
Commonwealth of Massachusetts
Department of Developmental Services 
Research Review Committee Meeting Minutes
Date: September 12, 2025

By Teams:	RRC Members: Erin Brown (Chairperson), Kristin Britton, Joseph Weru, Kathleen Ryan, Janet George, and Freddy Torbey (observer/minutes) 


Agenda Items

Administrative matters
“Validity Testing of the Refractory Behavior Index (RBI) Assessment Tool;” Lynde Kayser, Ph.D., BCBA-D, LABA Clinician; Ami Donahue, Co-PI, M.A., BCBA, LABA Clinician
“Measurement of Sleep Behavior;” Kylan Turner, Ph.D., BCBA-D, LABA Clinician
“Programmed Choice in Treatment;” Kylan Turner, Ph.D., BCBA-D, LABA Clinician; Halle Apelgren, Co-PI, M.S., BCBA-D, LABA Clinician
“Enhancing Health Outcomes in Residential Care: A Retrospective Analysis of Behavioral and Medical Strategies for Weight Management;” Jessica Conaboy, Ph.D., BCBA-D, LABA Clinician; Olivia Treves, Co-PI, M.S., BCBA, LABA Clinician; Heather Sutherland, Co-PI, M.S., BCBA, LABA Clinician

HOUSEKEEPING

Chair established quorum
Chair spoke of the exit of RRC member Joseph Meyer
Kathleen Ryan left the meeting at 1:07 PM and rejoined at 1:08 PM
Janet George joined via telephone call at 1:08 PM
Chair summarized requirements for approval of research proposals pursuant to 115 CMR 10.08
Chair presented proposals for discussion
Janet George lost contact at 1:10 PM and rejoined at via Teams on 1:11 PM

Review and Vote on August 1, 2025, Meeting Minutes

Outcome
Chair moved for a vote and Committee members agreed to adopt August 1, 2025, meeting minutes 

“Validity Testing of the Refractory Behavior Index (RBI) Assessment Tool;” Dr. Lynde Kayser; Co-PI Ami Donahue

Discussion
RRC discussed how similar this proposal is to other proposals submitted by the same institution and that were already found to be not research

Issues
Proposal does not present a hypothesis, seems to be conducting research in order to find a hypothesis given large n;
Proposal states there is a survey procedure; while this could potentially be excluded from the regulatory definition of research, no survey was provided to the RRC pursuant to regulatory requirements 10.02 “Research”(d); will request;
Proposal included a letter of favorable peer review from one of the institutions (Kennedy Collective) involved in the project; will request additional letter of disinterested peer review. 

Outcome
Chair moved for a vote and Committee members agreed to defer decision pending receipt of additional information. 

“Measurement of Sleep Behavior;” Dr. Kylan Turner

Discussion
RRC acknowledged the omnipresence of cameras at the proposed research site
RRC discussed how data being collected poses major concerns regarding participants’ rights to privacy (“behavior of a sensitive nature”)
RRC questioned how PIs will de-identify PHI when data being collected and reviewed contains audio and visual recordings
RRC considered the proposition that consent to treatment and PHI collected by virtue of providing treatment and notification of potential disclosure of PHI for research purposes (consistent with HIPAA) does not equate to informed consent necessary for participation in current research
Retrospective review of sleep diaries is distinguishable from review of audio/video footage of individuals
Use of “historical data” v. what is current data
RRC agreed that the proposal has significant impact on individual privacy

Issues
Formation of a hypothesis would require the review of significant amounts of personal data of individuals;
Proposal states that participant consent can be acquired through individuals, guardians, or institutional staff, but proposal is unclear as to when an individual’s guardian or individual consent would be sought and obtained; 
Data being collected is current in scope (3 months) and use of clinicians to identify individuals they currently treat who have sleeping issues confounds the use of “historical data”; 
De-identification of audio/visual data collected is a significant issue as PHI is embedded in audio/video modalities. 
Outcome
Chair moved for a vote and Committee members unanimously agreed to disapprove the proposal. 

DISAPPROVED 

“Measurement of Sleep Behavior;” Kylan Turner

CLOSING MATTERS

Meeting ended at 1:46 PM. Next scheduled RRC meeting is for Friday, October 3, 2025.

Page 2 of 2
