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Ask me about:

✓ Children and Youth with Special 

Health Care Needs/Medical 

Complexity

✓ Autism and other Developmental 

Disabilities 

✓ Early Childhood Data Integration

✓ Systems of Care 

✓ Developmental Monitoring & 

Screening 

✓ Zika response
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Ask me about:

✓ Child and Adolescent Health

✓ Maternal and Child 

Environmental Health/Lead 

Poisoning Prevention

✓ Early Child Development

✓ Systems of Care

✓ Zika and emerging issues 

✓ Screening systems
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Who’s in the room?

• Name

• State

• Title

• Organization

• Are you familiar with Title V of the Social 
Security Act?

• If you could use only ONE type of data for the 
rest of your career, would you choose 
QUANTITATIVE or QUALITATIVE?
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Agenda

• Who is AMCHP? What is Title V?

….and why this matters for child welfare

• Introduction of AMCHP Data Integration toolkit

• Q & A/Discussion

• Activity: Creating your Data Story

• Examples

• Opportunities for partnership

• Session Evaluations
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Learning Objectives

1. Identify opportunities for cross-system 
collaboration between Title V & child welfare 
organizations to support data integration.

2. Understand the role of data integration 
within a comprehensive system of services 
necessary for optimal outcomes for children, 
youth, and their families.
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Who is AMCHP?

• Vision: A nation that values and invests in 
the health and wellbeing of all women, 
children, youth, families, and communities 
so that they may thrive.

• Mission: Protect and promote the optimal 
health of women, children, youth, families, 
and communities.

• Members:  Leaders/staff from 
state/territory health agencies and their 
partners who implement programs to 
improve the health of women, children, 
and families.
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How does AMCHP provide support to states in 
implementing systems of care for children and youth with 

special health care needs?

9



How does AMCHP provide support to states in 
implementing systems of care? 
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1. Training



Training
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Resources

eLearning

Publications



eLearning Module: Communicating the 
Value of Developmental Screening

• Identify the purpose of 
developmental screening

• Understand the impact 
screening has on families 
and children

• Recognize the roadblocks 
and challenges of the 
screening process

• Ascertain the importance of 
developmental screening 
and communicate its value

• Identify additional 
resources to assist in 
communicating value
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http://bit.ly/2tgAz3A

http://bit.ly/2tgAz3A


How does AMCHP provide support to 
states in implementing systems of care? 
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1. Training

2. Systems 
Coordination



Systems Coordination
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HRSA State Planning 
and Implementation 
Grants for Improving 
Services for Children 

and Youth with ASD/DD

Learn the Signs. 
Act Early. 

Early Childhood 
Comprehensive Systems 

Collaborative 
Improvement & 

Innovation Network

National Standards 
for Systems of Care 
for Children & 
Youth with Special 
Health Care Needs



How does AMCHP provide support to states in 
implementing systems of care? 
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1. Training

2. Systems 
Coordination

3. Data 
Integration



What is Title V?

The nation’s longest standing public 
health legislation focused solely on 
improving the health of all mothers 
and children, including children with 

special health care needs (CSHCN)

Appropriates funds to states to:

• Ensure access to quality health 
services

• Promote the health of children by 
providing preventive and primary 
care services

• Provide and promote family-
centered, community-based, 
coordinated care for children with 
special health care needs



Title V MCH Services Block Grants
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Every 5 years, states 
conduct a needs assessment 

to prioritize MCH needs 

Each year, states submit a 
block grant application 
outlining their strategic 
priorities for the year

Next 

stop: 

2020!



Title V Performance Measurement Framework 
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National Outcome Measures

Population-level measures that reflect the ultimate 
health outcomes to be improved



Title V Performance Measurement Framework 
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National Outcome Measures

Population-level measures that reflect the ultimate 
health outcomes to be improved

National Performance Measures

Process and/or program measures shown to affect the 
national outcome measures



Title V Performance Measurement Framework 
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National Outcome Measures

Population-level measures that reflect the ultimate health outcomes to be 
improved

National Performance Measures

Process and/or program measures shown to affect the national outcome 
measures

Evidence-Based/Informed Strategy Measures

Accountability measures for improving quality and performance of state efforts 
related to the National Performance Measures 



Title V MCH Services Block Grants
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Every 5 years, states 
conduct a needs assessment 

to prioritize MCH needs 

Each year, states submit a 
block grant application 
outlining their strategic 
priorities for the year

With each block grant 
application, states are 

required to select 5 National 
Performance Measures (out 
of 15) and can also develop 

State Performance 
Measures to address other 

identified priority needsNext 

stop: 

2020!
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National Outcome Measures 15 & 16.1

Child and Adolescent Mortality

State Performance Measure 

Percent of deaths among children ages 0-17 years classified as maltreatment-related 
by the Maternal & Child Death Review committee

Evidence-Based/Informed Strategy Measure

Improve public access to child welfare data by making count and rate data available 
through the Indicator-Based Information System for Public Health. This system will 
allow users to extract information they need to support efforts, make decisions, and 
reduce the burden data requests made to child welfare and public health.

Example: Alaska 





Title V Alignment with Child 
Welfare Systems
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• 2012 Memorandum from the Administration 
on Children, Youth and Families (ACYF-CB-IM-12-04)

– Promote social and emotional well-being for 
children and youth receiving child welfare 
services, and to encourage child welfare agencies 
to focus on improving the behavioral and social-
emotional outcomes for children who have 
experienced abuse and/or neglect. 
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Intermediate Outcome Domains
Title V

National 
Outcome 
Measures

National 
Performance 

Measures

•Drinking 
during 
pregnancy
• Postpartum 

depression
•Neonatal 

abstinence 
syndrome
•Health 

insurance 
status
•Unable to 

access health 
care

• Safe sleep

Title V

National 
Outcome 
Measures

National 
Performance 

Measures

•Preterm/ 
Early Term 
birth
•Newborn 
screening 
timely follow-
up
•Autism
•ADD/ADHD

•Breastfeeding
•Developmental 
screening

•Autism
•ADD/ADHD
•Mental 
health 
treatment

•Bullying
•Adolescent 
well-visit
•Transition
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Well-Being Outcome Domains
Title V

National 
Outcome 
Measures

National 
Performance 

Measures

•Newborn 
screening 
• Autism 
• ADD/ADHD

•Developmental 
screening

• School 
readiness
• Autism 
• ADD/ADHD

•Developmental 
screening

• Autism 
• ADD/ADHD
•Mental 

Health 
treatment

• Bullying
• Adolescent well-

visit

Title V

National 
Outcome 
Measures

National 
Performance 

Measures

•Newborn 
screening
• Autism 
• Low birth 

weight

•Developmental 
screening

• School 
readiness
• Autism 
•Obesity

•Developmental 
screening
• Physical activity

• Autism 
• ADD/ADHD
•Mental 

Health 
treatment
•Obesity

• Physical activity
• Adolescent well-

visit
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Social & Emotional Well-Being Outcome Domains
Title V

National 
Outcome 
Measures

National 
Performance 

Measures

• Autism •Developmental 
screening

• Autism 
• ADD/ADHD
•Mental 

Health 
treatment

•Developmental 
screening

• Autism 
• ADD/ADHD
•Mental 

Health 
treatment

•Developmental 
Screening
• Bullying
• Adolescent well-

visit

Title V

National 
Outcome 
Measures

National 
Performance 

Measures

• Breastfed
•Newborn 

screening
• Autism 
•Neonatal 

abstinence 
syndrome

•Developmental 
screening

• Autism 
• ADD/ADHD
•Mental 

Health 
treatment

• Bullying
• Adolescent well-

visit



Screening is an important piece of early 
childhood services…

Developmental 
Screening

Linkage to appropriate, coordinated care and services 

for the child and family

All children reach their full potential



…and part of effective systems of care!

Source: https://mchb.hrsa.gov/maternal-child-health-topics/children-and-youth-special-health-needs



Early Childhood Integrated 
Data Systems

or
ECIDS



ECIDS applies the Ecological Systems 
theory to data systems 
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What is an ECIDS?

• Collects, integrates, 
maintains, stores, and 
reports information from 
early childhood programs 

• Crosses multiple agencies 
within a state that serve 
children and families from 
birth to age 8 

• Includes data on the 
individual child, the child’s 
family, the classroom, the 
program/providers, and 
other services that provide 
comprehensive care and 
education for young 
children

•(What is an ECIDS, NCES 2014)



Why are states creating ECIDS?

Why are 
states 

creating 
ECIDS?

Management through 
automation, analytics 

and return on 
investment

Standardization of 
data elements, 

formats and 
processes

Articulate access 
and availability Transparency through 

aggregation and reporting 
of standardized data

State and federal 
reporting 
requirements

Demonstrate 
cross-program 
decision-making



https://www.ecedata.org/2018-state-of-early-childhood-
data-systems/#map 35

https://www.ecedata.org/2018-state-of-early-childhood-data-systems/#map


36
https://www.ecedata.org/2018-state-of-early-childhood-
data-systems/#map

https://www.ecedata.org/2018-state-of-early-childhood-data-systems/#map


https://www.ecedata.org/2018-state-of-early-childhood-
data-systems/#map
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Let’s look at an example...

• Rhode Island KIDS COUNT 
conducted a demonstration project 
with the goal of integrating early 
care and education data across 
systems to examine the number of 
young children involved in the child 
welfare system participating in 
early care and education programs.

– Matched child level data across state 
agencies 
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Rhode Island: Early Care and Education and Child Welfare

https://www.ecedata.org/wp-
content/uploads/2018/11/ECDC_KIDSCOUNT_ECIDS_Report..pdf

https://www.ecedata.org/wp-content/uploads/2018/11/ECDC_KIDSCOUNT_ECIDS_Report..pdf




Title V Data Integration Toolkit

http://bit.ly/TitleVtoolkit
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http://bit.ly/TitleVtoolkit


Developed Through Title V Input
Workgroup
• 9, 1 ½ hour workgroup calls  

April - July 2017

Provided insight and  

feedback on:

• Value of integrating and  

sharing Title V data

• Identification of Title V  
essential questions

• Identification of potential  

shared Title V data elements

• Use case examples



Data Integration

• Overview of ECIDS

• Value of integrating 
and sharing Title V 
data

• Tip sheets

• Use cases

• State examples
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The Tip Sheets
• Purpose and Vision

• Data Privacy and 
Security

• Obtaining Leadership 
Support

• Getting a Seat at the 
Table

• Return on Investment

• Parental Consent



The Use Cases
• Essential Title V questions needing 

integrated data to answer

• Suggested data elements that align 
to CEDS

• Example analysis and data 
visualization

• Possible actions based on data

• Topics
– Developmental Screening

– Autism

– Community-Based Services



State Examples
• States share successes and 

challenges to integrating Title V 
data

• Includes state-specific data 
visualizations

• Includes advice for data 
integration

• States
– Kentucky

– North Carolina

– Rhode Island



Contact the State Support Team

• SST is an initiative of the SLDS Grant Program
• SST has experienced state data systems 

experts
• SST support is free and available to all states 

and territories
• SST assists via individual and multi-state 

assistance

To Request SST Support:
Web: https://nces.grads360.org/#program/about-the-sst
Email: Support@sst‐slds.org  

https://nces.grads360.org/#program/about-the-sst
mailto:support@sst-slds.org


Privacy 
Technical 

Assistance 
Center 
(PTAC) 

• PTAC offers technical assistance related to the 
Privacy, Security, and Confidentiality including:

– Site visits

– Regional meetings

– Privacy and security practice presentations

– Privacy toolkit containing best practice guides 
and related resources

– Data security policies, procedures, and 
architectures reviews

– Data security audit assistance

– Frequently asked questions (FAQs) and 
answers commonly requested by PTAC 
stakeholders

– Help desk support on data privacy and security 
questions

• https://studentprivacy.ed.gov/

https://studentprivacy.ed.gov/


What questions, insights, or 
comments do you have?
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Let’s do an activity!
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What’s a Data 
Story?

• Brief structured analysis that 
provides data visuals with 
insightful narrative in a 
sharable format. 

• Allows audience to quickly 
understand the insight the 
data offers and the message 
the creator is communicating
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What’s the Purpose of a Data 
Story?

52

DEMONSTRATE A 
SUCCESS

DEMONSTRATE A 
PROGRAM/SERVICE NEED 

DEMONSTRATE AN 
INFORMATION 

NEED 

STATE A 
GOAL/PRIORITY 

EXAMINE A TREND MEASURE PROGRESS 
TOWARD A 

PERFORMANCE TARGET 
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How many 
children birth 
through age 5 
in the child 
welfare system 
are achieving 
five-domain 
developmental
health as 
demonstrated 
by a parent-
completed 
developmental 
screening 
results?

Data 
integration 
across:

Developmental 
screening data

Child welfare 
data

Title V

National 
Survey of 
Children’s 
Health

Early childhood 
programs

Data 
integration 
across child-
serving 
systems 
would reveal 
parent-, child-
, and 
community-
level 
indicators 
that influence 
positive child 
development

Data 
integration 
across child-
serving systems 
paints a clearer 
picture of 
indicators that 
may influence 
uptake of 
developmental 
screening, 
which 
ultimately 
relates to child 
well-being

Purpose will be 
accomplished 
once there is 
confirmed buy-
in from 
multiple 
agencies to 
integrate data 

https://repository.upenn.edu/cpre_conferences/8/
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• Over the next 10-15 minutes, 
work independently or in a 
group on the Data Story 
template in your packets. You 
can choose:
• A real example from your 

work
• A new idea related to 

integrating child welfare 
data into ECIDS & Title V

OR
• A made-up idea 



Share-Out



Small-Group Discussion

Discuss at your seats the following  

questions:

• What work is your state/organization

doing with child welfare data that can 

utilize early childhood or health data

through integration?

• How will you use the toolkit/resources

with your colleagues and partners?



Share-Out



What’s Next?

AMCHP Data Integration 
technical assistance pilot

Advance your great work by 
connecting with Title V staff in 
your state or territory!

REMEMBER: AMCHP can be 
your “cupid” to support building

connections
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We’d love to hear your feedback!

Please complete the evaluation and place face-
down at seat upon leaving 
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www.amchp.org/SPHARC

Paige Bussanich
Senior Program Manager, 
Child and Adolescent Health

pbussanich@amchp.org

Follow us on Twitter @AMCHP_GrowingUp

Kate Taft
Associate Director
Child and Adolescent Health

ktaft@amchp.org
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