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 Gary Bedell, Ph.D.  
Professor 
Tufts University 

 
“Social Participation And Navigation (SPAN): Adaptation, Usability And Implementation 
For Youth and Transition-age Young Adult Brain Tumor Survivors” 

 
Youth and transition-age young adult brain tumor survivors have challenges that hinder 
social participation in community, school and work life. Frequent hospitalizations, illnesses, 
treatment side-effects, and cognitive and behavioral sequelae can result in social isolation, 
depression, and limitations in important life roles, relationships and opportunities.  
 
There is limited evidence specific to interventions that promote social participation of 
youth and transition age young adult brain tumor survivors. Thus, the overall purpose of 
this project is to adapt an existing app-based coaching intervention, Social Participation 
And Navigation (SPAN), initially designed for youth with traumatic brain injuries (TBI), to be 
relevant to the needs of youth and transition-age young adult brain tumors (ages 15-23). 
SPAN has four main components: 1) Virtual coaching (with college student coaches); 2) 
Initial coach training and weekly coach supervision; 3) SPAN website with brief tips and 
topics; 4) Goal planning web application. Promising results were found in a 10-week 
implementation trial of SPAN with 13 youth with brain injuries (TBI, n=9; brain tumor, n=4) 
related to goal attainment and on selected measures of social functioning and 
participation.   
 
The specific aims of this demonstration project are to 1) Adapt the current version of SPAN 
based on existing and additional stakeholder feedback (n=6); 2) Assess initial feasibility and 
usability of the adapted SPAN with youth and transition-age young adult brain tumors in a 
four-week trial (n=5); and 3) Assess the preliminary effects of the adapted SPAN for 
promoting social participation in community, school and work settings in a larger scale 10-
week implementation trial (n=10). The long-term objective is to determine whether the 
adapted SPAN has potential for widespread use specific to youth and transition-age young 
adult brain tumor survivors and others with social and executive functioning challenges and 
to seek additional funding to support this work and larger scale studies.



 
 Meg Stone, M.A., M.P.H.  

IMPACT Executive Director 
Triangle, Inc. 



 Julie White, M.S.  
Director, Continuing Medical Education 
Boston University 
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 Kristin Long, Ph.D.  

Assistant Professor 
Boston University 

 
“Development Of A Family-Based Transition Planning Program For Culturally-
Diverse Families Of Youth On The Autism Spectrum” 

 
The transition to adulthood is a critical developmental period that sets up 
trajectories of adult functioning. For youth on the autism spectrum, this transition 
has been described as “falling off a cliff” due to the lack of available adult services 
and families feeling overwhelmed and unsupported. Although the transition to 
adulthood is universally challenging for families, it is also a time of increasing 
race/ethnicity-based service use disparities. Existing research suggests that 
autism-related transition planning and adult outcomes could be improved with 
attention to modifiable family-based treatment targets including parent self-
efficacy, discussions about the future, and parent expectations for adult outcomes. 
However, no existing family-based programs focus on skills to navigate transition, 
are broad enough to include families of youth with a wide range of autism 
presentations, and consider cultural influences on transition processes or post-
transition goals. Together, these gaps may limit existing programs’ usability in 
community settings that serve youth with a broad range of service needs. The 
proposed project takes a community-based approach to developing a transition 
planning program that accounts for flexibility across autism presentation and 
comorbidities, cultural values, family preferences, and readiness to engage in 
transition planning. Specific aims are to (1) develop the Families FORWARD 
(Focusing on Relationships, Well-being, and Responsibility aheaD) program with 
culturally-diverse families and service providers and (2) conduct proof-of-concept 
testing with a stratified sample of families who identify as Black, Latinx, Asian, and 
non-Latinx white. The proposed program is novel in its proactive approach to 
considering diversity from the earliest stages of intervention development. The 
individualized nature of the program is expected to increase its ultimate 
acceptability and usability in community settings. This is the first step in a line of 
research to improve transition planning and decrease service use disparities across 
the transition to adulthood for youth on the autism spectrum.  

 





 Jaimie Timmons, M.S.W.  
Research Associate III and Program Manager 
University of Massachusetts Boston 

 
“Pathways to Daily Life and Employment in Healthcare for Youth with Down 
Syndrome” 

 
The Institute for Community Inclusion (ICI) at the University of Massachusetts 
Boston, in collaboration with the Down Syndrome Program at Boston Children’s 
Hospital, and in consultation with the Institute for Human Development at the 
University of Missouri-Kansas City (UMKC-IHD), will develop, pilot, and evaluate a 
Pathways Demonstration for at least 40 parents of youth with Down syndrome ages 
10–14. The ten-month intervention will support parents to prepare for a positive 
transition from high school to daily life and integrated employment. A transition 
planning portfolio based on content from UMKC’s Charting the Life Course will 
provide tools and resources, weekly electronic outreach via Facebook as a platform 
for family networking, connections to companion resources, and a standardized 
clinician protocol for engaging parents in a guided conversation about post-school 
life during patient encounters. Through provision of brief prompts or nudges 
(Dechausay & Anzelone, 2016), content will be chunked apart in micro-learning 
opportunities (Buchem & Hamelmann, 2010). Project goals include increasing the 
frequency with which hospital clinicians address transition preparation, 
strengthening the capacity of the Down Syndrome Program to deliver transition 
content, and improving parents’ visions for the future of their young adult. Pre- and 
post-test surveys administered to parents will measure their short-term and long-
term expectations; their attitudes and beliefs about community and workplace 
inclusion; and their ability to identify and implement incremental actions that 
support the achievement of goals. Post intervention key informant interviews with 
parents, youth, and clinicians will focus on participants’ experiences, facilitators and 
barriers to engagement, and recommendations for refining the intervention in 
preparation for scaling up.  
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 Eileen Crehan, Ph.D.  

Assistant Professor 
Tufts University 

 
“IEP Coding to Inform 





 
 Jocelyn Kuhn, Ph.D.  

Assistant Professor of Pediatrics 
Boston Medical Center 

 
“Testing the Efficacy of an Adapted Family-Centered Autism Transition 
Intervention in a Safety Net Hospital Setting” 
 

 
Autistic adults, especially those from low-resource communities, experience poorer 
quality of life, physical and mental health, economic self-sufficiency, independent 
living, and educational outcomes than their neurotypical counterparts. The 
transition to adulthood between the ages of 14 and 23 represents a critical time to 
disrupt these inequities and set autistic youth on a trajectory for improved 
outcomes. Our research team previously developed and tested an autism transition-
to-adulthood intervention called Transitioning Together, which is based on an 
evidence-based multi-family group psychoeducation model and has demonstrated 
efficacy in improving outcomes for both youth (e.g., social and behavioral 
functioning, employment) and their parents/guardians (e.g., well-being, coping 
skills). Our widescale implementation study of this intervention across three states 
found that lower-resource service settings—where disproportionately more racial 
and ethnic minority families are served—struggled to adopt this intervention. Thus, 
without further adaptation, dissemination of the intervention in its original form risks 
unintentionally widening existing racial, ethnic, and socioeconomic disparities 
among autistic people. Such disparities are known to pervade quality of life, health 
and well-being, employment, and education across the life course. To address these 
prior study findings, we recently adapted Transitioning Together to improve its 
feasibility, accessibility, and cultural responsiveness in low-resource service 
settings. Examples of adaptations included consolidating program content into 
fewer, longer group sessions, and culturally adapting content for Spanish-speaking 
families. Families who participated in our small pilot test of this adapted version of 
the Transitioning Together program reported high satisfaction with the program 
and strong social validity. The effectiveness of the adapted version has not yet been 
tested. In the proposed project, we seek to test the effectiveness of this adapted 
version of Transitioning Together within the Boston Medical Center network, where 
predominantly low-income communities across Greater Boston, including families 
who represent a rich diversity of racial and ethnic backgrounds, are served.  



 
 Andre Maharaj, Ph.D.  

Graduate Program Director of Applied Behavior Analysis; Senior Research Associate 
University of Massachusetts Boston 

 
“Stronger Together - The Benefits of Inclusion for Treating Children with 
Externalizing Behavior Problems” 
 

 
The purpose of the project is to develop and assess an inclusive summer 



 
 Pam Nourse, M.B.A.  

Executive Director 
Federation for Children with Special Needs 

 
“Capacity Building in Greater Boston’s Vietnamese Community” 

 
Research shows that effective family engagement improves health and educational 
outcomes for children and youth. In this project FCSN will increase capacity for 
family engagement among families and professionals through a community asset 
mapping process and creation of relevant resources and trainings. The focus of the 
project is to address disparities experienced by the families with children with 
special health care needs in three targeted Vietnamese communities in Greater 
Boston. Priorities for family engagement capacity building will be set with the 
community through a community asset mapping process. The materials, resources, 
and training will be co-created with the community to address these priorities. For 
example, the community may find that greater knowledge of how to access 
resources at local community health centers is a priority, and FCSN will 
correspondingly develop the relevant materials and training. Culturally relevant 
resources will be tailored for both Vietnamese families and for the education and 
health care providers who work with the community. Project staff will include a 
Vietnamese Outreach Specialist; four cultural brokers who are members of the 
targeted communities will work in stipend positions as well. Outcomes will be 
measured through multiple surveys and trainings and resources will be adjusted 
throughout the project to better meet the needs of the Vietnamese community, 
based on evaluative responses.  
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 Ovsanna Leyfer, Ph.D.  

Research Assistant Professor 
Boston University 
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 Winston Kennedy Ph.D.  
Assistant Professor of Physical Therapy  
Northeastern University 
 
“Perceived Multilevel Determinants of Physical Activity Engagement in Black Autistic 
Children and their Caregivers” 

 
 

Children with intersecting marginalized identities experience profound disparities in 
health due to systemic barriers, spanning multiple levels of society. Social ecological 
frameworks allow for investigation of multi-level barriers. Black autistic children 
(BAC) are particularly vulnerable as the prevalence of autism spectrum disorder 
among Black children increases in the US, while access to necessary supports remain 
stagnant. Physical activity (PA) provides a myriad of benefits, however, BAC’s access 
to PA appears to be limited. Importantly, PA behaviors established in early childhood 
are likely to continue into adulthood. Determinants of PA engagement have been 
examined in autistic children and typically developing Black children, but no study has 
investigated determinants of PA in BAC and their caregivers specifically. Long



 Ed-Dee Williams M.S.W., Ph.D.  
Assistant Professor 
Boston College 
 


