
Demystifying Data!Demystifying Data!Demystifying Data!Demystifying Data!
An Overview of Three Child and An Overview of Three Child and 
Adolescent Parent S r e HealthAdolescent Parent S r e HealthAdolescent Parent Survey Health Adolescent Parent Survey Health 

Datasets and Research Resources: Datasets and Research Resources: 
MEPS, NSCH, NSMEPS, NSCH, NS--CSHCNCSHCN

PAS Annual ConferencePAS Annual ConferenceS a Co e e ceS a Co e e ce
Honolulu, HIHonolulu, HI
May 3, 2008May 3, 2008

Christina Christina BethellBethell, PhD, MPH, MBA , PhD, MPH, MBA -- The Child and The Child and , , ,, , ,
Adolescent Health Measurement InitiativeAdolescent Health Measurement Initiative

Denise Dougherty, PhD Denise Dougherty, PhD –– The Agency for The Agency for 
Healthcare Research and QualityHealthcare Research and Quality

Jun Jun AoAo, , PsyDPsyD Candidate Candidate –– The Child and Adolescent The Child and Adolescent 
Health Measurement InitiativeHealth Measurement Initiative

Katharine Zuckerman MD MPHKatharine Zuckerman MD MPH MassachusettsMassachusettsKatharine Zuckerman, MD, MPH Katharine Zuckerman, MD, MPH –– Massachusetts Massachusetts 
General HospitalGeneral Hospital



Faculty DisclosureFaculty Disclosure
InformationInformation

We have no relevant financial relationships with the We have no relevant financial relationships with the 
manufacture of  any  commercial product and/or provider manufacture of  any  commercial product and/or provider manufacture of  any  commercial product and/or provider manufacture of  any  commercial product and/or provider 
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AgendaAgenda

10:00-10:50 Meet and Greet: Introductions, Review Agenda and Round-Robin 
Participant Summary of Key Interests and Priorities for Workshop

10:50-11:30 Overview of datasets and key considerations for their use10:50 11:30 Overview of datasets and key considerations for their use 
(Christina Bethell)

11:30-11:45 BREAK (have a snack—it’s almost lunch time and 2 hours to go!)

11:45-12:30 Real –life llustrations of research applications and top tips and 
lessons learned

11:45-12:05: Jun Ao
12:05-12:25 Katharine Zuckerman

12:30-12:50 Trivial Pursuit Game: Small group work12:30 12:50 Trivial Pursuit Game:  Small group work

12:50-1:30 Review answers to key Trivial Pursuit questions and group 
discussion
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Learning ObjectivesLearning Objectivesg jg j
You will be able toYou will be able to::

O li i l d l lO li i l d l l hild h l h d il blhild h l h d il blOutline national and state level Outline national and state level child health data available child health data available 
through the MEPS, NSCH and NSthrough the MEPS, NSCH and NS--CSHCN and consider CSHCN and consider 
their relevance to your research interests.their relevance to your research interests.

Consider the inherent limitations and strengths of each Consider the inherent limitations and strengths of each 
dataset.dataset.

You will know You will know about and begin to use about and begin to use online resources to online resources to 
access findings from and learn about research applications of access findings from and learn about research applications of 
h MEPS NSCH d NSh MEPS NSCH d NS CSHCNCSHCNthe MEPS, NSCH and NSthe MEPS, NSCH and NS--CSHCNCSHCN

Learn about top tips for using the MEPS, NSCH and NSLearn about top tips for using the MEPS, NSCH and NS--
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CSHCN for research purposes.CSHCN for research purposes.



Overview of DatasetsOverview of Datasets
5 Key Questions to Get Started5 Key Questions to Get Started

Wh i hWh i h i f li f l iiWhat is the What is the unit of analunit of analysis ysis you are you are 
interested in?interested in?
What What source of data source of data is most suitable is most suitable 
to your research questions?to your research questions?to your research questions?to your research questions?
What What key topics key topics are you interested in are you interested in 
studying?studying?
What What sample size sample size is required to make is required to make 

SELECTING 
AMONG CHILD 

HEALTH pp qq
your analysis possible and meaningful?your analysis possible and meaningful?
Can you meet the Can you meet the technical technical 
requirementsrequirements for using the dataset of for using the dataset of 

DATASETS

interest?interest?



Dataset CharacteristicsDataset CharacteristicsDataset CharacteristicsDataset Characteristics

Descriptionp
Sponsor 
Type of Data
Inclusion and Exclusion Criteria
Respondent

Data linkages options
LimitationsRespondent

Geographic Units of Analysis
Scope of  Content/Variables Included 

Periodicity and years of

Limitations
Technical requirements
Availability/cost of dataPeriodicity and years of 

data available
Data Collection Methods

Availability/cost of data

Sampling Frame
Oversampling
Administration Mode

Sample Size



Major Similarities and Differences to Know AboutMajor Similarities and Differences to Know About

MAJOR SIMILARITIES

Source of  Data 
Survey based data

MAJOR DIFFERENCES

Sampling and 
Survey-based data

Sampling Frame
US, non-institutionalized 

l i

Administration: 
NIS/SLAITS RDD CATI  vs. 
NHIS Respondent Subsample 

CAPIpopulation CAPI

Within Household 
Sampling: 

All individual family

Topics Covered
Health status, access to care, All  individual family 

members vs. target child vs. 
family unit plus target child

S l Si

, ,
insurance status, health care 
utilization, quality of  care,  

etc.
Sample Size

< 10K vs. 40-100K

Unit of  Analysis

Resources
Free datasets; web-based 

query and support
y

National/Regional Only vs. 
National/Regional & State



Why Might Why Might Findings On the Same Survey Findings On the Same Survey 
Items DifferItems Differ from One Survey to thefrom One Survey to theItems Differ Items Differ from One Survey to the from One Survey to the 

Next?Next?

Dates of data collectionDates of data collection
Method of data collection Method of data collection 

Sample size and sampling Sample size and sampling 
errorerror

and estimationand estimation
ModeMode
Sampling frameSampling frame

Method of identificationMethod of identification
RespondentRespondent
Recall periodRecall periodSampling frameSampling frame

InterviewersInterviewers
Weighting methodsWeighting methods

Recall periodRecall period
Question wordingQuestion wording
Question orderingQuestion ordering
Question context and Question context and 
introductionintroduction
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Medical Expenditure Panel Survey Medical Expenditure Panel Survey 
(MEPS)(MEPS)

Description:p
Sponsored by the Agency for Healthcare Research and Quality 
(AHRQ)
Nationally representative yearly cross-sectional and panel dataNationally representative , yearly cross sectional and panel data 
(over 2.5 years). 
Collected since 1996
Includes a nationally representative sample of all U S nonIncludes a nationally representative sample of all U.S., non-
institutionalized civilians of all ages based on a subsample of 
respondents to the prior year NHIS.
Respondent is any person living in the household over 16 years ofRespondent is any person living in the household over 16 years of 
age who rents or owns the home. 
Produces national and regional findings (not state-level)



Medical Expenditure Panel Survey Medical Expenditure Panel Survey 

Description:

(MEPS)(MEPS)

MEPS Interviews are conducted through a Computer Assisted 
In- Person Interview (CAPI). Some mail mode used at times.
Five rounds of in-person interviews are conducted with each p
panel at 4 to 5 month intervals over a 2 ½ year period

Two ‘follow back’ surveys, the Medical Provider Component and 
the Insurance Component are collected in addition to thethe Insurance Component are collected in addition to the 
information collected from the Household Component 
respondents
Wh th f ll MEPS i l t it i t f 1 F llWhen the full year MEPS survey is complete, it consists of 1 Full 
Year Consolidated File, 8 Event Files, 1 Job File, and 1 Medical 
Conditions File and will enlist data from 2 panels





MEPSMEPS
Illustration of  MEPS Overlapping Panel Designpp g g

Each Panel 
overlaps 2 years. 

There are 5 
rounds ofrounds of 
interviews 

conducted for 
each Panel.



MEPS Data FilesMEPS Data Files



Medical Expenditure Panel Survey Medical Expenditure Panel Survey 
(MEPS)(MEPS)

Description:p
Key variables include: medical expenditures, patterns of 
utilization, insured & uninsured populations, health status and 
health care quality.q y
Data collected for all family members; 
Can be examined for children only. 
Linkage of family members allows family-level analysis of child health g y b w y y d
& health care.
Capacity to compare adult and child health care utilization and 
expenditures. Children with Special Health Care Needs (CSHCN) 
Screener included since 2000.

Sample size:
12,000 households interviewed annually., y
2004: 32,737 overall.
6,500-11,000 children annually



MEPSMEPS--HC Sample SizesHC Sample Sizespp

YearYear FamiliesFamilies PersonsPersonsYearYear FamiliesFamilies PersonsPersons
1996           8,6551996           8,655 21,57121,571
1997         13,087                             32,6361997         13,087                             32,636
1998           9,023                             22,9531998           9,023                             22,953
1999           9,354                             23,5651999           9,354                             23,565
2000 9 515 23 8392000 9 515 23 8392000           9,515                             23,8392000           9,515                             23,839
2001         12,852                             32,1222001         12,852                             32,122
2002 14 828 37 4182002 14 828 37 4182002         14,828                             37,4182002         14,828                             37,418
2003         12,860                             32,6812003         12,860                             32,681
2004         13,018                             32,7372004         13,018                             32,737
2005         12,810                             32,3202005         12,810                             32,320

http://www.meps.ahrq.gov/mepsweb/about_meps/workbook/522,8,MEPS-HC Sample Sizes



MEPS Sample SizeMEPS Sample Size



MEPS: Prevalence of CSHCN

2001 
MEPS

2002 
MEPS

2003 
MEPS

2004 
MEPSMEPS MEPS MEPS MEPS

# of children in sample 
ages 0-17 on 12/31/XX

9627 11576 10410 10295
ages 0 17 on 12/31/XX 

# of children in sample 
ages 0-17 on 12/31/XX with 

9415 11298 10165 10045
CSHCN Screener data 

% CSHCN, all 18.9 19.3 19.3 18.8% ,
children



Medical Expenditure Panel Survey Medical Expenditure Panel Survey 
(MEPS) (MEPS) –– cont.’dcont.’d

Other Methods:
Oversamples for Blacks and Hispanic persons

Data linkages:
Previous year
Area Resource Files with AHRQ support to get geocodes
Census Bureau Information with AHRQ geocodes,
National Health Interview Survey

Technical requirements: Statistical software
Availability/cost of data: Most available within 24 hours, no 
cost.  Dataset usually available 18-24 months from the end of the 

l d i hi h h d ll dcalendar year in which the data was collected.



Some Limitations to Some Limitations to 
C id f h MEPSC id f h MEPSConsider for the MEPSConsider for the MEPS

Designed to yield Designed to yield national estimatesnational estimatesg yg y
Limited to no capacity for State Limited to no capacity for State or metropolitan statistical area or metropolitan statistical area 
level estimations for child population.level estimations for child population.
Years must be Years must be pooled to focus on small subpopulations pooled to focus on small subpopulations and rare and rare 
events.events.
Site of care utilization and medical condition information areSite of care utilization and medical condition information areSite of care, utilization, and medical condition information are Site of care, utilization, and medical condition information are 
household identifiedhousehold identified; ; 
No condition checkNo condition check--listlist; conditions asked about for utilization, ; conditions asked about for utilization, 
etc.. Conditions not verified by clinical records.etc.. Conditions not verified by clinical records.
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Download MEPS data files



MEPS: Tips for using the datap g

• Read the documentation. There are many details in the documentation 
which serve as keys to using and understanding how the MEPS is collectedwhich serve as keys to using and understanding how the MEPS is collected 
and constructed.  

• Pay close attention when weighting the data in MEPS.  What number do 
i d f ? Th i h d b hi h h hyou intend to report or reference?  The unweighted n may be higher than the 

n to which weights are applied.  Not all persons in the full year consolidated 
file receive a positive person-level weight. For example, in the 2005 MEPS Full 
Year Consolidate file, there are variables and frequency distributions for 
33 961 H l 32 320 i d i i33,961 persons.  However, only 32,320 persons received a positive person-
level weight. 

• Full year consolidated file is person level. Event files are EVENT level.Full year consolidated file is person level. Event files are EVENT level.
If you want to merge event files to the Full year consolidated file, you will 
have multiple rows of data per DUPERSID, i.e. per respondent for that event.  
AHRQ recommends linking files on person id and merging into the event file.  



MEPS: HC File vs Event Level Files

DUPERSID DUPERSIDDUPERSID

50048039

50048043

DUPERSID

50048043

5004804350048043

50051018
50048043

50052018
50052018

50052025
50052025

50052025

50054018

50055019

50055019

5005501950055019
50055019





MEPS: Tips for using the data (cont’d)MEPS: Tips for using the data (cont d)

• Join and utilize the MEPS listserv. AHRQ provides a listserv for MEPS 
users when you have questions related to using the data.  They are very 
helpful and respond in a timely manner.  p p y

http://www.meps.ahrq.gov/mepsweb/communication/listserv.jsp

• Review the literature. Many topics have been studied using MEPS, and so 
you may not have to reinvent the wheel. Looking at both the publications 
section of the MEPS website and  on your favorite search engine (OVID, 
PubMed) for MEPS and your topic may provide good ideas for combining 
files and when to use variables from different time points.





Overview of the National Survey of Overview of the National Survey of 
Children’s Health (NSCH)Children’s Health (NSCH)Children s Health (NSCH) Children s Health (NSCH) 

ANDANDANDAND

N ti l S f Child ithN ti l S f Child ithNational Survey of Children with National Survey of Children with 
Special Health Care Needs Special Health Care Needs 

(NS(NS--CSHCN)CSHCN)



The National Survey of Children’s The National Survey of Children’s 
Health (NSCH)Health (NSCH)

Description: State national and regionalDescription: State, national and regional 
representation of all non-institutionalized U.S. 
children ages 0-17 Broad range of informationchildren ages 0 17. Broad range of information 
about children’s health and well-being. 
Data years: 2003 2007 (available early 2009)Data years: 2003, 2007 (available early 2009)
Sample size: 2003: 102,353 nationally. Between 
1 483 d 2 2411,483 and 2,241 per state.



The National Survey of Children with Special The National Survey of Children with Special 
H l h C N d (NSH l h C N d (NS CSHCN)CSHCN)Health Care Needs (NSHealth Care Needs (NS--CSHCN)CSHCN)

Description: State national and regionalDescription: State, national and regional 
representation of all non-institutionalized U.S. 
children ages 0-17 who meet criteria for having achildren ages 0 17 who meet criteria for having a 
special health care need. Focus on health 
services need use and performanceservices need, use and performance. 
Data years: 2005/2006 and 2001
S l i 2005/06 40 804 i llSample size: 2005/06: 40,804 nationally, 
approx. 800 per state



Two Two Surveys Surveys –– what do they have in what 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 Telephone (State & Local Area Integrated Telephone 
Survey) sampling mechanismSurvey) sampling mechanism

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

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

W i h d dW i h d d i ld l i fi ld l i fWeighted 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 stateeach state, and , and 
nationallynationally
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What is SLAITS?What is SLAITS?
UsesUses National Immunization Survey National Immunization Survey 
sampling frame  sampling frame  (which screens for households with children 
but only samples those w/ children ages 19-35 mos)

Random Digit DialRandom Digit Dial telephone designtelephone design

Standardized questions Standardized questions produceproduce comparative comparative 
d td t St t & f th N tiSt t & f th N tidata data across States & for the Nationacross States & for the Nation

AccommodatesAccommodates modules of customized modules of customized 
questionsquestions and specific domains of interestand specific domains of interest

Estimates areEstimates are adjusted for nonadjusted for non--coveragecoverage ofof

5

Estimates are Estimates are adjusted for nonadjusted for non--coveragecoverage of of 
HH’s without telephonesHH’s without telephones



NSCH and NSNSCH and NS--CSHCNCSHCN
Survey Design FlowchartSurvey Design Flowchart

NIS AdNIS Ad Ph C ll ithPh C ll ithNIS Advance NIS Advance 
LetterLetter

Phone Call with Phone Call with 
NIS IntroNIS Intro

“How many children 12 “How many children 12 
months to 3 years?”months to 3 years?”

NIS InterviewNIS Interview 1+1+

“How many people less “How many people less SLAITS Intro and SLAITS Intro and SLAITS SLAITS 1+1+ than 18 years old?”than 18 years old?”Informed ConsentInformed ConsentScreening and Screening and 
InterviewInterview

1+1+

NoneNone

“Those are all the questions I have.  I’d like to thank you…”“Those are all the questions I have.  I’d like to thank you…”



NSCH and NSNSCH and NS--CSHCN OverviewCSHCN OverviewNSCH and NSNSCH and NS CSHCN OverviewCSHCN Overview

Data linkages: To zipcode (not County) withData linkages: To zipcode (not County) with 
NCHS RDC approval.  
Technical requirements: Statistical SoftwareTechnical requirements: Statistical Software
Availability/cost of data: Available on the 
D R C W b i d h NCHSData Resource Center Web site and the NCHS 
Web site for no cost



How do the surveys differ?How do the surveys differ?How do the surveys differ?How do the surveys differ?

PopulationPopulation:: CSHCN versus all children 0CSHCN versus all children 0--1717PopulationPopulation: : CSHCN versus all children 0CSHCN versus all children 0 1717

How subject of the interview is identifiedHow subject of the interview is identified: : jj
Randomly selected a CSHCN after screening Randomly selected a CSHCN after screening 
ll hild i h h ld d lll hild i h h ld d lall children in household versus randomly all children in household versus randomly 

selected one child in each household and then selected one child in each household and then 
asked CSHCN screening questionsasked CSHCN screening questions

8



How do the surveys differ?How do the surveys differ?How do the surveys differ?How do the surveys differ?

Topic areasTopic areas: : CSHCNCSHCN--specific versus inclusion specific versus inclusion 
of family, neighborhood, and wellness of family, neighborhood, and wellness y, g ,y, g ,
informationinformation

CSHCN sample sizeCSHCN sample size:  :  750750--800 per 800 per state for state for pp pp
NSNS--CSHCN vs. about 300 per state for NSCHCSHCN vs. about 300 per state for NSCH

9



National Survey of  National Survey of  CSHCN: 2001CSHCN: 2001

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 sp



Nat. Survey of CSHCN uses theNat. Survey of CSHCN uses theNat. Survey of CSHCN uses the Nat. Survey of CSHCN uses the 
MCHB definitionMCHB definition as starting point as starting point 

for identification:for identification:for identification:for identification:

“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 p y pp y p
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 f yp y q yf yp y q y
children generally.”children generally.”

⎯⎯ Maternal and Child Health Bureau, July 1998Maternal and Child Health Bureau, July 1998
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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 function1)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)3)3) Specialized therapies (OT, PT, Speech)Specialized therapies (OT, PT, Speech)
4)4) Above routine use of medical care, mental health or other Above routine use of medical care, mental health or other 

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

developmental problemdevelopmental 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 monthsCondition has lasted or is expected to last for at least 12 months
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National Survey of  CSHCNNational Survey of  CSHCN
Denominator #1

Households w/ children

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

Denominator #2
Child pop lation ages 0 17pChild population, ages 0-17

Denominator #3
CSHCN population, 
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ages 0-17



InIn--depth CSHCN interview collects depth CSHCN interview collects 
i f tii f tiinformation 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

II f hild’ h l h f ilf hild’ h l h f ilImpactImpact of child’s health on familyof child’s 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
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Conditions

Asthma;  Allergies Epilepsy or seizure 
C b l lADHD/ADD

Depression, anxiety, etc.
Cerebral palsy
Cystic fibrosis
M sc lar d stroph

Migraine/freq headaches

Diabetes (w/ or w/o insulin use) Muscular dystrophy

Autism or ASDMigraine/freq headaches
Heart problem (including congenital 
heart disease)

Autism or ASD
Down Syndrome
Mental retardation or

Blood problems (including sickle 
cell or anemia)

Arthritis/other joint probs

Mental retardation or 
developmental delay

15

Arthritis/other joint probs



Functional Difficulties
Difficulty seeing even 
with glasses/contacts

Self care
Gross motorwith glasses/contacts

Use hearing aids

Difficulty hearing even

Gross motor
Fine motor 
Speaking; communicatingDifficulty hearing even 

with aids
Speaking; communicating
Learning, paying attention

Respiratory problems
Swallowing, digesting etc. Anxiety or depression

Behavior / conduct probs
Blood circulation

Chronic pain

Behavior / conduct probs
Making & keeping friends
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Common Service NeedsCommon Service Needs

Percentage of CSHCN Needing Specific
Health Se ices

86.4Prescription Medicines

Health Services

33.3

51.8

Vision Care

Specialist Care

25.0

22.8Specialized Therapies

Mental Health Care

11.4

18.6

Durable Medical Equipment

Disposable Medical Supplies

17
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Common System Performance Common System Performance 
Improvement NeedsImprovement NeedsImprovement NeedsImprovement Needs

Percentage of CSHCN Needing Specific
Health Se ices

86.4Prescription Medicines

Health Services

33.3

51.8

Vision Care

Specialist Care

25.0

22.8Specialized Therapies

Mental Health Care

11.4

18.6

Durable Medical Equipment

Disposable Medical Supplies

18
0 20 40 60 80 100

q p



National Survey of National Survey of 
Children’s HealthChildren’s Health

Conducted for the first time during Conducted for the first time during 2003 2003 –– 20042004

One child randomly selected in each householdOne child randomly selected in each household subject of subject of 
f l f 102 353 i if l f 102 353 i isurvey 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 children’s health and wellchildren’s health and well--beingbeing collected in collected in 
combination with data on child’s family/neighborhood context combination with data on child’s family/neighborhood context 

Fi i h b d f i f ll d i hFi i h b d f i f ll d i hFirst time such a broad range of info collected in manner that First time such a broad range of info collected in manner that 
allow allow statestate--toto--state and national comparisonsstate and national comparisons
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National Survey of National Survey of 
Child ’ H lthChild ’ H lthChildren’s HealthChildren’s Health

Survey Sections 
1 – 5 and 8 –11 

are asked for children 
of all ages

102,353  
Early Childhood 

questions (Section 6) 
asked for

Children ages 0-17 
randomly selected, 1 per HH

Denominator #2:  Children, ages 0-5

asked for 
children ages 0-5 Middle childhood/Adolescence

questions (Section 7) 

20

q ( )
asked for children ages 6-17



NSCH Survey DomainsNSCH Survey Domains
Child

Characteristics

NSCH Survey DomainsNSCH Survey Domains

Characteristics

Child
Outcomes

Family Level
Influences

Neighborhood
and 

Community
Influences
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Survey yields over 100 Survey yields over 100 
indicators of child health & wellindicators of child health & wellindicators of child health & wellindicators of child health & well--

being in the  following areas:being in the  following areas:

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

Child’Child’ h lthh lth i l di di l hi l di di l hChild’s Child’s health carehealth care –– including medical homeincluding medical home

Child’sChild’s school & activitiesschool & activitiesChild s Child s school & activitiesschool & activities

Child’s Child’s familyfamily & & neighborhoodneighborhood ---- including including 
maternal health statusmaternal health status
Early childhoodEarly childhood (ages 0(ages 0--5)5)
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Early childhoodEarly childhood (ages 0(ages 0 5)5)
SchoolSchool--ageage (ages 6(ages 6--17)17)



Some Limitations to Consider for Some Limitations to Consider for 
h NSh NS CSHCN d NSCHCSHCN d NSCHthe NSthe NS--CSHCN and NSCHCSHCN and NSCH

Limited subLimited sub--state analytic capacity; no county level state analytic capacity; no county level y p y; yy p y; y
estimatesestimates
CrossCross--sectional; point in time data every 4 yearssectional; point in time data every 4 yearsCrossCross--sectional; point in time data every 4 yearssectional; point in time data every 4 years
Parent report data; 12 months recall frameParent report data; 12 months recall frame
Telephone survey data subject to nonTelephone survey data subject to non--response, response, 
nonnon--coverage, and related biasescoverage, and related biases
Revisions and changes to survey content prevent Revisions and changes to survey content prevent 
trending of some content across survey yearstrending of some content across survey years
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Other key considerations:Other key considerations:Other key considerations:Other key considerations:
The The denominatordenominator for ALL results in both for ALL results in both 
surveys is surveys is always CHILDRENalways CHILDREN ---- never parents!never parents!

CorrectCorrect ---- % of children ages 0% of children ages 0--17, or ages 017, or ages 0--5, or ages 65, or ages 6--gg , g, g , g, g
17, etc.   17, etc.   

NeverNever % % of parents, families, mothers . . . .of parents, families, mothers . . . .pp

To calculate prevalence, use To calculate prevalence, use correct weighting correct weighting 
variablevariable –– esp. important detail for NSesp. important detail for NS--CSHCN CSHCN 
because there are the 3 different denominatorsbecause there are the 3 different denominators

24

because there are the 3 different denominators because there are the 3 different denominators 
each have their own weighting variableeach have their own weighting variable



Other key considerations:Other key considerations:Other key considerations:Other key considerations:
In order to make statistical comparisons, analysis software that In order to make statistical comparisons, analysis software that 
dj idj i f l d i b df l d i b dadjusts variancesadjusts variances for complex survey design must be used  for complex survey design must be used  (e.g. (e.g. 

SUDAAN, STATA, SPSS complex samples)SUDAAN, STATA, SPSS complex samples)

E h ’ d b l d lE h ’ d b l d l b d b d i hib d b d i hiEach state’s data can be analyzed separately Each state’s data can be analyzed separately –– but do not subset data within but do not subset data within 
a state or nationallya state or nationally unless using SUB POP options that account for complex unless using SUB POP options that account for complex 
survey designsurvey designy gy g

The approaches to dealing with The approaches to dealing with “unknown responses”“unknown responses” (DON’T (DON’T 
KNOW or REFUSE) varyKNOW or REFUSE) vary be sure to consider this issuebe sure to consider this issueKNOW or REFUSE) vary  KNOW or REFUSE) vary  -------- be sure to consider this issue be sure to consider this issue 
when reporting estimates that involve population countswhen reporting estimates that involve population counts (% point (% point 
estimates are generally not affected) estimates are generally not affected) 
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Using the Using the Data Resource Center for Child Data Resource Center for Child 
and Adolescent and Adolescent Health to Access NSCH Health to Access NSCH 
and NSand NS--CSHCN Findings, Datasets and CSHCN Findings, Datasets and 

ResourcesResources
www.childhealthdata.orgwww.childhealthdata.org
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What are the Data Resource Center goals?What are the Data Resource Center goals?gg

1)1) Provide Provide centralized, usercentralized, user--friendly friendly )) ,, yy
interactiveinteractive access to standardized access to standardized 
state & national child survey datastate & national child survey data

2)2) Build common Build common knowledge, knowledge, 
capacity, and passioncapacity, and passion for usingfor usingcapacity, and passioncapacity, and passion for using for using 
data to stimulate system changedata to stimulate system change

T t diT t di t t h ltht t h lth3)3) Target user audience:Target user audience: state health state health 
agency leaders and staff, family agency leaders and staff, family 
advocates and policy leadersadvocates and policy leaders

28

advocates and policy leadersadvocates and policy leaders



What features are available?What features are available?

LearnLearn about the surveysabout the surveys

Search and compareSearch and compare state & national results state & national results 
overall & for subgroups of children (age, race, sex, overall & for subgroups of children (age, race, sex, 
i i d h lth t t t )i i d h lth t t t )income, insurance and health status, etc.)income, insurance and health status, etc.)

Access resources & examplesAccess resources & examples for reporting yourfor reporting yourAccess resources & examplesAccess resources & examples for reporting your for reporting your 
findings in a valid and effective manner findings in a valid and effective manner 

Get expert helpGet expert help by eby e mailing us your questionsmailing us your questionsGet expert helpGet expert help –– by eby e--mailing us your questionsmailing us your questions
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Interactive UserInteractive User--Generated Data ReportsGenerated Data Reports

Tables & Graphs for Each Indicator or Tables & Graphs for Each Indicator or 
Survey QuestionSurvey Question

1.
Survey QuestionSurvey Question

3 types of State Profile Summary 3 types of State Profile Summary 2. yp yyp y
ReportsReports

3 “All States” Comparison &   “All States” Comparison &   
Ranking TablesRanking Tables

3.

30
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www.childhealthdata.org
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Generating State 
P fil R tProfile Reports
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State %    Nation %

39

37.1    41.2
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2001 %    2005/06 %

41

10.7    37.1
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CSHCN%      Non-CSHCN %

43
37.1        40.9



Generating an     
ALL STATES 

comparison table

St 1Step 1
Step 2
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Step 3
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Outcome #6: CSHCN ages 12-17 who receive services needed 
for transition to adult health care, work and independence

Click on 
column 
heading 
text to sorttext to sort
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Coming Coming May May 2008!2008!

New customizable report format allows usersNew customizable report format allows usersNew customizable report format allows users New customizable report format allows users 
to: to: 

Choose aChoose a specific chronic conditionspecific chronic condition from list asked infrom list asked inChoose a Choose a specific chronic conditionspecific chronic condition from list asked in from list asked in 
the surveythe survey
SelectSelect performance measure key indicatorsperformance measure key indicatorsSelect Select performance measure, key indicators, performance measure, key indicators, 
demographics, etc.demographics, etc. from menufrom menu
GenerateGenerate summary report profilesummary report profile for CSHCN with andfor CSHCN with andGenerate Generate summary report profilesummary report profile for CSHCN with and for CSHCN with and 
without the specific conditionwithout the specific condition
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Additional featuresAdditional features

Sign upSign up for regular efor regular e--updates and “eupdates and “e--facts”facts”

Find outFind out about and access the latest about and access the latest 
publications, reports & abstracts using the publications, reports & abstracts using the 
national survey datanational survey data

OO SC & SSC & S CS CCS COrder Order NSCH & NSNSCH & NS--CSHCN datasets with CSHCN datasets with 
prepre--constructed performance measures, constructed performance measures, 
indicators and additional variablesindicators and additional variables (SAS & SPSS)(SAS & SPSS)

50

indicators and additional variables indicators and additional variables (SAS & SPSS)(SAS & SPSS)



How the Data Resource Center Can How the Data Resource Center Can Support Support 
Research and Policy Applications Research and Policy Applications pppp

Understand your 
population

User generated  tables, bar and pie charts, and customizable reports 
supply prevalence estimates and population counts to help define your 
population of CSCHN and their health needs

A t I di t t 100 t t ifi i di t f hild h lth dAssess system 
performance

Immediate access to over 100 state-specific indicators of child health and 
well-being and system performance for children overall and children with 
special health care needs (CSHCN).

Examine research “Point and click” menu allows users to explore disparities and gaps in 
opportunities 

p p g p
access and services for different population subgroups of children and 
CSHCN.

Identify  research 
priorities

User generated  tables, bar and pie charts, and customizable reports 
supply prevalence estimates and population counts to help guidepriorities supply prevalence estimates and population counts to help guide 
selection of priority needs.

Evaluate state 
variations

“All States” ranking maps and tables provide benchmark data to assist in 
identifying state-negotiated performance measure targets.

Identify promising 
improvement 
models

Information on national, within and across States variation using 
standardized indicators helps identify where quality is better and can help 
in cross-state learning for purposes of identifying promising models for 
improvement as well as identify key collaborators for improvement.
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improvement as well as identify key collaborators for improvement.

Monitor progress Centralized resource for standardized, population-based survey questions 
to use in collecting child health and health care quality data locally.



Visit soon! Visit soon! 

www.childhealthdata.orgwww.childhealthdata.orgwww.childhealthdata.orgwww.childhealthdata.org
National Survey of Children with Special National Survey of Children with Special 
Health Care NeedsHealth Care Needs

www cshcndata orgwww cshcndata orgwww.cshcndata.orgwww.cshcndata.org

National Survey of Children’s HealthNational Survey of Children’s HealthNational Survey of Children s HealthNational Survey of Children s Health
www.nschdata.orgwww.nschdata.org
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Overview of DatasetsOverview of Datasets
5 Key Questions to Get Started5 Key Questions to Get Started

Wh i hWh i h i f li f l iiWhat is the What is the unit of analunit of analysis ysis you are you are 
interested in?interested in?
What What source of data source of data is most suitable is most suitable 
to your research questions?to your research questions?to your research questions?to your research questions?
What What key topics key topics are you interested in are you interested in 
studying?studying?
What What sample size sample size is required to make is required to make 

SELECTING 
AMONG CHILD 

HEALTH pp qq
your analysis possible and meaningful?your analysis possible and meaningful?
Can you meet the Can you meet the technical technical 
requirementsrequirements for using the dataset of for using the dataset of 

DATASETS

interest?interest?



Major Similarities and Differences to Know AboutMajor Similarities and Differences to Know About

MAJOR SIMILARITIES

Source of  Data 
Survey based data

MAJOR DIFFERENCES

Sampling and 
Survey-based data

Sampling Frame
US, non-institutionalized 

l i

Administration: 
NIS/SLAITS RDD CATI  vs. 
NHIS Respondent Subsample 

CAPIpopulation CAPI

Within Household 
Sampling: 

All individual family

Topics Covered
Health status, access to care, All  individual family 

members vs. target child vs. 
family unit plus target child

S l Si

, ,
insurance status, health care 
utilization, quality of  care,  

etc.
Sample Size

< 10K vs. 40-100K

Unit of  Analysis

Resources
Free datasets; web-based 

query and support
y

National/Regional Only vs. 
National/Regional & State



Why Might Prevalence Rates Differ Why Might Prevalence Rates Differ 
f O S t th N t?f O S t th N t?from One Survey to the Next?from One Survey to the Next?

Dates of data collectionDates of data collection
Method of data collection Method of data collection 

Sample size and sampling Sample size and sampling 
errorerror

and estimationand estimation
ModeMode
Sampling frameSampling frame

Method of identificationMethod of identification
RespondentRespondent
Recall periodRecall periodSampling frameSampling frame

InterviewersInterviewers
Weighting methodsWeighting methods

Recall periodRecall period
Question wordingQuestion wording
Question orderingQuestion ordering
Question context and Question context and 
introductionintroduction
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A project of the Child and Adolescent Health Measurement Initiative (CAHMI) April 2008 

 
 
 
 
 

Got Data!  Demystifying the Use of Three National and  
State-Level Child and Adolescent Health Datasets 

 
May 3, 2008 

10:30 AM -1:30 PM  
Hawaii Convention Center, Room 306B 

 
A.  DATA QUALITY  
 

1A.  What is an acceptable response rate for surveys such as the MEPS, NSCH and 
NS-CSHCN? 

 
2A. What makes up a response rate calculation? 

 
3A. All survey items included in MEPS, NSCH and NS-CSHCN have undergone 

some level of testing for reliability and validity.  How can you learn more 
about variations in validity and reliability of survey items and scales and 
potential impact on your analyses?  What are some things you can do to 
investigate this yourself using the data? 

 
4A. What is a reasonable standard to use for deciding whether sample sizes for a 

subgroup analyses are too low to use or report findings? 
 
B.   VARIABLE CONSTRUCTION 

 
1B. Which is more relevant: (a) proportion of children with unmet needs for 

specialty care; (b) proportion of children who require specialty care who have 
unmet needs for that care? 

 
2B.   Why might a composite score (e.g. Medical Home) be lower for a state than 

any of the sub-scores that make up that composite?  
 

3B. True or False: If the binomial correlation between a dependent and 
independent variable is not significant, there is no need to proceed to include 
the independent variable in a multivariate regression model. 

 
4B. Do you agree that a good standard is to always code “don’t know or unknown 

values” to missing? Why or why not? 
 
5B. True or False?:  AHRQ (MEPS) and NCHS (NSCH; NS-CSHCN) both agree that 

imputation of missing data is preferable and agree on one method for doing 
so?  

 
 
 
 
 

(Not So) Trivial Pursuit Questions for Research Applications  
of National and State Survey-Based Child Health Datasets 

www.childhealthdata.org 
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C. OTHER COMMON ANALYTIC ISSUES 
 

1C.  True or False: Sampling weights are used to adjust frequency and prevalence 
estimates for potential sampling and response bias. 

 
2C. SUDDAAN, SAS Complex Samples programs and similar programs are used to 

adjust standard errors of estimates derived from MEPS, NSCH and NS-
CSHCN.   What is the primary consequence of neglecting to do this? 

 
3C. True or False: Rather than conduct analyses on unweighted data first and 

then compare to results using weighted data, to save time it is generally fine 
to just begin using weighted data. 

 
4C. What are some common ways to of working with skewed data—for example, 

number of prescription medication orders fills, charges associated with care 
received, numbers of doctor visits, etc. 

 
D. IDENTIFYING CHILDREN WITH SPECIAL HEALTH CARE NEEDS 
 

1D.  Why do MEPS, the NSCH and NS-CSHCN use a non-condition specific method 
for identifying children with special health care needs?  Why not just use a 
condition check-list?  Where does a functional difficulties check list fit in? 

 
2D.   True or False? By definition, all children who meet criteria for having a special 

health care need will have some type of ongoing health condition. 
 
3D.  Looking at Table 2 in your packet, what proportion of CSHCN whose parents 

report they have asthma, ONLY have asthma as a named condition? 
 
4D. True or False? The CSHCN Screener provide data on the proportion of parents 

who report that their children experience current health or health service 
need or use consequences due to an ongoing health condition. 

 
5D. What’s more meaningful?(a) the proportion of children age 12-17 who qualify 

as having a special health care need or (b) the proportion of those qualifying 
as having special health care needs who are age 12-17?  What are the 
answers to (a) and (b) using the cross-tabulation print-out below? 
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metlwi  Results for CSHCN screener * age_3  Derived.  Age in years of selected child Crosstabulation

29816 24661 29298 83775

35.6% 29.4% 35.0% 100.0%

89.5% 79.3% 77.3% 81.8%

3506 6456 8616 18578

18.9% 34.8% 46.4% 100.0%

10.5% 20.7% 22.7% 18.2%

33322 31117 37914 102353

32.6% 30.4% 37.0% 100.0%

100.0% 100.0% 100.0% 100.0%

Count

% within metlwi  Results
for CSHCN screener

% within age_3  Derived.
Age in years of selected
child

Count

% within metlwi  Results
for CSHCN screener

% within age_3  Derived.
Age in years of selected
child

Count

% within metlwi  Results
for CSHCN screener

% within age_3  Derived.
Age in years of selected
child

.00  No

1.00  Yes

metlwi  Results for
CSHCN screener

Total

1  0-5 years 2  6-11 years 3  12-17 years

age_3  Derived.  Age in years of selected
child

Total

 
 
 
E. QUESTIONS REGARDING AVAILABLE RESOURCES  
 

1E. What should you do if you want access to data findings that are not released 
in the Public Use File due to confidentiality concerns (e.g. data by zip code; 
data for the Native American population)? 

 
2E:   True or False?: The MEPS website is a great place to go to get state level 

estimates about child health care services utilization? 
 
3E. True or False?: The CAHMI Data Resource Center provides for free already 

concatenated and coded datasets for the National Survey of Children with 
Special Health Care Needs and the National Survey of Children’s Health. 

 
 
 



The (Not So)The (Not So)The (Not So) The (Not So) 
Trivial Pursuit Game Trivial Pursuit Game 

Answers and DiscussionAnswers and DiscussionAnswers and DiscussionAnswers and Discussion



A. Data QualityA. Data Quality



1A: All RDD Surveys Have 1A: All RDD Surveys Have 
Declining Response RatesDeclining Response Rates

T f th C tT f th C t MidMid D dD dTurn of the CenturyTurn of the Century MidMid--DecadeDecade
National Household National Household 
Education SurveysEducation Surveys

60% (2001)60% (2001) 56% (2005)56% (2005)

Survey of Consumer Survey of Consumer 
AttitudesAttitudes

60% (2001)60% (2001) 45% (2005)45% (2005)

National Survey of National Survey of 
America’s FamiliesAmerica’s Families

62% (1999)62% (1999) 55% (2002)55% (2002)
America’s FamiliesAmerica’s Families
Behavioral Risk Behavioral Risk 
Factor Surveillance Factor Surveillance 
SystemSystem

51% (2001)51% (2001) 51% (2005)51% (2005)
SystemSystem

NSNS--CSHCNCSHCN 61% (2001)61% (2001) 56% (2005/6)56% (2005/6)
JAMA requires at least 60% response rateJAMA requires at least 60% response rate.  



2A: Alternative Calculations2A: Alternative Calculations2A: Alternative Calculations2A: Alternative Calculations

Response Rate =Response Rate =Response Rate =Response Rate =

Eligibles)d(Unobserve Eligibles)(Observed
)(Completes

+

CASRO (Council of American Survey Research Orgs) rates CASRO (Council of American Survey Research Orgs) rates 
ass me that the proportion ofass me that the proportion of eligibleseligibles among nresol edamong nresol ed

g )(g )(

assume that the proportion of assume that the proportion of eligibleseligibles among unresolved among unresolved 
or unscreened numbers is the same as the proportion of or unscreened numbers is the same as the proportion of 
eligibleseligibles among all resolved and screened numbersamong all resolved and screened numbers
Alternatively, we could assume that numbers that always Alternatively, we could assume that numbers that always 
ring with no answer or are always (or more often) busy, ring with no answer or are always (or more often) busy, 
nonworking or ineligiblenonworking or ineligiblenonworking or ineligiblenonworking or ineligible
20052005--06 NS06 NS--CSHCN: 56.1% vs. 61.2%CSHCN: 56.1% vs. 61.2%



Response Rate: The Four HorsemenResponse Rate: The Four Horsemen
NSNS CSHCN E lCSHCN E lNSNS--CSHCN ExampleCSHCN Example

20012001 05/0605/0620012001 05/0605/06
Resolution rateResolution rate 86.586.5 82.782.7
AA 94 994 9 88 488 4AgeAge--screener ratescreener rate 94.994.9 88.488.4
CSHCN Screener rateCSHCN Screener rate 76.276.2 79.779.7
Interview Interview complcompl. rate. rate 97.697.6 96.296.2
Overall CASRO rateOverall CASRO rate 61 061 0 56 156 1Overall CASRO rateOverall CASRO rate 61.061.0 56.156.1



3A.  3A.  NonresponseNonresponse BiasBias

Two factors determine the degree ofTwo factors determine the degree ofTwo factors determine the degree of Two factors determine the degree of 
nonresponsenonresponse bias:bias:

The percentage of persons in the population ofThe percentage of persons in the population ofThe percentage of persons in the population of The percentage of persons in the population of 
interest who do not respond to the surveyinterest who do not respond to the survey
The magnitude of the difference betweenThe magnitude of the difference betweenThe magnitude of the difference between The magnitude of the difference between 
respondents and respondents and nonrespondentsnonrespondents for the variables of for the variables of 
interestinterest





3A. The 3A. The QuandryQuandry of Measuring Unmet Needs of Measuring Unmet Needs 
f C E l f h NSCHf C E l f h NSCHfor Care: Examples from the NSCHfor Care: Examples from the NSCH

98.5%: 98.5%: Indicator 4.6: During the past Indicator 4.6: During the past 79.9%: 79.9%: When you have called (child's When you have called (child's 
12 months, did (child's name) receive 12 months, did (child's name) receive 
all the medical care he/she needed? all the medical care he/she needed? 
(S4Q07 (S4Q07 ---- asked only if children needed asked only if children needed 
or used medical care during the past 12or used medical care during the past 12

name)'s personal doctor or nurse name)'s personal doctor or nurse 
(PDN) for help or advice over the (PDN) for help or advice over the 
phone, how often were you able to get phone, how often were you able to get 
the help or advice you needed forthe help or advice you needed foror used medical care during the past 12 or used medical care during the past 12 

months)months)

58.7%: 58.7%: Indicator 4.5: How many Indicator 4.5: How many 

the help or advice you needed for the help or advice you needed for 
him/her? (S5Q06A him/her? (S5Q06A ---- asked only if asked only if 
child has PDN and needed phone child has PDN and needed phone 
advice or help) advice or help) 

When there is no “gold standard” for 
determining validity, triangulate to validate

C t lidit (thi t th th h ld)
yy

children/youth (ages 1children/youth (ages 1--17) with current 17) with current 
emotional, developmental, or emotional, developmental, or 
behavioral problems that require behavioral problems that require 
treatment or co nseling received sometreatment or co nseling received some

72.1%: 72.1%: During the past 12 months, did During the past 12 months, did 
(child's name) see a dentist for any (child's name) see a dentist for any 
routine preventive dental care, routine preventive dental care, 
including checkincluding check--ups screenings andups screenings and

Convergent validity (things go together than should)

Divergent validity (things do not go together that should not)
treatment or counseling received some treatment or counseling received some 
type of mental health care during the type of mental health care during the 
past 12 months? (derived)past 12 months? (derived)

including checkincluding check ups, screenings, and ups, screenings, and 
sealants? (S4Q09)sealants? (S4Q09)External validity (finding gel with other high quality studies)



4A: Common Standard for Determining Unacceptably Poor 4A: Common Standard for Determining Unacceptably Poor 
Precision for Binomial VariablesPrecision for Binomial Variables

Sample size is not the answer!Sample size is not the answer!
Example from www.childhealthdata.orgExample from www.childhealthdata.org

Question:   
Indicator 1.4 What is the weight status of children/youth ages 10-17 based on Body Mass Index 
for age (BMI-for-age)? (derived) 

    % Underweight % Normal weight % At risk of 
overweight % Overweight Total %

Public health 
insurance 

% 7.2 77.3 15.6 0.0 100.0 
C.I. (0.0 - 14.5) (65.1 - 89.4) (5.2 - 25.9) (0.0 - 0.0)   C.I. (0.0  14.5) (65.1  89.4) (5.2 25.9) (0.0 0.0)   
n 4 35 9 0   

Est. 1,953 21,009 4,230 0   
Private health 
insurance 

% 6.3 73.6 11.4 8.7 100.0 
C.I. (3.8 - 8.9) (69.3 - 77.9) (8.3 - 14.5) (6.1 - 11.3)   
n 30 377 60 50   

Est. 15,396 179,158 27,689 21,185   
No health % 8 8 58 5 17 4 15 3 100 0 

How the math works: The 
closer your estimate is to 0 or 
100, the smaller the sample 

No health 
insurance 

% 8.8 58.5 17.4 15.3 100.0 
C.I. (0.0 - 19.4) (43.4 - 73.7) (4.7 - 30.2) (5.2 - 25.3)   
n 3 38 9 9   

Est. 2,508 16,697 4,967 4,350   
 

For a detailed explanation of the data MOVE your cursor over the text in the table or the bold text below 
     C.I. = 95% Confidence Interval. Percentages are weighted to population characteristics.  
     n = Cell size. Use caution in interpreting Cell sizes less than 50.  

Grey Cells: Estimates based on

size needs to be to reach 
acceptable precision.  A 
sample of 25 could be precise 
if 98% of cases meet criterion Grey Cells: Estimates based on 

sample sizes too small to meet 
standards for reliability or 
precision. 
Th l ti t d d i

if 98% of cases meet criterion.  
A sample of 35 could be 
imprecise if only 50% do.

The relative standard error is 
greater than 30%. 

 



Relative Standard Error (RSE)Relative Standard Error (RSE)Relative Standard Error (RSE)Relative Standard Error (RSE)

This is the Standard Error expressed as a percentage of the This is the Standard Error expressed as a percentage of the p p gp p g
estimate itself. estimate itself. 

For example if the estimate is 0.5 and the standard error is 0.05, then the For example if the estimate is 0.5 and the standard error is 0.05, then the 
RSE will be 10%RSE will be 10%RSE will be 10%. RSE will be 10%. 

RSE is often used in preference to standard error when RSE is often used in preference to standard error when 
comparing the variability of samples of different magnitudes.comparing the variability of samples of different magnitudes.
The RSE places the Standard Error in the context of the The RSE places the Standard Error in the context of the 
estimate. estimate. 

For example for an estimate of 0 01 a standard error of 0 1 would be ofFor example for an estimate of 0 01 a standard error of 0 1 would be ofFor example, for an estimate of 0.01, a standard error of 0.1 would be of For example, for an estimate of 0.01, a standard error of 0.1 would be of 
much greater issue than for an estimate of 0.5. In the first case, the RSE is much greater issue than for an estimate of 0.5. In the first case, the RSE is 
1000%, while in the second case it is much smaller (20%). 1000%, while in the second case it is much smaller (20%). 



B.  Variable ConstructionB.  Variable Construction



DenominatorDenominator
“Awareness” “Awareness” 

Did t dDid not need 
specialist care

Needed 
specialist careDid not need specialist carespecialist care

12



Counterintuitive Effects of Changing Inclusion CriteriaCounterintuitive Effects of Changing Inclusion Criteria

 

22%For scoring 
purposes, 

For scoring 
purposes, 

46%89%

94% of 
sample met 
threshold at 

68% of 
sample met 
threshold at 
th b46%89%the sub-

component 
level

the sub-
component 
level

5% of 12% = 41.6% got need 
care coordination versus 94% 
got needed care coordination or

32%
5%

got needed care coordination or 
were determined not to need 
CC.  What is more relevant?

13

7%
5%

2001 NS-CSHCN 2005/06 NS-CSHCN 



How can a composite score be lower than any of the How can a composite score be lower than any of the 
subcomponents that make up that score? subcomponents that make up that score? 

A vastly oversimplified answer using Medical HomeA vastly oversimplified answer using Medical Home
MH score Equals:
.80(1) + .55(.50) +.65 (.40).  

Thi E l 80 + 275 + 26 1 335 di id d b 3 b 44 5%

Suppose MH is made up of three measures (it is Suppose MH is made up of three measures (it is 
made up of more than this)made up of more than this)

This Equals .80 + .275 + .26 = 1.335 divided by 3 subscores = 44.5%.

We are back to the issue of who is in the valid denominator! 100% for 
“partner”, 50% for need specialty referral, 40% for needed care coord.made up of more than this)made up of more than this)

Feel a partner in careFeel a partner in care-- 80%80%
G d d i l f l f PCPG d d i l f l f PCP

p , p y ,

Get needed access to specialty referrals from PCP Get needed access to specialty referrals from PCP ––
55%55%
G ll di i h l dG ll di i h l d 65%65%Got all care coordination help wanted Got all care coordination help wanted –– 65%65%

Overall MH score is 44.5%.  WHY?Overall MH score is 44.5%.  WHY?



3B and 4B3B and 4B3B and 4B3B and 4B

3B:3B: FalseFalse3B:  3B:  FalseFalse
Binomial correlation is not a fool proof predictor of Binomial correlation is not a fool proof predictor of 
association in a multivariate contextassociation in a multivariate contextassociation in a multivariate context.association in a multivariate context.

4B: 4B: Depends. Depends. 
C ld “d ’t k ” ? IfC ld “d ’t k ” ? IfCould “don’t know” ever convey an answer?  If a Could “don’t know” ever convey an answer?  If a 
question is about, for example, parent receipt of question is about, for example, parent receipt of 
information and parent answer is “don’t know”information and parent answer is “don’t know”information and parent answer is don t know , information and parent answer is don t know , 
might that be a “no”?might that be a “no”?



5B: 5B: FalseFalse::
MEPS offers imputation on all variables; NCHS only on someMEPS offers imputation on all variables; NCHS only on some

E l f th NSE l f th NS CSHCNCSHCN

MEPS offers imputation on all variables; NCHS only on some MEPS offers imputation on all variables; NCHS only on some 
and only recently AT ALL!  No agreement on ideal method.and only recently AT ALL!  No agreement on ideal method.

Example from the NSExample from the NS--CSHCN CSHCN 
and NSCH: Imputed Poverty Status and NSCH: Imputed Poverty Status 

A 18% f h 191 640 h h ld i 2005/06A 18% f h 191 640 h h ld i 2005/06Approx. 18% of the 191,640 households in 2005/06 Approx. 18% of the 191,640 households in 2005/06 
NSNS--CSHCN sample are missing data for “Poverty CSHCN sample are missing data for “Poverty 
Status” variable (Status” variable (POVLEVELPOVLEVEL))Status  variable (Status  variable (POVLEVELPOVLEVEL))
Similar levels for NSCHSimilar levels for NSCH
By contrast nearly allBy contrast nearly all other variables in survey haveother variables in survey haveBy contrast, nearly allBy contrast, nearly all other variables in survey have other variables in survey have 
<1% missing data<1% missing data
Consistent with other similar surveys (e g child sampleConsistent with other similar surveys (e g child sampleConsistent with other similar surveys (e.g. child sample Consistent with other similar surveys (e.g. child sample 
for 2006 NHIS ≈ 24% missing poverty status data)for 2006 NHIS ≈ 24% missing poverty status data)



Wh d “ i i d ” ?Wh d “ i i d ” ?
Imputed Poverty StatusImputed Poverty Status

Why do “missing data” matter?   Why do “missing data” matter?   
NonNon--response on HH income status in NOT randomly response on HH income status in NOT randomly 
distrib ted; ratherdistrib ted; rather it is related to several childit is related to several child level and HHlevel and HHdistributed; rather distributed; rather –– it is related to several childit is related to several child--level and HH level and HH 
level characteristics  (e.g. lower or higher income, level characteristics  (e.g. lower or higher income, 
race/ethnicity,  insurance status, primary HH race/ethnicity,  insurance status, primary HH langlang))

How does it affect your analysis?  How does it affect your analysis?  
LISTWISE DELETION is most common method for LISTWISE DELETION is most common method for 
handing “missing data” in software packageshanding “missing data” in software packages
LISTWISE DELELTION deletes LISTWISE DELELTION deletes all cases all cases with missing data with missing data 

ANY f h i bl d iANY f h i bl d i bi ibi i l i il i ion ANY of the variables used in a on ANY of the variables used in a bivariatebivariate or multivariate or multivariate 
analysis analysis 
Deletion of incomplete cases introduces bias and less preciseDeletion of incomplete cases introduces bias and less preciseDeletion of incomplete cases introduces bias and less precise Deletion of incomplete cases introduces bias and less precise 
interferencesinterferences



Imputed Poverty StatusImputed Poverty Status
Imputation “Solution”Imputation “Solution”

Adjusts for observed differences btw respondents AND Adjusts for observed differences btw respondents AND 
ddnonnon--respondents respondents 

Estimates values for all missing data = completed dataset Estimates values for all missing data = completed dataset 
for analysisfor analysisfor analysisfor analysis

Various methods/lack of agreed upon standardVarious methods/lack of agreed upon standard

NCHS selected  “MULTIPLE IMPUTATION” NCHS selected  “MULTIPLE IMPUTATION” 
method method 

Recently released MULTIPLE IMPUTED poverty Recently released MULTIPLE IMPUTED poverty 
status files for 2001 and 2005/06 NSstatus files for 2001 and 2005/06 NS--CSHCN and CSHCN and 
2003 NSCH 2003 NSCH (download at no cost from: (download at no cost from: 
http://www.cdc.gov/nchs/about/major/slaits/imputed_data.htmhttp://www.cdc.gov/nchs/about/major/slaits/imputed_data.htm) ) 



Imputed Poverty StatusImputed Poverty Status
Single ImputationSingle Imputation

Model is run once to predict missing datumModel is run once to predict missing datum
Uncertainty  of one “estimated guess” = SEs too small / Uncertainty  of one “estimated guess” = SEs too small / 
/ CIs too narrow / greater chance of Type I error/ CIs too narrow / greater chance of Type I error

M l i l I iM l i l I iMultiple ImputationMultiple Imputation
Model is run more than once (typically 5 times) to predict Model is run more than once (typically 5 times) to predict 
missing datummissing datummissing datummissing datum
Having several different “estimated guesses” allows more Having several different “estimated guesses” allows more 
accurate variance estimationaccurate variance estimation
All 5 “estimated” guesses are used during analysis and the All 5 “estimated” guesses are used during analysis and the 
results are combined in a way that more accurately reflects results are combined in a way that more accurately reflects 
the uncertainty due to imputationthe uncertainty due to imputationthe uncertainty due to imputationthe uncertainty due to imputation





NonNon--Imputed vs. Imputed Poverty StatusImputed vs. Imputed Poverty Statusp pp p

U.S. Population of CSHCN
age 0-17 years

Distribution of Household 
Poverty Status

(2005/06 NS-CSHCN)
Poverty Status

Non-Imputed Imputedp
%

p
%

0% - 99% FPL 17.3 19.6

100% - 199% FPL 20.0 21.9
200% - 399% FPL 27.4 29.7

400% FPL and over 26.3 28.8
Income not reported 9.0 (100.0)p ( )

(100.0)



Using Single vs. Multiple Imputed Using Single vs. Multiple Imputed 
P SP SPoverty StatusPoverty Status

2005/06 NS CSHCN
% of CSHCN ever uninsured in 

t 12 BY H h ld2005/06 NS-CSHCN past 12 mos. BY Household 
Poverty Status

Using Multiple 
Imputation 

FPL

Using Single 
Imputation 

FPLFPL FPL

0% - 99% FPL 14.2 14.3

100% - 199% FPL 14.1 14.0

200% - 399% FPL 7.1 7.1

400% FPL and over 2.9 3.0



C Other CommonC Other CommonC.  Other Common C.  Other Common 
Analytic IssuesAnalytic Issues



1C:  True1C:  True
NSNS CSHCN E lCSHCN E lNSNS--CSHCN ExampleCSHCN Example

Response rates were lower in:Response rates were lower in:pp
Urban areasUrban areas
Wealthier areasWealthier areas
Areas with larger nonAreas with larger non--White populationsWhite populations
Areas with a greater proportion of rentersAreas with a greater proportion of renters

More calls were required to complete interviews in:More calls were required to complete interviews in:
Urban areasUrban areas
Wealthier areasWealthier areasWealthier areasWealthier areas
Areas with larger nonAreas with larger non--White populationsWhite populations
Areas with a greater proportion of rentersAreas with a greater proportion of rentersAreas with a greater proportion of rentersAreas with a greater proportion of renters



Comparisons Across SubgroupsComparisons Across SubgroupsComparisons Across SubgroupsComparisons Across Subgroups

Response rates were lower in:Response rates were lower in:pp
Urban areasUrban areas
Wealthier areasWealthier areas
Areas with larger nonAreas with larger non--White populationsWhite populations
Areas with a greater proportion of rentersAreas with a greater proportion of renters

More calls were required to complete interviews in:More calls were required to complete interviews in:
Urban areasUrban areas
Wealthier areasWealthier areasWealthier areasWealthier areas
Areas with larger nonAreas with larger non--White populationsWhite populations
Areas with a greater proportion of rentersAreas with a greater proportion of rentersAreas with a greater proportion of rentersAreas with a greater proportion of renters



2C and 3C2C and 3C2C and 3C2C and 3C

2C: YOU MUST ADJUST Standard Errors!2C: YOU MUST ADJUST Standard Errors!2C:  YOU MUST ADJUST Standard Errors!2C:  YOU MUST ADJUST Standard Errors!
See NCHS slideshow and example in packet and See NCHS slideshow and example in packet and 
adjusting standard errorsadjusting standard errorsadjusting standard errors. adjusting standard errors. 
Not adjusting overestimates precision and biases all Not adjusting overestimates precision and biases all 
statistical tests.statistical tests.s s c s ss s c s s

3C: 3C: False.False.
Always looking atAlways looking at unweightedunweighted and weighted resultsand weighted resultsAlways looking at Always looking at unweightedunweighted and weighted results and weighted results 
help you understand the impact of weighting on help you understand the impact of weighting on 
results and forces you to track changes in sample results and forces you to track changes in sample y g py g p
size as you conduct your analysis.size as you conduct your analysis.



4C:  Handling skewed data4C:  Handling skewed data
“O tliers” M tter“O tliers” M tter

Source = 2001 MEPSSource = 2001 MEPS
“Outliers” Matter“Outliers” Matter

9415 children age 09415 children age 0--17 as of 12/31/0117 as of 12/31/01
1617 CSHCN1617 CSHCN
Variable = total expenditures for RXVariable = total expenditures for RXVariable  total expenditures for RX Variable  total expenditures for RX 
meds during calendar year meds during calendar year 

0101((RXEXP01RXEXP01))



Tail of distribution forTail of distribution for RXEXP01RXEXP01Tail of distribution for Tail of distribution for RXEXP01RXEXP01



“Outliers” Matter“Outliers” MatterOutliers  MatterOutliers  Matter

When $54 648 child is included:When $54 648 child is included:When $54,648 child is included:When $54,648 child is included:
Mean RX expenditures Mean RX expenditures 

for all CSHCN = for all CSHCN = $493.97 $493.97 (SE $120.56)(SE $120.56)

When $54,648 child is When $54,648 child is NOTNOT included:included:
Mean RX expenditures Mean RX expenditures 

for all CSHCN = for all CSHCN = $371.19 $371.19 (SE $20.24)(SE $20.24)( )( )



Regression and Skewed Data: Working Regression and Skewed Data: Working 
with MEPS Expenditure Datawith MEPS Expenditure Datawith MEPS Expenditure Datawith MEPS Expenditure Data

MEPS expenditure data is skewed (many have no expenditures;  huge MEPS expenditure data is skewed (many have no expenditures;  huge 
li )li )outliers)outliers)

A 2=part regression model was developed through the  from Rand Health A 2=part regression model was developed through the  from Rand Health 
Insurance Experiment to analyze d highly skewed data such as health care Insurance Experiment to analyze d highly skewed data such as health care 

di d f MEPSdi d f MEPSexpenditures data from MEPSexpenditures data from MEPS
The model uses an initial separate multivariate logistic regression model to The model uses an initial separate multivariate logistic regression model to 
predict the probability of having ANY expenditure.predict the probability of having ANY expenditure.
Thi b bilit i th lti li d b th di t d lThi b bilit i th lti li d b th di t d l t f d ditt f d ditThis probability is then multiplied by the predicted logThis probability is then multiplied by the predicted log--transformed expenditure transformed expenditure 
of any individual with nonzero expenditures (as determined from separate of any individual with nonzero expenditures (as determined from separate 
multivariate linear regression models for children who have nonzero multivariate linear regression models for children who have nonzero 
expenditures).expenditures).p )p )

REFERENCES:REFERENCES:
Brook RH, Ware JE Brook RH, Ware JE JrJr, Rogers WH, et al. Does free care improve adults’ health? Results from a , Rogers WH, et al. Does free care improve adults’ health? Results from a 
randomized controlled trialrandomized controlled trial NN EnglEngl J MedJ Med 1983;309:(23): 14261983;309:(23): 1426––14341434randomized controlled trial. randomized controlled trial. N N EnglEngl J Med.J Med. 1983;309:(23): 14261983;309:(23): 1426 1434. 1434. 
Monheit AC, Wilson R, Arnett RH. Monheit AC, Wilson R, Arnett RH. Informing American Health Care Policy: The Dynamics of Medical Informing American Health Care Policy: The Dynamics of Medical 
Expenditure and Insurance Surveys, 1977Expenditure and Insurance Surveys, 1977––1996.1996. San Francisco, San Francisco, CalifCalif: : JosseyJossey--Bass Publishers; 1999.Bass Publishers; 1999.



D.  Once D.  Once upon a time in a upon a time in a 
galaxy far, far away ….galaxy far, far away ….gg

There was great need to There was great need to 
id tif hild ith i lid tif hild ith i lidentify children with special identify children with special 
health care needs ……..health care needs ……..

31
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The “Challenges” The “Challenges” 
CSHCN CSHCN vary widely:vary widely:

Types & level of functional limitationsTypes & level of functional limitationsypyp
Type, intensity & scope of service use needsType, intensity & scope of service use needs
Types of diagnoses  Types of diagnoses  (physical, emotional, developmental, behavioral, etc.)(physical, emotional, developmental, behavioral, etc.)

No perfect method No perfect method for identifying CYSHCN for identifying CYSHCN 
Diagnostic check lists parentDiagnostic check lists parent report & administrative data records all havereport & administrative data records all haveDiagnostic check lists, parentDiagnostic check lists, parent--report & administrative data records all have report & administrative data records all have 
inherent limitationsinherent limitations

No “gold standard” No “gold standard” for determining what for determining what 
constitutes a special health care needconstitutes a special health care need

32



D fi i  CSHCND fi i  CSHCNDefining CSHCNDefining CSHCN

Conceptual ApproachesConceptual Approaches
Program-based
Diagnosis-based
Consequences-based

S ifi C it iS ifi C it iSpecific CriteriaSpecific Criteria
Level and types of functional limitations
Level frequency and types of services neededLevel, frequency and types of services needed
Types of conditions
Diagnostic status

33

Duration of condition status
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D fi i S i lD fi i S i lDefining Special Defining Special 
Health Needs Health Needs ––
WHO dWHO d ttWHO do we WHO do we want want 

to identify?to identify?

S i l H lth N d  C tiS i l H lth N d  C ti

34

Special Health Needs ContinuumSpecial Health Needs Continuum
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How CSHCN are defined inHow CSHCN are defined in MEPS NSMEPS NS--How CSHCN are defined in How CSHCN are defined in MEPS, NSMEPS, NS
CSHCN CSHCN and NSCHand NSCH

“Children with special health care needs are those who “Children with special health care needs are those who 
have…a chronic physical, developmental, behavioral, or have…a chronic physical, developmental, behavioral, or 
emotional condition and who also require health and emotional condition and who also require health and 

related services of a type or amount beyond that required related services of a type or amount beyond that required 
by children generally.”by children generally.”

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

35
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What was the need for a non-
condition specific, consequences-

b d t l?based tool?

Th id i l f hild ith h i diti k diti bThe epidemiology of children with chronic conditions makes condition by 
condition assessments impractical for comparison purposes.

Single condition monitoring provides an inadequate view of overall quality of care g g p q q y
for CSHCN, who share many common needs and often have more than one 
condition.

M hild p i l b f th i di i thMany children experience consequences long before they receive a diagnosis or the 
correct diagnosis, especially for children 

with conditions for which clear diagnostic criteria do not exist are not routinely 
applied
with mental, behavioral or developmental problems.
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What was the need for a short, 
parent-completed tool

Parent-report most amendable to uniform data collection (vs. 
administrative records or medical chart data)

Per survey item costs of national survey data collection high

Longer surveys threaten participation rateLonger surveys threaten participation rate.

Limits of condition checklists, medical records and administrative, diagnostic data
Comprehensive condition check-lists need to be extraordinarily long p y g
Verbatim responses to condition questions difficult to code and score
Condition check-list results difficult to interpret due small numbers for most 
conditions and high rates of co-morbidity
P t t f diti h d d id tifi ti blParent report of conditions show many over and under-identification problems, 
especially when “EVER TOLD” method is used.
Reliable, “one stop shopping” medical record or administrative data not available
in the US
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CSHCN ScreenerCSHCN ScreenerCSHCN 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 or other Above routine use of medical care, mental health or other 

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

behavioral or developmental problembehavioral or developmental problembehavioral or developmental problembehavioral or developmental problem
______________________________________________________________________________________________________________________________________

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

38

ANDAND
b)b) Condition has lasted or is expected to last for at least 12 monthsCondition has lasted or is expected to last for at least 12 months1515



391616



CSHCN ScreenerCSHCN Screener
Sample question:Sample question:

Q3)Q3) II ( hild’ )( hild’ ) li i d d i i hi /h bilili i d d i i hi /h biliQ3)Q3) Is Is (child’s name)(child’s name) limited or prevented in any way in his/her ability to limited or prevented in any way in his/her ability to 
the things that most children of the same age can do?  the things that most children of the same age can do?  

IF YESIF YES::
Q3a)Q3a) Is Is (child’s name)(child’s name) limitation in abilities because of ANY medical, limitation in abilities because of ANY medical, 

behavioral or other health condition?behavioral or other health condition?
IF YESIF YES::
Q3b)Q3b) Is Is this a condition that has lasted or is expected to last for at least this a condition that has lasted or is expected to last for at least 

12 months12 months??
__________________________________________________________________________________________________________
All three parts of question 3 must be answered YES for a child to qualify on All three parts of question 3 must be answered YES for a child to qualify on 

the functional limitations consequences criteriathe functional limitations consequences criteria

401717



Prevalence of Prevalence of CSHCN Using CSHCN Using 
CSHCN ScreenerCSHCN ScreenerCSHCN ScreenerCSHCN Screener

Children with Special 
Health Care Needs

13.9
21.8

86.1 78.2

Non-CSHCN

41
Individuals Households



Conditions Among CSHCNConditions Among CSHCN

Number of Conditions Named from List 

33.9 32 235
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Named Named Named From List
Named



1D: Relying ONLY upon condition checklists 
and/or parent-rated severity in the NSCH would lead 

80%

90%

13% INCLUSION of children who do not

to:

60%

70%

17

13% INCLUSION of children who do not 
experience current health consequences 
due to on-going conditions BUT whose 
parents report having been told at some 

i t i ti th t hild h d 1 f th

40%

50%

60%

re
n 

ag
es

 0
-1 point in time that child had 1 or more of the 

conditions on List 1 and/or List 2

20%

30%

40%

C
hi

ld
r

OMISSION  of children with current health 
consequences due to on-going conditions 

BUT who DO NOT have any of the 
conditions named by Lists 1 and 2

10%

20%

30%

conditions named by Lists 1 and 2
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Functional Difficulties Among Functional Difficulties Among 
CSHCNCSHCNCSHCNCSHCN

Number of Functional Difficulties Named from 

30
35N

List Among CSHCN

27.7
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Of these, 85% say it 
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child’s condition is 

ll d
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Functional DifficultiesFunctional Difficulties

Types of Functional Difficulties Among CSHCN
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2D: True and False2D: True and False
3D: Conditions Among CSHCN3D: Conditions Among CSHCN3D: Conditions Among CSHCN3D: Conditions Among CSHCN

Type of Conditions Named from List Among CSHCN 
(defined as current health health service need

56.360N

(defined as current health, health service need 
consequence for ongoing condition)
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4D and 5D4D and 5D4D and 5D4D and 5D

4D:4D: FalseFalse4D:  4D:  FalseFalse. . 
Data is on proportion of Data is on proportion of CHILDRENCHILDREN whose whose 
parents report child experienced and needs not theparents report child experienced and needs not theparents report child experienced and needs, not the parents report child experienced and needs, not the 
proportion of proportion of PARENTS PARENTS (there are fewer parents (there are fewer parents 
than there are children)than there are children)

5D:  5D:  DependsDepends..
A. 22.7%A. 22.7% -- % age 12% age 12--17 qualify as CYSHCN17 qualify as CYSHCNA.  22.7% A.  22.7% % age 12% age 12 17 qualify as CYSHCN17 qualify as CYSHCN
B.  46.4% B.  46.4% -- % CYSHCN age 12% CYSHCN age 12--1717



E. Available ResourcesE. Available ResourcesE. Available ResourcesE. Available Resources

1E.  1E.  Submit a research plan and request to Submit a research plan and request to 
NCHS Research Data Center.  There is a cost.NCHS Research Data Center.  There is a cost.
2E.  False. 2E.  False. 

MEPS provides National and Regional (and some MEPS provides National and Regional (and some 
MSA) findings ONLY!MSA) findings ONLY!

3E:  True.3E:  True.
www.childhealthdata.orgwww.childhealthdata.org
“Request a Data Set”“Request a Data Set”
No cost as long as DRC is supported to provide this resource.No cost as long as DRC is supported to provide this resource.
Requirement: Citation of data source and agreement to share researchRequirement: Citation of data source and agreement to share researchRequirement: Citation of data source and agreement to share research Requirement: Citation of data source and agreement to share research 
results when published or completed (so the DRC can continue to results when published or completed (so the DRC can continue to 
provide this resource).provide this resource).



NO GOLD STANDARD? NO GOLD STANDARD? 
“Triangulate” to Validate“Triangulate” to Validategg

49



WhenWhen using other information in theusing other information in theWhen When using other information in the using other information in the 
survey to stratify results by child survey to stratify results by child 
health status or complexity/severityhealth status or complexity/severityhealth status or complexity/severity health status or complexity/severity 
keep in mind that:keep in mind that:

Parents tend to evaluate and report on their children’s current Parents tend to evaluate and report on their children’s current 
abilities from a “strengthabilities from a “strength--based” perspective based” perspective –– especially in especially in 
relation to other children or the “worst case scenario” . . . . . relation to other children or the “worst case scenario” . . . . . 
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Common Service NeedsCommon Service Needs

Percentage of CSHCN Needing Specific
Health Se ices

86.4Prescription Medicines

Health Services

33.3

51.8

Vision Care

Specialist Care

25.0

22.8Specialized Therapies

Mental Health Care

11.4

18.6

Durable Medical Equipment

Disposable Medical Supplies
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Common System Performance Common System Performance 
Improvement NeedsImprovement NeedsImprovement NeedsImprovement Needs

Percentage of CSHCN Needing Specific
Health Se ices

86.4Prescription Medicines

Health Services

33.3

51.8

Vision Care

Specialist Care

25.0

22.8Specialized Therapies

Mental Health Care

11.4

18.6

Durable Medical Equipment

Disposable Medical Supplies
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Stratifying groups identified by CSHCN ScreenerStratifying groups identified by CSHCN Screener

Makes sense logically & clinicallyMakes sense logically & clinically::
•• Underlying epidemiology of childhood chronic Underlying epidemiology of childhood chronic 

conditions and disabilityconditions and disability

Broader definition of CSHCN as starting pointBroader definition of CSHCN as starting point•• Broader definition of CSHCN as starting pointBroader definition of CSHCN as starting point

•• Wide variation in number and types of health Wide variation in number and types of health 
services needed/used by CSHCNservices needed/used by CSHCNservices needed/used by CSHCNservices needed/used by CSHCN

Options includeOptions include::
QuantitativeQuantitative number of qualifying screening criterianumber of qualifying screening criteriaQuantitativeQuantitative –– number of qualifying screening criterianumber of qualifying screening criteria

QualitativeQualitative –– type of qualifying health consequencestype of qualifying health consequences

Oth i f tiOth i f ti l i bi ti /l i bi ti /

53

Other survey informationOther survey information –– alone or in combination w/ alone or in combination w/ 
screening informationscreening information



Rx Meds ONLY Service Use ONLY
Service Use 

AND R M d
Functional

54

Rx Meds ONLY
(Q1 only) (Q2, Q4, and/or Q5)

Service Use ONLY AND Rx Meds
(Q1 +  Q2, Q4, 

and/or Q5

Limitations
Q3 only or w/  any other

Q, Q, Q, Q’s



Children, ages 0Children, ages 0--1717
% Yes due to cond% Yes due to cond

Duration Duration 
12 mos+?12 mos+?% Yes% Yes % Yes, due to cond% Yes, due to cond 12 mos+?12 mos+?% Yes% Yes

16%16% 84%84%RxmedsRxmeds YES = 86%YES = 86%

ServiceService 8%8% 76%76% 94%94%ServiceService

FF

8%8%

4%4%

76%76%

78%78% 97%97%FuncFunc 4%4%

5%5%

78%78% 97%97%

TherapyTherapy 5%5%

%%

56%56% 87%87%

55

EBDEBD 5%5% 85%85%n/an/a
Based on 2005/06 NSBased on 2005/06 NS--CSHCN Interim File. Results consistent with 2001 NSCSHCN Interim File. Results consistent with 2001 NS--CSHCN, CSHCN, 
2003 NSCH, 2004 MEPS.2003 NSCH, 2004 MEPS. 1818




