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•• Introduction and Overview Introduction and Overview –– Nora WellsNora Wells

•• Tips on How Data Helps Tips on How Data Helps –– Becky Becky AdelmannAdelmann

•• How to Use the WebsiteHow to Use the Website——Christina BethellChristina Bethell

•• Real Data in Action Real Data in Action —— Wendy BenzWendy Benz
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Introduction and OverviewIntroduction and Overview

Nora WellsNora Wells
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DRC WebsiteDRC Website

WEBSITEWEBSITE -- www.childhealthdata.orgwww.childhealthdata.org
serves as an umbrella site for national survey dataserves as an umbrella site for national survey data
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What is the DRC?What is the DRC?

Interactive Data Resource CenterInteractive Data Resource Center
providing:providing:

1. Hands-on, User-Friendly Access to Data
National Survey of Children with Special Health Care 
Needs (NS-CSHCN) 
National Survey of Children’s Health (NSCH)

2. Resources and Information about Data
Examples of how other state and family leaders are 
using these data findings, background about the 
national surveys, resources about health of children
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What is the DRC?What is the DRC?

Interactive Data Resource CenterInteractive Data Resource Center

providing:providing:

3. Education
Obtain technical assistance for understanding, 
interpreting and using data, online workshops, and 
opportunities to partner  with other stakeholders to 
discuss, interpret and act on data findings
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1. Centralize Data 
Provide centralized, user-friendly, web-based access 
to standardized national and state level survey 
findings

2. Increase Knowledge
Build common knowledge and capacity for using data 
to stimulate and inform system change locally and 
nationally and opportunities to partner with other 
stakeholders to discuss, interpret and act on data 
findings

What is the Purpose of the DRC?What is the Purpose of the DRC?
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Who Built the DRC?Who Built the DRC?

Developed and led by CAHMI -- Child and   
Adolescent Health Measurement Initiative 
based at the Oregon Health & Science University 
in Portland OR 

National advisory group provides ongoing 
guidance and development of standardized 
indicators

Sponsored by the federal Maternal and Child 
Health Bureau
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Tips on How Data HelpsTips on How Data Helps

Becky Becky AdelmannAdelmann
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3 Scenarios:3 Scenarios:
1. DON’T KNOW

basic stats

2. KNOW BUT DON’T CARE
compelling stats

3. KNOW BUT DON’T BELIEVE
stats from credible source

Knowledge of AudienceKnowledge of Audience

“At the end of the day, people change or support change 
for emotional reasons. Data helps them then rationalize 
their decisions.” Kristin Grimm, Spitfire Strategies
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Data ImpactData Impact

Family stories give a Family stories give a 
face and heart to face and heart to 
needs.needs.

Data expands family Data expands family 
stories to inform policy stories to inform policy 
debates and drive debates and drive 
change.change.
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Select data facts that:Select data facts that:

Support your goal

Are persuasive and resonate with 
audience

Are believable

Make social sense

Overcome barriers or skepticism

Strengthening Your MessageStrengthening Your Message
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Effective StrategiesEffective Strategies

Find positive stats to show progressFind positive stats to show progress

Use personal stories to illustrate dataUse personal stories to illustrate data

Be consistent !!!Be consistent !!!

Less is often Less is often ““MOREMORE””
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Make social sense:Make social sense:
There are more gun shops in California 
than McDonald’s.

Find positive stats to show Find positive stats to show 
progress:progress:
Title IX was so successful that it 
increased young women’s participation in 
high school sports by 847 %.

Interpreting Data Interpreting Data 
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Identifying/documenting needsIdentifying/documenting needs
How many children in your state have unmet 
needs?
How does data support what you’re hearing from 
providers, families, other agencies?

Building PartnershipsBuilding Partnerships
What partners could use this data: Public 
programs, health plans, hospitals, providers, 
community groups, faith based organizations?
How can you share data to support common 
efforts, improve care?

How has the DRC Has Been UsedHow has the DRC Has Been Used??

Kristin Grimm, Spitfire Strategies
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Educating PolicymakersEducating Policymakers
Key policy issues for your state
Programs needs for information
Data to educate about child health needs

AdvocacyAdvocacy
Pressure points in program budgets, priorities
Effective methods to present your case 
Use of data in Fact Sheets, testimony, the media, 
to strengthen family stories

Grant WritingGrant Writing
Use of data to strengthen your proposal

How has the DRC Has Been Used?How has the DRC Has Been Used?

Kristin Grimm, Spitfire Strategies
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Family Opportunity Act  
The Oregon Developmental Disabilities Coalition used data from the DRC to write a Fact Sheet on 
expanding access to healthcare for children and their families. The Fact Sheet was provided to state 
legislators by family advocates. 
Arizona’s Children with Special Health Care Needs  
Wendy Benz, Coordinator of Family Health Information with Raising Special Kids, used data from the 
DRC to communicate stories and statistics to policymakers, while working to improve Arizona’s health 
care delivery system. 
 
Medicaid Waiver  
The Oregon Developmental Disabilities Coalition used data from the DRC to write a Fact Sheet for state 
legislators to encourage support of a Medicaid waiver for medically involved children. The one page 
document provides a quick overview that clearly outlines facts and how proposed legislation will benefit 
children and their families. 
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How to Use the WebsiteHow to Use the Website

Christina BethellChristina Bethell
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PopulationPopulation

What Are the Differences?What Are the Differences?
NSCHNSCH NSNS--CSHCNCSHCN

All childrenAll children CYSHCNCYSHCN

Health, Family, Health, Family, 
Neighborhood

Health,Health,
Unmet Needs, Unmet Needs, 
Family Impact

Topic AreasTopic Areas
Neighborhood

Family Impact

Sample Size per stateSample Size per state 7507502,000 (300 CSHCN)2,000 (300 CSHCN)
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Three Types of DataThree Types of Data

1. State Profile Tables
2. “All States” Comparison Tables
3. Data Graphs and Tables for Every 

Indicator
Comparing an indicator across any two geographic 
areas and
Comparing indicators across subgroups of children 
by age, race, insurance status, income, family 
structure, health status, etc.
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Example of State ProfileExample of State Profile



Example of Example of ““All StateAll State”” Comparison Table Comparison Table 
(Option to Sort by Rank)(Option to Sort by Rank)
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Example of Data Table Comparing Two Example of Data Table Comparing Two 
Geographic AreasGeographic Areas
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Example of Graph Comparing Two Example of Graph Comparing Two 
Geographic AreasGeographic Areas
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Graph Comparing Two Geographic Areas and Graph Comparing Two Geographic Areas and 
Three Subgroups of Children (by Type of Health Three Subgroups of Children (by Type of Health 
Insurance)Insurance)
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Two Ways to Look at Data Two Ways to Look at Data 

1. Start with your State Profile
2. Search the data for single topics and 

indicators
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INDICATOR #11: CYSHCN without INDICATOR #11: CYSHCN without 
familyfamily--centered carecentered care

California vs. Nationwide
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Examples of available informationExamples of available information
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Real Data in ActionReal Data in Action

Wendy BenzWendy Benz
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Why is Data Useful?Why is Data Useful?

1. ADVOCACY: Data strengthens your 
position that change is needed.

2. REPRESENTATION: Data describes 
who you are and why your views are 
important.

3. JUSTIFICATION: Data supports your 
assertion that your program is worthwhile.
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How Have We Used the DRC?How Have We Used the DRC?

1. Medicaid Buy-In
General State Demographic data

2. Electronic Health Records System
Parent-Professional Partnership data

3. Health Care Provider Trainings
Family-Centered Care data
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Program ExampleProgram Example

ADVOCACY: Medicaid Buy-In
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ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

Goal: Convince state policy makers 
that a change is needed

Why should we implement a
Medicaid buy-in program?
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ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

Strategy:
National Survey of CSHCN data

+

Catalyst Center data analysis

+

Photos of our Kids
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ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

Audience:
• state Medicaid program mgmt
• Medicaid contracted providers
• Health Dept mgmt
• Governor’s office
• legislators
• advocates

50



ArizonaArizona’’s Children with Special Health s Children with Special Health 
Care NeedsCare Needs

Options to Expand Coverage
via the Deficit Reduction Act



Who are our CSHCN?Who are our CSHCN?

1. 10.8% of 
Arizona’s 
children   have 
a special 
health care 
need.
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Insurance CoverageInsurance Coverage

1. 13.6% of 
Arizona’s 
CSHCN were 
uninsured at 
some point 
during 2001.
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Insurance CoverageInsurance Coverage

1. 19.1% of 
Arizona’s 
CSHCN had  
1 or more 
unmet 
needs for 
specific 
health care 
services.
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Insurance CoverageInsurance Coverage

1. 25.6% of 
Arizona’s 
CSHCN 
needing 
specialty care 
had problems 
getting a 
referral.
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Family Financial ImpactFamily Financial Impact

1. 18.3% of 
Arizona’s 
CSHCN had 
health needs 
that caused 
family 
financial 
problems.
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Family Financial ImpactFamily Financial Impact

1. 30.3% of 
Arizona’s 
CSHCN had 
health needs 
that caused a 
family 
member to cut 
back or stop 
working.
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Program ExampleProgram Example

REPRESENTATION:
Electronic Health Records System
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

Goal: Convince policymakers that 
family representatives should be included

Why should we consider your views
in the design of our state’s 

electronic health records system?
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

Strategy:
Personal story & data

+
National Survey of CSHCN data
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

Audience:
• state EHRS committee
• state Medicaid program
• Governor’s office
• hospital systems
• doctor practices & other providers
• insurance companies/health plans
• computer systems designers
• attorneys
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

“My daughter Allison was born two 
months premature.  She spent her 
first six weeks in the NICU.  At 
discharge, we received her hospital 
medical records file – it was 3” thick; 
I know because I measured it... 
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

“In the 13 years
since Allison was born,
we have moved six times
across three different states. 
We have collected medical records
-- all paper -- from:
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

“9 pediatricians
5 neurologists
4 orthopedists
6 ENTs
7 audiologists
10 speech therapists
12 physical therapists
8 occupational therapists
7 oral motor therapists
3 child psychologists...
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

“Allison’s 
medical 
records file
is now a 
file cabinet.  
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

11% of 
Arizona’s kids 
have
special health 
care needs.
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

70% of 
Arizona’s families 
of kids with 
special needs do 
not believe they 
are receiving 
effective care 
coordination.
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REPRESENTATION:  EHRSREPRESENTATION:  EHRS

75% of our 
families do not 
believe that 
doctors & other 
programs share 
information 
effectively.
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Program ExampleProgram Example
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JUSTIFICATION:  Health Care
Provider Training



JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

Goal: Convince educators & health care 
students of the value of family-centered care

Why should future health care providers
learn (and care) about

family-centered care practices?
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

Strategy:
Family-Centered Care Curriculum

+

Personal stories from Family Faculty

+

National Survey of CSHCN data
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

Audience:
• education program coordinators
• medical residents
• dental students
• student nurses
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

Needs Statement

To effectively coordinate care and achieve 
improved health outcomes for children, 
providers need an adequate understanding 
of family-centered care principles and 
related concepts.
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

Supporting Data for Arizona

70% families do not receive effective 
care coordination.

75% families do not believe that 
doctors and other programs share 
information effectively.

36% families do not receive family-
centered care.
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

49% families are not partners in 
decision-making and satisfied with their 
child’s care.

66% Hispanic families are not partners in 
decision-making and satisfied with their 
child’s care.
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training
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JUSTIFICATION:  Provider TrainingJUSTIFICATION:  Provider Training

64% Arizona children do not have a 
Medical Home (national average is 54%).

50% Arizona’s CSHCN do not have a 
Medical Home.

66% Arizona’s CSHCN with public 
insurance do not have a Medical Home.
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