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6. Sharing Data on Outcomes
Updated October 15, 2026
https://ectacenter.org/topics/earlyid/ehdi-supporting.asp
You can modify these sample agenda contents to suit your needs or state or entity context.
Agenda
	Time
	Topic 
	Facilitator

	
	Welcome and Introductions
	

	
	Shared Purpose
· Review Data Sharing Partnerships Improve Systems Information Sheet (Optional)
· Identify Purpose and Insights Gained
	

	
	Outcomes
· Outcomes of Interest
· What does the research show?
· What questions do we want to answer?
· Assessments and Data Collection
	

	
	Data
· Current Data Collection and Storage
· Needed Data Elements
	

	
	Data Sharing Agreement
· Current Data Sharing Agreement if applicable
· Data Sharing Agreement Checklist and Template
· Technical Plan for Data Sharing
· Data Analyses and Sharing Results
	

	
	Next Steps
	


Meeting Basics
Purpose
The purpose of this meeting is to:
· Develop a common understanding of why sharing outcomes data for deaf and hard of hearing (DHH) children is important for both Early Hearing Detection and Intervention (EHDI) and Early Intervention (EI).
· Create a collaborative data sharing agreement and systematic process.
Outcome
The main outcome is to create a data sharing agreement that outlines the process for sharing outcomes data. It includes identifying the data elements, methods, and any gaps for data sharing, monitoring, evaluation, and accountability.
Timing
This collaborative meeting will be helpful when:
· Key partner personnel have changed.
· New competitive grant funding or state or local initiatives focus on any outcomes.
· State or federal laws or regulations referencing outcomes are proposed.
This meeting may be held periodically to:
· Stay knowledgeable about and strive for data driven monitoring and promoting ideal outcomes.
· Update data sharing agreements.
This meeting will be most helpful after programs have established:
· Shared understanding of systems (see Sample Agenda 1) and shared data to improve referrals (see Sample Agenda 2).
· Identification of children with late onset hearing loss (see Sample Agenda 3).
· Coordination of service delivery (see Sample Agenda 5).
Involving Partners
· Who are the subject matter experts in your state about outcomes for DHH children?
· How will the data be used? Is it individual monitoring for success or systems evaluation or accountability?
· What are the key programs or systems in your state that collect outcome data?
· Who has a key role in those programs or systems?
· Who are champions for the programs or systems or others willing to be involved?
· Who is knowledgeable about their program or system outcome data?
· Who has access to the data? Who owns the data?
· Who governs access to the data?
Possible Attendees
Include attendees from the following that have DHH outcome and data expertise:
· EHDI coordinator and other EHDI personnel, including data staff
· Family-based organizations (FBOs), such as Hands & Voices, family support agency representatives, and other parent leaders
· Part C coordinator and other Part C personnel
· Healthcare providers, such as audiologists and pediatricians
· Head Start and Early Head Start representatives
· Home visiting program representatives
· Schools for the Deaf
· Early childhood education
· American Sign Language (ASL), Listening and Spoken Language (LSL), and other language programs
· Other community partners
Before the Meeting
Solicit Input
· Gather information about legal considerations related to data sharing.
· Gather information about any policies related to small numbers.
· Gather relevant research evidence for any outcomes to be discussed, if known.
· Ask invited participants to identify and invite other key partners.
· Solicit input for agenda topics.
Share Information
· Share previous minutes with new members.
· Share a draft agenda.
· Share guidance about data sharing rationale and tools for developing agreements between Early Hearing Detection, and Intervention Program (EHDI) and Early Intervention:
· Data Sharing Partnerships Improve Systems
· Data Sharing Agreement Template 
· Data Sharing Agreement Checklist
· Share relevant documents from each participant, including descriptions of data systems, data dictionaries, performance reports, and key performance or quality indicators, as applicable.
Prepare
· Decide whether the meeting will be in person, virtual, or hybrid.
· Arrange communication access for all participants.
· Arrange for meeting location, parking, building access if needed.
Discussion Topics
The following topics and questions can guide discussions during one or more meetings based on the availability and willingness of partners. Begin with a brief high-level introduction of the shared purpose. The wording or order of these topics and questions may be adapted to fit your state context and needs.
Shared Purpose
· Optional: Jointly review Data Sharing Partnerships Improve Systems to determine and document the shared purpose for a data sharing.
· What insights do we hope to gain from sharing outcomes data?
· How will this benefit the EHDI and EI systems?
Outcomes
· What are the key outcomes of interest (for example, language acquisition, reading levels and other academic achievement, social-emotional development)?
· Discuss relevant research about these outcomes, if available.
· What specific questions about the outcomes would be answered?
· Consider both process and outcome measures. For example, were families referred to various services, did they participate, and what were standardized speech and language assessment scores?
· What types of assessments would be best suited to achieve the outcome of interest? Who conducts these assessments? Where would that data be found?
· Will families have access to results and interpretation of assessments?
Data
· What data are collected on the children and families served?
· How are these data collected and stored?
· What specific data elements are needed to answer the outcomes questions of interest?
· Which data are currently collected related to the outcomes and questions of interest?
· For data elements not available, is it feasible to collect them and what would the mechanism be?
Data Sharing Agreement
· If a EHDI-EI data sharing agreement exists, use the Data Sharing Agreement Checklist to identify elements and language that need to be updated.
· If a data sharing agreement does not exist:
· Determine if a data sharing agreement is jointly desired. Refer to Data Sharing Partnerships Improve Systems as needed.
· Determine if there are established means for creating data sharing agreements.
· Use the Data Sharing Agreement Checklist to identify elements that need to be embedded in your data sharing agreement.
· Use the Data Sharing Agreement Template to identify language to be included in your data sharing agreement.
· Clearly identify the specific process that will be used for sharing data.
· Where, by whom, and how will the data be assembled?
· Who are the technical people who will implement a secure data exchange?
· Who will do the data analysis to answer the questions?
· With whom and how will the results of the analysis be shared?
Next Steps
· Determine priorities for data sharing agreement.
· Develop or revise data sharing agreement using the ECTA Center’s tools on Early Hearing Detection, and Intervention Program (EHDI) and Early Intervention.
· Resolve any technical issues for data sharing.
· Establish secure data transfer by technical team.
· Confirm data analyst/epidemiologist to complete data request.
· Develop a timeline.
· Determine how you will evaluate the data sharing process and outcomes data shared.
· Review results and create a summary document.
· Distribute results to the agreed upon audience.
· Identify gaps in data for future development.
· Identify additional attendees for the next meeting as needed.
· Schedule the next meeting and send out the minutes.
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