare-transition services and related billing codes.
· Ensuring that prior authorization, medical-necessity criteria, and out-of-network provisions account for the needs of people with rare diseases.

Adult Primary Care Workforce Development.
Ensure that adult primary care providers have a minimum level of competency in caring for young adults with rare diseases.

Potential strategies included:
· Developing a cadre of adult primary care providers with expertise in childhood-onset rare and complex diseases.
· Establishing fellowships for adult physicians, nurse practitioners, and physician assistants. Building on existing training and technical-assistance infrastructure.
· Using programs such as LEND and USET as potential resources.

Pediatric and Adult Complex-Care Models.

Recognize and support pediatric and adult complex-care models, including:
· Community-based or tertiary-care medical homes.
· Consultative models.
· Co-management centers.
· Programs that improve continuity between pediatric and adult care.
· Designation of programs that meet defined competencies.
· Regional planning to build and maintain continuing competencies.
· A pediatric and adult complex-care research network to expand access and support learning.

Members held an extended discussion about whether the driver diagram should:
· Remain broad and flexible.
· Include specific policy and implementation examples.
· Use broad primary drivers with more detailed secondary drivers.
· Include concrete examples without appearing to prescribe a single solution.

Points raised in discussion:
· A broad framework may be more adaptable to changing political and policy conditions.
· Specific examples help policymakers understand that the problem extends well beyond care coordination or care managers.
· The document should not become a laundry list of disconnected options.
· The group does not yet know which priorities will generate the greatest support or momentum.
· Stakeholder engagement is needed before determining which areas should be developed into detailed recommendations.
· The breadth of the problem should be visible, even if the final recommendations focus on only two or three high-priority areas.

The group agreed that the driver diagram should be sufficiently developed for meaningful discussion but should remain open to revision based on stakeholder input.

NEXT STEPS and ACTION ITEMS: 

Andrew will: 
· Circulate the revised driver diagram and related materials after the meeting.
· Include the proposed aim statement, primary drivers, and secondary drivers in a format that allows members to provide comments.
· Clearly identify the requested type of feedback and the deadline for responses.
· Consolidate member feedback before the next meeting.
· Contact Jen McNary regarding the possibility of obtaining a family story or quotation.
· Continue preparing the driver diagram for presentation at the November 9 stakeholder meeting.

Committee members will: 
· Review the circulated driver diagram.
· Provide comments, suggested edits, and reactions to:
· The aim statement.
· The contextual framing.
· The primary drivers.
· The secondary drivers.
· The balance between broad concepts and specific examples.
· Consider whether the proposed drivers reflect the full range of barriers to healthcare transition.


A Dwyer thanked the speakers for their time and asked for a motion to adjourn. 
D. Tierney motioned to adjourn, O Adenkanbi seconded. A. Dwyer adjourned the meeting at 12:56 pm 


