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What is the Data Resource What is the Data Resource 
Center?Center?

•• A website that delivers handsA website that delivers hands--on, useron, user--friendly friendly 
access to national, state and regional data from the  access to national, state and regional data from the  
2001 National Survey of Children with Special Health 2001 National Survey of Children with Special Health 
Care Needs (NSCare Needs (NS--CSHCN) and the 2003 National CSHCN) and the 2003 National 
Survey of Children’s Health (NSSurvey of Children’s Health (NS--CH)CH)

•• A technical assistance resource:A technical assistance resource:
•• email and telephone assistanceemail and telephone assistance
•• ““hot topichot topic”” ee--updates updates 
•• inin--person, telephone and online workshopsperson, telephone and online workshops
•• Online educational materials, examples of data use by Online educational materials, examples of data use by 

states and links to related websitesstates and links to related websites
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What are the Goals for the What are the Goals for the 
Data Resource Center?Data Resource Center?

•• Provide centralized and userProvide centralized and user--friendly friendly 
access to standardized national survey access to standardized national survey 
findingsfindings

•• Build common knowledge, capacity and Build common knowledge, capacity and 
passion for using data to stimulate and passion for using data to stimulate and 
inform system change locally and inform system change locally and 
nationallynationally

Who are we?Who are we?
•• The Child and Adolescent Health The Child and Adolescent Health 

Measurement Initiative staffMeasurement Initiative staff

•• Family Voices staff and family leaders Family Voices staff and family leaders 
advisory groupadvisory group

•• Technical Advisory CommitteeTechnical Advisory Committee

Who else do you need to Who else do you need to 
know about?know about?

•• The Data Resource Center is one of several efforts The Data Resource Center is one of several efforts 
coordinated under the rubric of the coordinated under the rubric of the Champions for Champions for 
Progress Center at UT State UniversityProgress Center at UT State University

•• YouYou!! State and Family advisory committees provide State and Family advisory committees provide 
ongoing and essential input and guidance!ongoing and essential input and guidance!

•• Our sponsor!  The Our sponsor!  The Division of CSHCNDivision of CSHCN, Maternal , Maternal 
and Child Health Bureau, Health Resources and and Child Health Bureau, Health Resources and 
Services AdministrationServices Administration
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What you can do?What you can do?

•• Access informationAccess information about children, youth and about children, youth and 
their familiestheir families

•• Search and compareSearch and compare national, state, and national, state, and 
regional survey resultsregional survey results

•• Learn Learn to use data more effectivelyto use data more effectively
•• DiscoverDiscover how other state and family leaders how other state and family leaders 

are using these findingsare using these findings
•• Get expert helpGet expert help –– by eby e--mailing us your mailing us your 

questions, plus get links to other data sets and questions, plus get links to other data sets and 
resourcesresources

Pilot StudyPilot Study
•• Six months timelineSix months timeline (Oct 2002 (Oct 2002 –– April 2003)April 2003)

•• Funded by MCHBFunded by MCHB

•• Collaboration btw. CAHMI & Family VoicesCollaboration btw. CAHMI & Family Voices

•• Goals:Goals:
• DDevelop the conceptual model for a relevant, easyevelop the conceptual model for a relevant, easy--toto--use use 
WebWeb--based data resource centerbased data resource center for states and family for states and family 
audiencesaudiences

•• Design a prototype interactive data query interface that allowsDesign a prototype interactive data query interface that allows
users access to data from the National Survey of CSHCN and users access to data from the National Survey of CSHCN and 
similar surveyssimilar surveys

•• Specify technical requirements for proposed online database Specify technical requirements for proposed online database 
and associated costs to build & maintain Weband associated costs to build & maintain Web--sitesite

What do state and family leaders What do state and family leaders 
say they need to use data from the say they need to use data from the 
national surveys effectively?national surveys effectively?

•• Easy access to the dataEasy access to the data——data already merged, data already merged, 
cleaned, preconstruction of complex variables and cleaned, preconstruction of complex variables and 
weighting for complex sampling weighting for complex sampling 

•• Specific knowledge of the surveySpecific knowledge of the survey questions asked questions asked 
and construction of indicator variablesand construction of indicator variables

•• Technical helpTechnical help in interpreting and using the datain interpreting and using the data
•• Opportunities to learnOpportunities to learn from and share with other from and share with other 

state and family leaders using datastate and family leaders using data
•• Opportunities to partnerOpportunities to partner with other stakeholders to with other stakeholders to 

discuss, interpret and act on the data findingsdiscuss, interpret and act on the data findings
•• Concrete examplesConcrete examples of potential uses and models of of potential uses and models of 

how data can be usedhow data can be used
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Thinking about ways data could Thinking about ways data could 
be used in your statebe used in your state
•• Identifying/documenting needsIdentifying/documenting needs

•• How many children in your state have what needs?How many children in your state have what needs?
•• How does data support what youHow does data support what you’’re hearing from the re hearing from the 

field (providers, families, other agencies)?field (providers, families, other agencies)?

•• Building partnershipsBuilding partnerships
•• What partners could use this data: Public Programs, What partners could use this data: Public Programs, 

Health plans, Hospitals, Providers, community groups, Health plans, Hospitals, Providers, community groups, 
faith based organizations?faith based organizations?

•• How can you share data to support common efforts, How can you share data to support common efforts, 
improve care?improve care?

Additional ways data might be used:Additional ways data might be used:
•• Educating PolicymakersEducating Policymakers

•• What are key policy issues for your state ?What are key policy issues for your state ?
•• What programs need what information?What programs need what information?
•• What data could help them learn about child health What data could help them learn about child health 

needs?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 What methods would be most effective in presenting 

your case? your 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?

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

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

•• RandomRandom--digit dial telephone survey administered digit dial telephone survey administered 
in 12 languagesin 12 languages

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

•• Sponsored by the Maternal and Child Health Sponsored by the Maternal and Child Health 
BureauBureau

•• National Center for Health Statistics of the CDC National Center for Health Statistics of the CDC 
oversees sampling and administration oversees sampling and administration 
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Purpose:Purpose:
•• To provide To provide national and state estimatesnational and state estimates for the numbers of for the numbers of 

CSHCN in the populationCSHCN in the population

•• To provide To provide national and state baseline measuresnational and state baseline measures to to 
compare with future survey results over timecompare with future survey results over time

•• To provide information for the To provide information for the Title V Block Grant needs Title V Block Grant needs 
assessmentassessment states are required to conduct every five yearsstates are required to conduct every five years

•• To provide stateTo provide state--level information about level information about insurance status insurance status 
for for allall childrenchildren

•• To To provide information about CSHCNprovide information about CSHCN and their families to and their families to 
help guide policy makers, advocates, and researchershelp guide policy makers, advocates, and researchers

National Survey of CSHCNNational Survey of CSHCN

372 ,1 74  ch ild re n , 0  - 17  y rs , in
th e  1 96 ,88 8  h o u s eh o ld s

co n ta cted  sc ree n ed  fo r h a v in g
s p ec ia l h ea lth  care  n ee d s

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 and adequacy of 
coveragecoverage

•• Access to health careAccess to health care —— including amounts and including amounts and 
types of health care services used by child and types of health care services used by child and 
any unmet needs for servicesany unmet needs for services

•• Care coordinationCare coordination

•• FamilyFamily--centerednesscenteredness of childof child’’s health cares health care

•• Impact Impact of childof child’’s health on familys health on family
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National Survey on National Survey on 
Children’s HealthChildren’s Health

•• 102,353 completed interviews102,353 completed interviews
•• Minimum:Minimum: 1,483 in Utah1,483 in Utah
•• Maximum:Maximum: 2,241 in Louisiana and Ohio2,241 in Louisiana and Ohio
•• 25 states have more than 2,000 each25 states have more than 2,000 each

•• Overall response rate: 55.3%Overall response rate: 55.3%
•• Minimum:Minimum: 49.6% in New Jersey49.6% in New Jersey
•• Maximum:Maximum: 64.4% in South Dakota64.4% in South Dakota
•• 32 states were above 55%32 states were above 55%

National Survey on National Survey on 
Children’s Health TopicsChildren’s Health Topics

Access to careAccess to care
Health and dental insurance coverageHealth and dental insurance coverage
Acute and chronic conditionsAcute and chronic conditions
Family functioningFamily functioning
Parental healthParental health
Neighborhood and school safetyNeighborhood and school safety
Development and wellDevelopment and well--beingbeing
Child and adolescent activitiesChild and adolescent activities
Mental and emotional healthMental and emotional health
Children with special health care needsChildren with special health care needs

•• Search these topics Search these topics –– plus MCHB key indicators for the plus MCHB key indicators for the 
nationnation’’s children s children –– by age, gender, race/ethnicity, by age, gender, race/ethnicity, 
household income, insurance status, and more.household income, insurance status, and more.

Child
Outcomes

Child
Characteristics

Family Level
Influences

Neighborhood
and 

Community
Influences

NSCH Survey DomainsNSCH Survey Domains
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Unique Features of the NSCHUnique Features of the NSCH

•• Comprehensive detailed snapshotComprehensive detailed snapshot
•• Child Child –– family family –– neighborhood neighborhood 

•• Contains a variety of Contains a variety of positivepositive indicators to indicators to 
track youth development:track youth development:
•• family strengths family strengths 
•• family relationships and behaviorfamily relationships and behavior
•• family processesfamily processes
•• household routineshousehold routines

•• Step 1:Step 1: Search the DataSearch the Data

•• Step 2:Step 2: Understand Your FindingsUnderstand Your Findings

•• Step 3:Step 3: Tell Your StoryTell Your Story
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Data Search Data Search 
“RECIPE”“RECIPE”



10



11



12



13



14



15



16



17



18

The Data Resource Center The Data Resource Center 
Can Help!Can Help!

•• Getting HelpGetting Help
•• Insert the Insert the ““Ask a QuestionAsk a Question”” screen from the screen from the 

www.cshcndata.orgwww.cshcndata.org websitewebsite

DRC Workshop GoalsDRC Workshop Goals
Gain Gain handshands--on experienceon experience with the CYSHCN with the CYSHCN 
Data Resource Center website Data Resource Center website 

Learn to conduct Learn to conduct different types of data different types of data 
searchessearches

Learn how to read data tables & graphs from your Learn how to read data tables & graphs from your 
data searches and data searches and translate findingstranslate findings into words into words 
for written and verbal communicationsfor written and verbal communications

Learn about options for Learn about options for interpreting data interpreting data 
findingsfindings and assessing significance of differences and assessing significance of differences 

Begin to develop a plan for how you willBegin to develop a plan for how you will
share findingsshare findings to key partners and stakeholdersto key partners and stakeholders


