Spinal Cord Injury Advisory Council Meeting

MA Department of Public Health (DPH)
Virtual Open Meeting via Microsoft Teams

Thursday, October 23, 2025, 4 p.m. – 5 p.m.


Members Attending Remotely: Dr. Eric Ruby, Dr. Ron Riesenburger, and David Estrada
Others Attending Remotely: Bob Smith, Molly Sebo, Vita Brown, Abbie Swaine, Ryan DeRoche, Kelley Cunningham, and Alexandria Papadimoulis

Executive Summary

The October 23, 2025, Spinal Cord Injury Advisory Board Meeting discussed potential changes to the Thomas P. Kennedy SCI Trust Fund, including board expansion, research funding, and sustainable revenue strategies. The discussion highlighted expanding the advisory board to five members, compensating out-of-state reviewers for Request for Response (RFR) applications, maintaining a focus on basic and clinical research, allocating some resources to the Department of Public Health (DPH) for procurement, and exploring new revenue sources, including the Massachusetts millionaire’s tax. Members were also reminded that researchers and participants interested in RFR updates should contact Kelley or Alexandria to be added to the distribution list.

Key Decisions
· Board Expansion: Increase advisory board to five members (three physicians, two community representatives) to reduce conflicts of interest and improve functionality.
· Out-of-State Reviewers: Approve $1,000 stipend per reviewer, funded by the Trust Fund, to support application scoring.
· Research Focus: Continue prioritizing basic and clinical research while implementing a tiered grant model (preclinical, translational, clinical).
· DPH Support: Allocate some Trust Fund resources to DPH for procurement and operational needs.
· Revenue Opportunities: Explore new funding sources, including leveraging related programs and the millionaire’s tax.
· RFR Updates: Interested researchers or participants to contact Kelley Cunningham or Alexandria to be added to the communications list.


Meeting Minutes

I. Welcome and Introductions
· Dr. Eric Ruby opened the meeting at 4:01 p.m. with welcoming members in attendance. He reviewed the agenda, and open meeting law, and facilitated the review and acceptance of the Febraury 6, 2025 SCI Advisory meeting minutes. He provided a brief history and background, noting that the initiative began in 2004 when Senator Pacheco and other sponsors established the bill for Spinal Cord Injury (SCI) Awareness Day and the Trust Fund. The law was later updated by Senator Pacheco following a period of lost funding.

II. Review of Original Legislation and Proposed Updates 
· Dr. Ruby explained the current law, An Act Establishing a Spinal Cord Injury Trust Fund, Section 59 of chapter 10 of the General Laws, limits the board to three members. Due to scheduling conflicts and potential conflicts of interest, he recommended expanding the board. David supported this suggestion, noting that with several members affiliated with major hospitals, recusals are often necessary. He emphasized that expanding to five members would be appropriate. Dr. Riesenburger agreed that five members may be ideal but suggested considering inclusion of individuals from business or industry to diversify expertise. Dr. Ruby added that the board primarily serves as a review body and does not handle funds directly, highlighting the importance of broad yet manageable representation.

III. Out-of-State Reviewers and Funding 
· Dr. Ruby emphasized the importance of compensating out-of-state grant reviewers and proposed a stipend of $1,000 per reviewer to be paid from the Thomas P. Kennedy SCI Trust Fund. He also noted that DPH currently does not receive dedicated funding for its work supporting the spinal cord injury. In response, Kelley explained that many prevention and data-related responsibilities function as unfunded mandates and described how the Injury Prevention and Control Program (IPCP) operates with limited staff supported through braided funding. She added that staff turnover can affect IPCP’s capacity to manage recurring data requests and prevention initiatives. While she acknowledged that additional resources for prevention would be beneficial, Kelley expressed hesitation about redirecting Trust Fund resources away from research and noted the challenges of securing additional funding within existing mandates.

IV. Increasing Funding and Exploring Revenue Sources
· Bob emphasized two key considerations for the advisory board: establishing a governing or quasi-public board to oversee the Trust Fund and identifying a sustainable revenue source. He noted that any changes would require negotiation with the government and administration, and that legislative support is more likely if the Governor is aligned. Bob highlighted the importance of careful planning for implementation, compensation, and funding, cautioning that without a dedicated revenue source, the Trust Fund could face shortages. Dr. Ruby agreed, stressing the need to align goals with feasibility. He described a “wish list” approach, where ideal proposals can be refined with Bob to determine what is realistic and achievable, emphasizing caution to avoid jeopardizing existing support.
· Dr. Ruby suggested exploring opportunities to increase funding by leveraging related programs, such as the Head Injury Trust Fund or motor vehicle-related revenues, while emphasizing the need for careful planning to ensure proposals remain practical and politically viable. Bob noted that Massachusetts’ new revenue streams from the millionaire’s tax could potentially provide a portion of funds for the Trust Fund without introducing new surcharges, mentioning a recent example of an SCI patient from Louisiana seeking guidance on similar legislation. David agreed, highlighting that input from external experts can help identify sustainable funding strategies, and added that expanding the board to five members, including three physicians and two community representatives would provide adequate representation while minimizing conflicts of interest.

V. Responding to Inquires
· Dr. Ruby shared that any inquiries from researchers or participants of the grant should be directed to Kelley or Alexandria. Kelley confirmed that all inquiries received would be added to a list and followed up as appropriate.  

VI. Legislative Champion
· Dr. Ruby nominated Senator Brady as the legislative leader for the Thomas P. Kennedy SCI Trust Fund and expressed gratitude for his ongoing support. He also noted that Bob Smith’s policy experience would be instrumental in coordinating with the Senator’s office and exploring new revenue opportunities, including potential funding through the millionaire’s tax.

VII. Additional Discussion 
· Dr. Ruby asked for input on improving outreach to researchers. Ryan suggested expanding social media engagement, noting that a more targeted approach to reach researchers specifically would require further discussion. Dr. Ruby noted that broader outreach for the grant application could increase participation, even with a complex review process in place. Building on this discussion, David proposed a tiered grant funding model for preclinical, translational, and clinical research. Dr. Ruby expressed general support for the concept but recommended maintaining a primary focus on both basic and clinical research.
· Kelley recommended scheduling the next meeting for mid-December or January. Dr. Ruby agreed and proposed polling members for availability on Thursdays from 4:00 to 5:00 p.m.

VIII. Closing Remarks
· As the meeting concluded, Dr. Ruby thanked the members for their participation in the Spinal Cord Injury Advisory Board Meeting. Memebers were reminded of the Open Meeting Law requirements and that if there are any questions or concerns, to please directly respond via e-mail to Kelley Cunningham at Kelley.Cunningham@mass.gov. 

Meeting concluded at 5:03 p.m.


