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Why is Data Useful?Why is Data Useful?



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.

“At the end of the day, people change or support change 
for emotional reasons. Data helps them then rationalize 
their decisions.”



Application of DataApplication of Data

Identifying/documenting needsIdentifying/documenting needs
How many children in your state have what needs? How many children in your state have what needs? 
How do needs vary across states and why?How do needs vary across states and why?
How do needs vary across subgroups of children within and How do needs vary across subgroups of children within and 
across states and why?across states and why?
How does data support your assumptions or what youHow does data support your assumptions or what you’’re re 
hearing from the field (providers, families, other agencies)?hearing from the field (providers, families, other agencies)?

Building partnershipsBuilding partnerships
What partners could use this data: Public Programs, Health What partners could use this data: Public Programs, Health 
plans, Hospitals, Providers, community groups, faith based plans, Hospitals, Providers, community groups, faith based 
organizations?organizations?
How can you share data to support common efforts, How can you share data to support common efforts, 
improve care?improve care?



Application of DataApplication of Data

Educating PolicymakersEducating Policymakers
What are key policy issues for your initiative ?What are key policy issues for your initiative ?
What programs or groups need what information?What programs or groups need what information?
What data could help them learn about child health needs?What data could help them learn about child health needs?

AdvocacyAdvocacy
Are there key pressure points in program budgets or Are there key pressure points in program budgets or 
priorities coming up?priorities coming up?
What methods would be most effective in presenting your What methods would be most effective in presenting your 
case? case? 
How could you use data in Fact Sheets, Testimony, the How could you use data in Fact Sheets, Testimony, the 
media, along with family stories?media, along with family stories?

Grant Writing Grant Writing 
How can you use data to strengthen your proposal?How can you use data to strengthen your proposal?



Survey Data Included in the Survey Data Included in the 
Data Resource CenterData Resource Center

National Survey of Children’s Health 
(NSCH), 2003

National Survey of Children with Special Health Care 
Needs (NS-CSHCN), 2001



Two Surveys Two Surveys –– What do they have inWhat do they have in
Common?Common?

Sponsored by theSponsored by the Maternal and Child Health BureauMaternal and Child Health Bureau

UseUse SLAITSSLAITS (State & Local Area Integrated (State & Local Area Integrated 
Telephone Survey) sampling mechanismTelephone Survey) sampling mechanism

National Center for Health StatisticsNational Center for Health Statistics//CDC oversees CDC oversees 
sampling and administrationsampling and administration

Designed and collectedDesigned and collected in a manner that allows valid in a manner that allows valid 
statestate--toto--state and national comparisonsstate and national comparisons

Weighted dataWeighted data yield prevalence estimates for nonyield prevalence estimates for non--
institutionalized child population ages 0institutionalized child population ages 0--17 in 17 in each each 
statestate, and , and nationallynationally



Two Surveys Two Surveys –– What do they have inWhat do they have in
Common?Common?

Both surveys identify Both surveys identify Children with Children with 
Special Health Care Needs (CSHCN) Special Health Care Needs (CSHCN) 

““Children with special health care needs . .  . a chronic Children with special health care needs . .  . a chronic 
physical, developmental, behavioral, or emotional physical, developmental, behavioral, or emotional 
condition and who also require health and related condition and who also require health and related 
services of a type or amount beyond that required by services of a type or amount beyond that required by 
children generally.children generally.””

⎯⎯ Maternal and Child Health Bureau, July 1998Maternal and Child Health Bureau, July 1998



Two Surveys Two Surveys –– What do they have inWhat do they have in
Common?Common?

Both use the same methodBoth use the same method
to identify CSHCNto identify CSHCN

National Survey of CSHCN, 2001National Survey of CSHCN, 2001
•• Prevalence = 12.8%Prevalence = 12.8%

National Survey of ChildrenNational Survey of Children’’s Health, 2003s Health, 2003
•• Prevalence = 17.6%Prevalence = 17.6%



CSHCN ScreenerCSHCN Screener

Asks about 5 different health consequencesAsks about 5 different health consequences::
1)1) Limited or prevented in ability to functionLimited or prevented in ability to function

2)2) Prescription medication need/usePrescription medication need/use

3)3) Specialized therapies (OT, PT, Speech)Specialized therapies (OT, PT, Speech)
4)4) Above routine use of medical care, mental health Above routine use of medical care, mental health 

or other health services or other health services 
5)5) Counseling or treatment for onCounseling or treatment for on--going emotional, going emotional, 

behavioral or developmental problembehavioral or developmental problem
______________________________________________________________________________________________________________________________________

a)a) Due to medical, behavioral or other health conditionDue to medical, behavioral or other health condition
ANDAND

b)b) Condition has lasted or is expected to last for at least 12 moCondition has lasted or is expected to last for at least 12 monthsnths

http://www.cshcndata.org/


National Survey of Children with Special National Survey of Children with Special 
Health Care Needs Health Care Needs 

(NS(NS--CSHCN)CSHCN)

Conducted for the first time during 2000 Conducted for the first time during 2000 –– 20012001

Screening method identifies CSHCN according Screening method identifies CSHCN according 
to MCHB definitionto MCHB definition

Was repeated in 2005Was repeated in 2005--06 with some revisions & 06 with some revisions & 
additional items on functional difficulties and additional items on functional difficulties and 
conditionsconditions

Public release data expected Fall 2007Public release data expected Fall 2007

http://www.cshcndata.org/


2001 National Survey of CSHCN2001 National Survey of CSHCN

372 ,174  ch ild ren , 0  - 17  y rs , in
th e  196 ,888  h o u seh o ld s

co n tac ted  screen ed  fo r h av in g
sp ec ia l h ea lth  care  n eed s
CSHCN Screener  CSHCN Screener  ----

asked for all children in asked for all children in 
householdhousehold

http://www.cshcndata.org/


Random sampling:Random sampling:
•• allows certain characteristics to be estimated  allows certain characteristics to be estimated  
with precision with precision 
•• larger sample sizes achieve more precision.larger sample sizes achieve more precision.



InIn--depth CSHCN interview collects depth CSHCN interview collects 
information on:information on:

Child Child health and functional statushealth and functional status

Child Child health insurance statushealth insurance status and adequacy of coverageand adequacy of coverage

Access to health careAccess to health care —— needed services & unmet needsneeded services & unmet needs

Care coordinationCare coordination

ImpactImpact of childof child’’s health on familys health on family

MCHB core outcomesMCHB core outcomes for CYSHCN and for CYSHCN and 

Key indicatorsKey indicators of CSHCN health & system performanceof CSHCN health & system performance

http://www.cshcndata.org/


Upcoming 2005/06 NSUpcoming 2005/06 NS--CSHCN DataCSHCN Data

Increased sample size:Increased sample size: 850 CSHCN interviews 850 CSHCN interviews 
collected per statecollected per state

Added items asking about Added items asking about current health conditions & current health conditions & 
specific functional difficultiesspecific functional difficulties

Revised, improved questionsRevised, improved questions on care coordination & on care coordination & 
transition to adulthoodtransition to adulthood

National referent sampleNational referent sample ofof NonNon--CSHCN  (n CSHCN  (n ≈≈ 5000)5000)

Datasets Datasets publicly availablepublicly available Fall 2007; Fall 2007; Data Resource Data Resource 
Center website accessCenter website access October 1 2007October 1 2007



National Survey of Children’s 
Health

Conducted for the first time during Conducted for the first time during 2003 2003 –– 2004. 2004. 
Repeated in 2007.Repeated in 2007.

One child randomly selected in each householdOne child randomly selected in each household subject of subject of 
survey for a total of 102,353 interviewssurvey for a total of 102,353 interviews

Same CSHCN screening methodSame CSHCN screening method as NSas NS--CSHCNCSHCN

Information on Information on childrenchildren’’s health and wells health and well--beingbeing collected collected 
in combination with data on childin combination with data on child’’s s 
family/neighborhood context family/neighborhood context 

First time such a broad range of info collected in First time such a broad range of info collected in 
manner that allow manner that allow statestate--toto--state and national comparisonsstate and national comparisons

http://www.nschdata.org/


Early Childhood 
questions (Section 6) 

asked for 
children ages 0-5

Survey Sections 
1 – 5 and 8 –11 

are asked for children 
of all ages

National Survey of National Survey of 
ChildrenChildren’’s Healths Health

Middle childhood/Adolescence
questions (Section 7) 

asked for children ages 6-17

CSHCN Screener  CSHCN Screener  ----
asked only for target asked only for target 

child (1 per HH)child (1 per HH)



National Survey of ChildrenNational Survey of Children’’s Healths Health

Child
Outcomes

Child
Characteristics

Family Level
Influences

Neighborhood
and 

Community
Influences

http://www.nschdata.org/


Survey yields over 100 indicators of Survey yields over 100 indicators of 
child health & wellchild health & well--being in the  being in the  

following areas:following areas:

ChildChild’’s s health statushealth status: : physical, emotional, dentalphysical, emotional, dental

ChildChild’’s s health carehealth care –– including medical homeincluding medical home

ChildChild’’s s school & activitiesschool & activities

ChildChild’’s s familyfamily & & neighborhoodneighborhood ---- including maternal including maternal 
health statushealth status

Early childhoodEarly childhood (ages 0(ages 0--5)5)

SchoolSchool--ageage (ages 6(ages 6--17)17)

http://www.nschdata.org/


PopulationPopulation

Two Surveys Two Surveys -- What Are the What Are the 
Differences?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)



Two Surveys Two Surveys –– What do they have inWhat do they have in
Common?Common?

Always Anchor to Children!Always Anchor to Children!

The The denominatordenominator for ALL results in both for ALL results in both 
surveys is surveys is always CHILDRENalways CHILDREN ---- never never 
parents!parents!

•• CorrectCorrect ---- % of children ages 0% of children ages 0--17, or ages 017, or ages 0--5, 5, 
or ages 6or ages 6--17, etc.   17, etc.   

•• Never!Never! % of parents, families, mothers . . . .% of parents, families, mothers . . . .



The Data Resource Center The Data Resource Center 
for Child and Adolescent for Child and Adolescent 

Health WebsiteHealth Website



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

http://www.childhealthdata.org/


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



What is the DRC?What is the DRC?

Interactive Data Resource CenterInteractive Data Resource Center

providing:providing:

3.3. EducationEducation
Obtain technical assistance for Obtain technical assistance for 
understanding, interpreting and using data, understanding, interpreting and using data, 
online workshops, and opportunities to online workshops, and opportunities to 
partner  with other stakeholders to discuss, partner  with other stakeholders to discuss, 
interpret and act on data findingsinterpret and act on data findings



Centralize DataCentralize Data
Provide centralized, userProvide centralized, user--friendly, webfriendly, web--based based 
access to standardized national and state access to standardized national and state 
level survey findingslevel survey findings

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

What is the Purpose of the DRC?What is the Purpose of the DRC?



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



How to Use the DRC How to Use the DRC 
WebsiteWebsite







Three Types of DataThree Types of Data

State Profile TablesState Profile Tables
““All StatesAll States”” Comparison TablesComparison Tables
Data Graphs and Tables for Every Data Graphs and Tables for Every 
IndicatorIndicator
•• Comparing an indicator across any two Comparing an indicator across any two 

geographic areas andgeographic areas and
•• Comparing indicators across subgroups of Comparing indicators across subgroups of 

children by age, race, insurance status, children by age, race, insurance status, 
income, family structure, health status, etc.income, family structure, health status, etc.



Example of State ProfileExample of State Profile



Example of Example of ““All StateAll State”” Comparison Comparison 
Table (Option to Sort by Rank)Table (Option to Sort by Rank)



Example of Data Table Comparing Two Example of Data Table Comparing Two 
Geographic AreasGeographic Areas



Example of Graph Comparing Two Example of Graph Comparing Two 
Geographic AreasGeographic Areas



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)



Two Ways to Look at DataTwo Ways to Look at Data

Start with your State ProfileStart with your State Profile
Search the data for single topics and Search the data for single topics and 
indicatorsindicators











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

California vs. Nationwide







Examples of available Examples of available 
informationinformation



Terms to KnowTerms to Know

PrevalencePrevalence

Weighted estimateWeighted estimate

nn

95% Confidence interval95% Confidence interval



PrevalencePrevalence::

From:  http://apps.nccd.cdc.gov/brfssdatasystems/prevalence.asp





Weighted prevalence Weighted prevalence 
estimateestimate

Estimated Estimated numbernumber or or % % of people of people 
with the characteristic or response with the characteristic or response 

of interest after adjusting of interest after adjusting 
(weighting) to (weighting) to represent total represent total 

population in the sampled areapopulation in the sampled area..



n =n = actual number of people actual number of people 
in the samplein the sample with a specific with a specific 
characteristic or response to characteristic or response to 

a survey question a survey question --------

before weighting to reflect before weighting to reflect 
population of the sampled population of the sampled 

areaarea



95% Confidence 95% Confidence 
IntervalInterval

•• Provides information about the   Provides information about the   
precision of the prevalence estimateprecision of the prevalence estimate

•• Width of CI influenced by sample size  Width of CI influenced by sample size  
–– Generally:  the larger the sample, the Generally:  the larger the sample, the 
smaller width of the CI smaller width of the CI ---- and the more and the more 
precise the prevalence estimate.precise the prevalence estimate.

•• ““Margin of ErrorMargin of Error””------ the the 
statistical price you pay for not  statistical price you pay for not  
interviewing EVERYONE  !interviewing EVERYONE  !



Making Data Useful?Making Data Useful?



Data Strengthens Your MessageData Strengthens Your Message

Select data facts that:Select data facts that:
Support your goalSupport your goal
Are persuasive and resonate with Are persuasive and resonate with 
audienceaudience
Are believableAre believable
Make social senseMake social sense
Overcome barriers or skepticismOvercome barriers or skepticism



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””









Thank YouThank You

General Questions or InquiriesGeneral Questions or Inquiries
cahmi@ohsu.educahmi@ohsu.edu

Christina Christina BethellBethell, Director, , Director, 
Child & Adolescent Health Measurement InitiativeChild & Adolescent Health Measurement Initiative

bethellc@ohsu.edubethellc@ohsu.edu
503503--494494--18621862

mailto:bethellc@ohsu.edu
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