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The ECHO Program
ECHO’S MISSION:
To enhance the health of children for generations to 
come.

ECHO’S PROGRAM OBJECTIVES:
• Improve the health of children and adolescents by 

conducting observational and intervention research 
that will inform high-impact programs, policies, and 
practices.

• Institute best practices for conducting Team Science 
in the 21st century, giving researchers the tools to 
work collaboratively to improve child health.

ECHO’S OVERARCHING SCIENTIFIC GOAL:
• Answer crucial questions about the effects of a 

BROAD range of EARLY environmental influences 
on child health and development
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ECHO-wide Cohort Data Platform
• Data from ~97,000 participants from 72 cohort studies

–59,000 children 
§ 27,000 active follow up (growing)

–42,000 biospecimens 
• Diversity in age, SES, geography, race/ethnicity

–26% Hispanic, 43% White, 12% Black, 4% Asian, 3% AI/AN,    
4% More than one race, 8% Unknown/not reported/other

• Becoming nation-wide research resource
–Harmonized existing measures & standardized new measures

§ Common data collection protocol
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Participant Engagement 
• Participant Experience Survey 
• Participant Representatives (Advisory Board and Return of Results 

Task Force members)
–Co-created policies related to returning results to participants 
– Informed participant-facing materials (website, comms materials, etc.)
– Supported publication lay summaries 

• Cohort-led engagement 



Research-driven Engagement
ECHO Strategic Planning Task Force 
in early 2019

• End-user stakeholder organization 
outstanding research gaps

• Environmental scan with the 
Outcome Working Groups 

• Multiple rounds of discussion 

End-user Stakeholder Gaps 
documents 

• Shared with Outcome Working 
Groups 

• Encouraged to review, discuss, and 
address knowledge gaps with 
ECHO-wide analyses

ECHO sessions and presentations 
and stakeholder conferences 



National 
Stakeholder 
Organizations 

The NIH ECHO Program Office leads outreach to 
national professional and advocacy groups through 
tactics including:
• Individual and group meetings
• External newsletter, the ECHO Connector, sent 

bimonthly to all organizations
• Webinars for all organizations, held 1-2 times a 

year. 
• Web content and materials development to 

address needs identified by stakeholder 
organizations 

• Personalized outreach to share publications and 
activities on topics of interest to specific 
organizations 

• Participation in stakeholder organization 
conferences



Lessons Learned 

• Build awareness and capacity early  

• Provide infrastructure and support for engagement 

– E.g. IDeA States Pediatric Clinical Trials Network

• One size does not fit all

–Different strategies, different media, different messages for different 

stakeholder groups 



Next Steps/Future Directions 

Within the final years of ECHO 
• ECHO-wide Program Annual Evaluation

–Now measure engagement as a program indicator
–Dissemination to relevant stakeholders supported and tracked 

• Stakeholder Engagement Working Group 
– Early in development of new analyses 
–Ongoing capacity building with investigators

• Coordinating Center Communications team
–Ongoing development of new media and templates for different groups
– Twitter handle @ECHOChildHealth



Website:  http://echochildren.org
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