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Overview

 Introduction
 Tools covered

– EHDI-IS Functional Standards
– EHDI System Self-Evaluation 

Tool (ESSET)
– EHDI-DASH
– EHDI-IS Technical Manual



EHDI Information System (EHDI-IS), what is it and 
what should it do?

 “Public health surveillance is the ongoing, systematic collection, analysis, interpretation, and 
dissemination of data regarding a health-related event for use in public health action to reduce 
morbidity and mortality and to improve health”

 Past definition

– A “fully-developed”  EHDI Information System: 
• “accurately identify, match, and collect data that is unduplicated, and individually identifiable (not estimated or 

aggregated) through the three components of the EHDI process (screening, diagnosis, and early intervention)” –
CDC- RFA- DD11-1101 

– An “Integrated EHDI Tracking and Surveillance System”: (EHDI Program Guidance Manual, 2003)
• Uses an infant hearing screening tracking database to track infant hearing screening, referral and 

evaluation, and
• Uses a hearing loss registry database to track follow-up of infants and children with hearing loss



EHDI-IS Functional 
Standards 



EHDI-IS Functional Standards

 The EHDI-IS Functional Standards defines:   A “Complete” EHDI-IS
– Specifies the programmatic, operational, and technical functional requirements
– Guides system development and evaluation activities

 Is
– Intended to be used by ALL EHDI jurisdictions
– A living document and will be reviewed and revised on periodical basis

 Is NOT
– An implementation guide of EHDI-IS
– An information system  technical manual



Understanding the Functional Standards

 Programmatic Goals
 Functional Standards by Programmatic Goals

– EHDI-IS Data Item List
 Appendices:

– Data Definition
– Data Quality Worksheet



Programmatic Goals
Care and Service Delivery
1. Document unduplicated, individually identifiable data on the delivery of newborn hearing screening services for all infants 

born in the jurisdiction.
2. Support tracking and documentation of the delivery of follow-up services for every infant/child who did not receive, complete, 

or pass newborn hearing screening.
3. Document all cases of hearing loss, including congenital, late-onset, progressive, and acquired cases for infants and children <

3 years old.
4. Document the enrollment status, delivery and outcome of early intervention services for infants and children < 3 years old 

with hearing loss.

Data Management, Analysis, and Reporting

5. Maintain data quality (accurate, complete, timely data) of individual newborn hearing screening, follow-up screening and 
diagnosis, early intervention and demographic information in the EHDI-IS.

6. Preserve the integrity, security, availability and privacy of all personally-identifiable health and demographic data in the EHDI-
IS.

7. Enable evaluation and data analysis activities.
8. Support dissemination of EHDI information to authorized stakeholders.



Functional Standards by Goals

SHALL(SHOULD,MAY) Do Sth. Vs. SHALL(SHOULD, MAY) Provide the Ability to Do Sth.

Provide the ability to: “The term “…provide the ability to…” conveys the notion that the 
corresponding system functionality will enable a user to perform a given task, rather than having 
the system perform the task itself (i.e., without user intervention). 

SHALL, SHOULD, MAY-
Conformance Criteria

SHALL:  Indicates a 
mandatory requirement to be 
followed/implemented.

SHOULD:  Indicates an 
optional recommended action.

MAY:  Indicates an optional 
action



EHDI-IS Data Items

Minimum- Routinely collected and 
included in the EHDI-IS
Core- The EHDI-IS may not routinely 
collect these items, but SHALL
provide the ability to obtain these 
items when needed
Extended- The EHDI-IS SHOULD 
provide the ability to obtain these 
items



A Complete EHDI-IS 

 Meets all functional criteria as defined by the SHALL statements in the 
EHDI-IS Functional Standard

 Collects and stores all minimum data items as specified in the EHDI-IS 
Functional Standard Data Item List 

 Provides the functional ability to obtain all core data items as specified 
in the EHDI-IS Functional Standard Data Item List



Data Definitions

 Data definitions provided in the following tables are recommended by the FSWG as the preferred method of 
defining the related categorical data items. Certain data items (e.g. race, ethnicity, education level) may have 
more than one definition. These Functional Standards do NOT enforce any particular definition and the 
jurisdictional program should choose the one that best fits their system’s needs.



Data Quality Worksheet

 The six dimensions of EHDI data quality
– Completeness
– Uniqueness
– Timeliness
– Validity
– Accuracy
– Consistency



Using the Functional Standards

 Development/Enhancement of EHDI-IS
 Using the EHDI-IS
 Evaluation of the EHDI-IS

https://www.cdc.gov/ncbddd/hearingloss/ehdi-is-functional-
standards.html

https://www.cdc.gov/ncbddd/hearingloss/ehdi-is-functional-standards.html


EHDI System Self-Evaluation 
Tool (ESSET)



EHDI System Self-Evaluation Tool (ESSET)

 A tool designed to help you identify your EHDI-IS capacity as it relates to 
the EHDI Functional Standards

 Help identify the strengths and weaknesses of your EHDI-IS
 Compliments the work plan 



ESSET Overview 

 The ESSET is intended to help you identify the strengths and weaknesses 
of your EHDI-IS

 Can inform activities in the work plan 
 This tool is NOT intended to be used as a road map in that it does not 

tell you where to start or what to do next, rather can be used to inform 
the activities of your work plan
– Note: Program Logic model can serve as a roadmap  



https://www.cdc.gov/ncbddd/hearingloss/partners.html



ESSET: Key Points
 Excel File

 14 Worksheets / Tabs

– Instructions Tab & Examples Tab

– Key Information (program info) 

– One tab for each of the 8 Programmatic Goals

– Data Items 

– Summary Tab

– Comments Tab



ESSET
 Uses a Standard Rating 

Scale (below)

25



ESSET
 How does your EHDI-IS currently receive this information?

26



ESSET
 Indication of Functional Standard in Work Plan

27



Data Items Tab

 EHDI-IS currently has this (Y/N)
 EHDI-IS will have in 1-2 Years (Y/N)
 How does Program receive this Information

28



Summary Tab



EHDI-DASH 



EHDI Data Analysis and Statistical Hub (DASH)
 https://www.cdc.gov/ncbddd/hearingloss/dash-intro.html

https://www.cdc.gov/ncbddd/hearingloss/dash-intro.html


EHDI-IS Technical Manual



EHDI Guidance Manual: Old vs. New
• Early Hearing Detection and Intervention 

Program Guidance Manual
• 2003

• Overall EHDI program 
development
– Assist states and other 

stakeholders in developing or 
enhancing comprehensive 
EHDI programs

– Supports EHDI’s efforts in 
achieving Healthy People 2010 
goals

• 1-3-6

• How to Make Your EHDI Data System a Useful Tool: A 
practical guide to moving beyond the basics

• 2017

• Data and the EHDI 
Information Systems (EHDI-IS)
– Support state- and territorial-

based EHDI programs in their 
tracking and surveillance 
activities

– Ensure all infants are screened 
for hearing loss and receive 
recommend diagnostic testing 
and intervention services



How to Make Your EHDI Data System a Useful Tool: 
A practical guide to moving beyond the basics

 Target audience
– New EHDI Coordinators seeking orientation to data systems
– Veteran EHDI Coordinators wanting to assess and modify existing systems or to purchase or build 

new systems
 Overall objectives

– EHDI Coordinators will be able to:
– Describe the aspects of a sound and efficient EHDI data system
– Outline the components of a thorough data quality evaluation plan
– Specify the steps needed to modify existing systems or obtain new systems to be compatible with 

electronic health records (EHRs) and other relevant emerging standards or technology
– Describe best plan to obtain individually-identifiable data, including demographics
– Contribute accurate, complete, and timely data to CDC EHDI in order to create a true national 

picture of activities and impact related to the 1-3-6 goals.



Chapters

 Completed
– Chapter 1: The EHDI Information System: Overview and Key Considerations 
– Chapter 2: The EHDI Information System: Data Collection and Reporting 
– Chapter 3: Updating and Using Your EHDI-IS for Tracking, Surveillance and 

Program Improvement 
– Chapter 4: EHDI Information System: Data Use and Dissemination

 In Process
– Chapter 5: Privacy, Confidentiality and Security of the EHDI-IS
– Chapter 6: Monitoring and Evaluation of the EHDI-IS



How to Make Your EHDI Data System a Useful Tool:

A practical guide to moving beyond the basics

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/index.html

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/index.html


Chapter 1: The EHDI Information System: Overview 
and Key Considerations
 Chapter Objectives 

– Understand the purpose of having a complete EHDI Information 
System (EHDI-IS);

– Define what a basic and complete EHDI-IS looks like with regard to its 
data and functional requirements;

– Understand the importance of the link between planning and 
evaluation;

– Think about the role of program stakeholders; and
– Consider the critical elements important to your system’s 

sustainability.
https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter1.html

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter1.html


Chapter 2: The EHDI Information System: Data 
Collection and Reporting

 Objectives
– Describe options to collect data that populate the EHDI system;
– Identify the data items you need to collect from each entity;
– Understand the reasons for collecting each data item;
– Be comfortable with the protocols used by providers in screening 

through diagnosis and early intervention activities, to understand 
how data are collected; and

– Understand the purpose and process of Part C of the IDEA, to 
determine what data are to be collected for your EHDI-IS.

 https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter2.html

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter2.html


Chapter 3: Updating and Using Your EHDI-IS for 
Tracking, Surveillance and Program Improvement

 Objectives
– Understand the role of an EHDI-IS and how it supports an EHDI 

program;
– Use the EHDI system for tracking and surveillance in order to 

document and monitor the hearing status of every baby born in the 
jurisdiction;

– Use the EHDI-IS to identify gaps in the data collection process; and
– Use the EHDI-IS to support program improvement and policy 

decisions.
 https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter3.html

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter3.html


Chapter 4: EHDI Information System: Data Use and 
Dissemination
 Objectives

– Use data to support and confirm the delivery of EHDI services, to 
present program status/ performance to stakeholders, and to inform 
providers about their performance;

– Understand the levels of analysis (e.g., data analysis plan, analysis 
file, available statistical software) and how to use these to report 
findings;

– Understand the possible questions EHDI data can answer;
– Understand the need for standardizing data reporting; and
– Understand the importance of and audience for data dissemination.

 https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter3.html

https://www.cdc.gov/ncbddd/hearingloss/guidancemanual/chapter3.html


Chapters 5 and 6, DRAFT, in clearance

• Chapter 5: Privacy, Confidentiality 
and Security of the EHDI-IS

• Objectives
– Describe federal regulations influencing the collection and 

exchange of screening, diagnostic evaluation, and early 
intervention (EI) data

– Understand what protected health information (PHI) is and 
how the information is exchanged

– Understand the methods for de-identification of PHI according 
to the U.S. Department of Health and Human Services (HHS) 
and the Centers for Disease Control and Prevention (CDC)

– Recognize the different types of data security standards that 
may affect EHDI-IS 

– Understand how different regulations affect information 
sharing

– Understand the importance of having relevant and clear 
policies in place for sharing and protecting EHDI-IS information

– Understand how to safeguard privacy and security of EHDI-IS 
information

• Chapter 6: Monitoring and Evaluation 
of the EHDI-IS

• Objective
– Understand the difference between monitoring 

and evaluation; 
– Understand the importance of EHDI-IS’s monitoring 

and evaluation; 
– Identify the key steps for developing and 

implementing evaluation plans; and 
– Understand the difference between quality 

improvement and evaluation.                                                                                                  



What’s Next

 Other topics, new chapters
 Annual/Regular updates
 PDF version to be soon available
 Look for promotion of this tool in the coming months



For more information, contact CDC
1-800-CDC-INFO (232-4636)
TTY:  1-888-232-6348    www.cdc.gov

The findings and conclusions in this report are those of the authors and do not necessarily represent the official position of the Centers for 
Disease Control and Prevention.

Thank you

www.cdc.gov/ncbddd/hearingloss
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