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Agenda

Importance of caregiver involvement

Barriers to caregiver engagement

Strategies in supporting caregiver 
engagement 

FANS-EI



 Children under 3 with autism eligible for EIs 
(IDEA Part C)

 EIs target social engagement, communication, 
imitation, and play skills 

 Best practice 

National Institute for Health & Care Excellence, 2013; Pellecchia et al., 2018

Caregiver-Mediated Early Intervention for Autism



McConachie et al., 2007; Schreibman et al., 2015

Importance of Caregiver Involvement



Barriers to Caregiver Engagement



What is Caregiver Engagement

Haine-Schlagel & Walsh, 2015



Barriers to Consistent Caregiver Engagement

Axford et al., 2012; Nock & Ferriter, 2005; Haine-Schlagel & Walsh, 2015 



Barriers to Consistent Caregiver Engagement

Axford et al., 2012; Haine-Schlagel & Walsh, 2015 ; Nock & Ferriter, 2005



Strategies Used to Support Caregiver Engagement



Lindsey et al., 2014; Pellechia et al., 2018

Strategies Used to Support Caregiver Engagement



Lindsey et al., 2014; Pellechia et al., 2018; Stahmer et al., 2019

Strategies Used to Support Caregiver Engagement

“So, after he got the diagnosis, I 
just shut down. I did not say 
anything, I did not tell anybody…I
just – I could not do it. So, one of 
the moms calls me…She called me 
at work and I just started
bawling and I told her that this is 
what happened.”



Mind the Gap

Hassrick et al., 2023; Iadarola et al., 2020; Vejnoska et al., 2023



Literature Review Focus groups 
(families & /providers)

Community 
Collaborative Groups

Stahmer et al., 2019



Process
Peer Navigator 

Builds Trust

Supported 
Education & 
Advocacy

Service Access 
& Advocacy 

Skills

• Intake interview
• Family Needs
• Overall Goal Setting

Peer Navigator

• 12 Sessions
• Uses activities and curriculum to match 

topics to needs

Regular Meetings 
(4-6 mos.)

AIR-B Network



AIR-B Network



Yu et al., under preparation

Mind the Gap: Session Attendance Pattern
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Mind the Gap: Session Attendance Pattern
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What else do families say? 



Espe-Sherwindt et al., 2020; Ingoldsby, 2010; Stahmer et al., 2019

A Strength-based Approach 



Rethinking Peer Support



 Integrating family/friend support in 
intervention programs, e.g., chronic disease 
substance use, weight loss programs

 Mobile health intervention, Family/Friend 
Network Support (FANS) in low-income 
Latino patients with diabetes

Burner et al., 2018; Kumanyika et al., 2009; Mayberry et al., 2019, 2021 

Use of Family/Friend Support in Other Health Interventions



Burner et al., 2018, 2019; Kumanyika et al., 2009; Mayberry et al., 2019, 2021 

Family/Friend Network Support (FANS)



Burner et al., 2018; Kumanyika et al., 2009; Mayberry et al., 2019, 2021 

Use of Family/Friend Support in Other Health Interventions





Family/Friend Network Support – Early 
Intervention (FANS-EI)



Study Goals

• Collaboratively adapt a strength-based mobile 
health program to support caregiver 
engagement in autism early intervention.

• Examine the effectiveness of the FANS-EI 
program for improving caregiver engagement.

• Explore how FANS-EI is perceived by 
caregivers and family/friend members.



Phase 1

FANS-EI Development and Adaptation



Family/Friend Network Support – Early Intervention

• Text messages adaptation

• Community advisory board: family members, 
early intervention agency leaders and 
providers, regional center and family resource 
center staff

•  Identify education materials for supporters





Family/Friend Network Support – Early Intervention



Family/Friend Network Support – Early Intervention



Phase 2

FANS-EI Pilot 



Participants



Study Questions

• Does FANS-EI improve caregiver engagement? 

• Does FANS-EI group report higher levels of social support and 
self-efficacy?

• How is FANS-EI perceived by participants?



Measure Caregiver Engagement 

• Attitudinal Engagement: Caregiver 
Buy-In to EI survey 

• Behavioral Engagement: attrition, 
numbers of sessions attended and 
cancellations, and Parent Participation 
Engagement Measure



Family/Friend Network Support – Early Intervention



Next Steps

 Recruitment and data collection 
 Larger trial, mechanism of change
 Family/friend support needs
 Mobile health approach
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Thank you!
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