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Desired Take Home MessagesDesired Take Home Messages

Identify CYSHCNIdentify CYSHCN in Schoolin School--Based Based 
health centershealth centers
Access available dataAccess available data to identify to identify 
and stimulate action to improve and stimulate action to improve 
health and health care for CYSHCNhealth and health care for CYSHCN
Conduct targeted measurementConduct targeted measurement
locally drawing on nationally locally drawing on nationally 
standardized tools standardized tools 



Part A:Part A:
Rationale, Definition and Rationale, Definition and 

Tools to Identify CYSHCNTools to Identify CYSHCN



Once upon a time in a Once upon a time in a 
galaxy far, far awaygalaxy far, far away……

There was great need to identify There was great need to identify 
children and youth with special children and youth with special 
health care needs health care needs …………....
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Motivation for Identification of Children and Youth withMotivation for Identification of Children and Youth with
Special Health Care Needs in SchoolSpecial Health Care Needs in School--Based SettingsBased Settings

Impact on School Performance and Development:Impact on School Performance and Development: Having a Having a 
special health care need impacts school performance, effects thespecial health care need impacts school performance, effects the
probability of having specific risk and protective factors and probability of having specific risk and protective factors and 
influences healthy development and transition to adulthood.influences healthy development and transition to adulthood.
Health Care NeedsHealth Care Needs: Distinct in terms of the type, scope, duration : Distinct in terms of the type, scope, duration 
and complexity of health care needsand complexity of health care needs
Quality AssessmentQuality Assessment: : Given increased exposure, experiences of Given increased exposure, experiences of 
children and youth with special health care needs are more sensichildren and youth with special health care needs are more sensitive tive 
indicator of qualityindicator of quality
CostsCosts: : Children and youth with special health care needs account Children and youth with special health care needs account 
for majority of health care costs and represent group for which for majority of health care costs and represent group for which 
greatest savings may occurgreatest savings may occur
Improvement OpportunitiesImprovement Opportunities: : Information about quality shows Information about quality shows 
tremendous need and  opportunity for improvementtremendous need and  opportunity for improvement
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Special Health Needs ContinuumSpecial Health Needs Continuum

Defining Special Defining Special 
Health Needs Health Needs ––
WHO do we WHO do we want want 

to identify?to identify?
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Defining CSHCNDefining CSHCN
Conceptual ApproachesConceptual Approaches

Program-based
Diagnosis-based
Consequences-based

Specific CriteriaSpecific Criteria
Level and types of functional limitations
Level, frequency and types of services needed
Types of conditions
Diagnostic status
Duration of condition status

99



Federal Maternal and Child Health Bureau Federal Maternal and Child Health Bureau 
Definition of Children With Special Health Definition of Children With Special Health 

Care NeedsCare Needs

““Children with special health care needs are Children with special health care needs are 
those who have or are atthose who have or are at--risk for a chronic risk for a chronic 

physical, developmental, behavioral, or physical, developmental, behavioral, or 
emotional condition and who also require emotional condition and who also require 
health and related services of a type or health and related services of a type or 

amount beyond that required by children amount beyond that required by children 
generally.generally.””

⎯⎯ Maternal and Child Health Bureau, July 1998Maternal and Child Health Bureau, July 1998
1010



Rationale for selecting a non-condition specific, 
consequences-based method?

The epidemiology of children and youth with chronic 
conditions makes condition by condition assessments 
impractical for comparison purposes.

Single condition monitoring provides an inadequate view of 
overall health, health needs and system performance for 
CYSHCN, who share many common needs and often have 
more than one condition.

Many children and youth 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.

1111



What is the CSHCN Screener?What is the CSHCN Screener?

A Non-Condition Specific, Health and Health Care Need Consequences-
Based Method for Identifying Children with Special Health Care 
Needs Targeting Categories B and C.

Designed in 1998-2000 by CAHMI to operationalize MCHB definition of 
CSHCN

Developed through a national process involving physician leaders, state 
leaders, families, methods experts, and policymakers

Tested with over 36,000 children / youth during development & testing 
phases and over 600,000 cases analyzed since 2000

Several versions tested, leading to final screener, which takes 1 minute 
to complete.

1212



What was the need for a short, 
parent/youth completed tool

Parent/youth 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 rate.
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What was the need for a short, 
parent/youth completed tool

Limits of condition checklists, medical records and 
administrative, diagnostic data

• Comprehensive condition check-lists need to be 
extraordinarily long 

• 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

• Parent/patient report of conditions show many over and 
under-identification problems as do 
administrative/medical record data.

1414



CSHCN ScreenerCSHCN Screener

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

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

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

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

behavioral or developmental problembehavioral or developmental problem
______________________________________________________________________________________________________________________________________

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

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

1515
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CSHCN ScreenerCSHCN Screener
Sample question:Sample question:

Q3)Q3) Is Is (child(child’’s name)s name) limited or prevented in any way in his/her limited or prevented in any way in his/her 
ability to the things that most children of the same age can do?ability to the things that most children of the same age can do?

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

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

for at least 12 monthsfor at least 12 months??
__________________________________________________________________________________________________________

All three parts of question 3 must be answered YES for a child tAll three parts of question 3 must be answered YES for a child to o 
qualify on the functional limitationsqualify on the functional limitations consequences criteriaconsequences criteria

1717



NO GOLD STANDARD? NO GOLD STANDARD? ““TriangulateTriangulate””
to Validateto Validate
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How is the CSHCN Screener being used How is the CSHCN Screener being used 
today in the US?today in the US?

Is used in many health plans, pediatric practices and 
hospital care environments

To identify CSHCN for purposes of follow-up and 
further assessment of health needs

To evaluate utilization, unmet needs, costs of 
care, health care services quality and outcomes
for CSHCN.

Is used in the US in at least five national, state and local 
surveys related to children’s health and health care 
to assess the prevalence of CSHCN.
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National surveys using the federal MCHB definition National surveys using the federal MCHB definition 
and CSHCN Screener to identify CSHCN:and CSHCN Screener to identify CSHCN:

•• National Survey of CSHCN National Survey of CSHCN 

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

•• Medical Expenditure Panel Survey Medical Expenditure Panel Survey 

•• Consumer Assessment of Health Plans Consumer Assessment of Health Plans 

SurveySurvey——Child with Chronic Conditions Child with Chronic Conditions 
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20.8% or 10.17 Million 
Children and Youth Age 6-17 
in the US Qualified as Having 
a Special Health Care Need in 

2003 Using the CSHCN 
Screener

2323



Proportion of Children and Youth with 
Special Heatlh Care Needs: Nation and 

Range Across States
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1919
SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of Children and Youth 
Experiencing Specific Types of Special Health 

Care Needs: By Age

16.4%

4.6% 2.5%
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Part B:Part B:
National and State National and State 

Findings on SchoolFindings on School--Age Age 
CYSHCNCYSHCN



Proportion of School-Age Children with Parent-Reported 
Excellent/Very Good Health Status: By CYSHCN Status

67.4%

52.7%

82.9%87.3%
78.8%

96.5%
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Children and Youth Age 6 to 17
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age Children Reporting 
Connection with School and Confidence in Life: 

By CYSHCN Status

53%

36%

70%

43%

0%

20%
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80%

Youth Reports Feeling
Connected to School

Youth Reports Confidence
to Handle Life Problems

CYSHCN
Non-CYSHCN

Children and Youth Age 13 to 18

SOURCE: 2002 National Online Youth Survey. The Child and Adolescent Health Measurement 
Initiative. Funding by the Robert Wood Johnson Foundation.



Proportion of School-Age CYSHCN Active 
Outside School: By Poverty Status

60.2% 59.7%

92.6%

34.8%
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age Children and Youth 
Whose Mothers Report Excellent/Very Good 

Health Status: By CYSHCN Status

57.80%

43.40%

68.10%65.50%
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age CYSHCN Whose Mothers 
Report Excellent/Very Good Health Status: By 

Race/Ethnicity

63.50%

40.30% 44.00%
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age CYSHCN With Healthy 
Mothers: By Poverty Status

31.4%
42.3%

75.9% 78.7%
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of CYSHCN Whose Parent(s) Cut Back 
or Stopped Working Due to Child's Health Needs: 

By Age
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SOURCE: 2001 National Survey of Children with Special Health Care Needs; Analysis by The 
Child and Adolescent Health Measurement Initiative Data Resource Center for Child and 
Adolescent Health (www.childhealthdata.org)



Proportion Missing Two or More Weeks of School in 
Last Year: CYSHCN vs. Non-CYSHCN
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Proportion of Children and Youth Repeating a Grade in 
School: CYSHCN vs. Non-CYSHCN
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age CYSHCN  Missing School 
or Repeating a Grade: By Poverty Status
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Proportion of School-Age Children and Youth Whose 
School Contacted Parents About Concerns: CYSHCN 

vs. Non-CYSHCN

37.20%

26.50%

45.20%

13.60%
8.00%

23.20%

0.00%

10.00%
20.00%

30.00%
40.00%

50.00%

National Lowest State Highest State

CYSHCN

Non-CYSHCN

Children and Youth Age 6 to 17

UT;  ND GA;  DC

SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age Children and Youth Whose 
School Contacted Parents About Concerns: By 

Race/Ethnicity
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Proportion with Emotional Difficulties: CYSHCN 
vs. Non-CYSHCN
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SOURCE: 2003 National Survey of Children’s Health; Analysis by The Child and Adolescent 
Health Measurement Initiative Data Resource Center for Child and Adolescent Health.



Proportion of School-Age CYSHCN With Socio-
Emotional Diffculties and School-Related Issues: By 

Poverty Status
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Proportion of School-Age Children and Youth with 
Public Health Insurance: CYSHCN vs. Non-CYSHCN
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Proportion of School Age CYSHCN with Public Health 
Insurance: By Race/Ethnicity
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Proportion of CYSHCN Whose Parents Report 
Insurance is NOT Adequate to Meet Needs: By 

Age

32.8%
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SOURCE: 2001 National Survey of Children with Special Health Care Needs; Analysis by The 
Child and Adolescent Health Measurement Initiative Data Resource Center for Child and 
Adolescent Health (www.childhealthdata.org)



Proportion of School-Age CYSHCN Whose Parents 
Report Health Insurance is Adequate to Meet Needs: 

By Household Income
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Proportion of School-Age Children Meeting AAP Criteria 
for Having a Medical Home: By CYSHCN Status
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Youth Reported Quality of Care: By CYSHCN Status
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Proportion of School-Age CYSHCN Whose Parents 
Report Satisfaction with Communication Between the 

Child's Provider(s) and the School
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Proportion of School-Age CYSHCN With A Medical 
Home and Good Coordination with School: By 

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

Child Child health and functional statushealth and functional status

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

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

Care coordinationCare coordination

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

MCHB core outcomesMCHB core outcomes for CYSHCN and for CYSHCN and 

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

http://www.cshcndata.org/


2001 National Survey of CSHCN2001 National Survey of CSHCN

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

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

asked for all children in asked for all children in 
householdhousehold

http://www.cshcndata.org/


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

Child
Outcomes

Child
Characteristics

Family Level
Influences

Neighborhood
and 

Community
Influences

http://www.nschdata.org/


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

following areas:following areas:

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

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

ChildChild’’s s school & activitiesschool & activities

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

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

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

http://www.nschdata.org/


Early Childhood 
questions (Section 6) 

asked for 
children ages 0-5

Survey Sections 
1 – 5 and 8 –11 

are asked for children 
of all ages

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

Middle childhood/Adolescence
questions (Section 7) 

asked for children ages 6-17

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

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



How to Use the DRC How to Use the DRC 
WebsiteWebsite



DRC WebsiteDRC Website

WEBSITEWEBSITE -- www.childhealthdata.orgwww.childhealthdata.org
serves as an umbrella site for national survey dataserves as an umbrella site for national survey data

http://www.childhealthdata.org/


www.childhealthdata.org

http://www.childhealthdata.org/








Three Types of DataThree Types of Data

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

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

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



Example of State ProfileExample of State Profile



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



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



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



Graph Comparing Two Geographic Areas and Graph Comparing Two Geographic Areas and 
Three Subgroups of Children (by Type of Health Three Subgroups of Children (by Type of Health 

Insurance)Insurance)



Three Ways to Get Your DataThree Ways to Get Your Data

Start with your stateStart with your state’’s standard profiles standard profile
Start by creating your own customized Start by creating your own customized 
state profilestate profile
Search the data for single topics and Search the data for single topics and 
indicatorsindicators











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

California vs. Nationwide















Examples of available Examples of available 
informationinformation



Terms to KnowTerms to Know

PrevalencePrevalence

Weighted estimateWeighted estimate

nn

95% Confidence interval95% Confidence interval



PrevalencePrevalence::

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





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



Weighted prevalence Weighted prevalence 
estimateestimate

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

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

population in the sampled areapopulation in the sampled area..



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

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

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

areaarea



95% Confidence 95% Confidence 
IntervalInterval

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

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

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



National and State Findings and Resources for National and State Findings and Resources for 
Assessing SchoolAssessing School--Related Functioning, Health Needs Related Functioning, Health Needs 
and Coordination of Care for Children and Youth with and Coordination of Care for Children and Youth with 

Special Health Care NeedsSpecial Health Care Needs (CYSHCN)

PART C AND PART D
www.childhealthdata.org

National Assembly on School-Based Health Centers National Convention
June 30, 2007

Presented by: Christina Bethell, PhD, MPH, MBA



AgendaAgenda
9:009:00--9:159:15 Rationale,Rationale, Definition and Tools for Definition and Tools for 

Identifying CYSHCN Identifying CYSHCN (PART A)(PART A)

9:159:15--9:45  9:45  National and crossNational and cross--State findings on State findings on 
CYSHCN and demonstration of the Data CYSHCN and demonstration of the Data 
Resource Center for Child and Adolescent Resource Center for Child and Adolescent 
Health (Health (www.childhealthdata.orgwww.childhealthdata.org) ) (PART B)(PART B)

9:459:45--10:0010:00 Application of data to inform Application of data to inform 
and stimulate programs and policiesand stimulate programs and policies
(PART C)(PART C)

10:0010:00--10:1510:15 Local application of methods to identify and Local application of methods to identify and 
measure health and health care quality measure health and health care quality (PART D)(PART D)
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PART C:PART C:
Application of Data to Inform Application of Data to Inform 

and Drive Evidenceand Drive Evidence--Based Based 
Program and Policy Program and Policy 

ImprovementsImprovements



Why is Data Useful?Why is Data Useful?



Why is Data Useful?Why is Data Useful?

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

Building partnershipsBuilding partnerships
What partners could use this data: Other SchoolWhat partners could use this data: Other School--BaseDdBaseDd
Health Centers, Public Programs, Health plans, Hospitals, Health Centers, Public Programs, Health plans, Hospitals, 
Providers, community groups, faith based organizations?Providers, community groups, 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?



Why is Data Useful?Why is Data Useful?

Educating PolicymakersEducating Policymakers
What are key policy issues?What are key policy issues?
What programs or groups need what information?What programs or groups need what information?
What data could help them learn about needs and potential What data could help them learn about needs and potential 
policies to consider?policies to consider?

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

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



Why is Data Useful?Why is Data Useful?

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

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

3. JUSTIFICATION: Data supports your 
assertion that your program is worthwhile.



Data ImpactData Impact

Stories give a Stories give a 
face and heart to face and heart to 
needs.needs.

Data expands your Data expands your 
stories to inform policy stories to inform policy 
debates and drive debates and drive 
change.change.



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

basic stats

2. KNOW BUT DON’T CARE
compelling stats

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

Knowledge of AudienceKnowledge of Audience

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



Data Strengthens Your MessageData Strengthens Your Message

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



Make social sense:Make social sense:
There are more gun shops in California 
than McDonald’s.

Find positive stats to show Find positive stats to show 
progress:progress:
Our school health center was so 
successful that it increased the rate of 
youth with private and confidential 
preventive care visits by 50%.

Interpreting Data Interpreting Data 



Interpreting Data Interpreting Data 

Ground findings in real people:Ground findings in real people:
If all states performed like the best state, 
1.3 million more youth with special needs 
would have health insurance that meets 
their needs.



Interpreting Data Interpreting Data 

Create a compelling analogy:Create a compelling analogy:
If all school-age CYSHCN with inadequate 
provider-school coordination were loaded 
into school buses, there would be a line 
of school buses about 830 miles long—
nearly 200 miles longer than the entire 
state of California.





Illustration on How Has Illustration on How Has 
DRC Data Been Used?DRC Data Been Used?



Program ExampleProgram Example

ADVOCACY: Medicaid Buy-In



ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

Goal: Convince state policy makers 
that a change is needed

Why should we implement a
Medicaid buy-in program?



ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

Strategy:
National Survey of CSHCN data

+

Local system data 

+

Photos of real Kids



ADVOCACY:  Medicaid BuyADVOCACY:  Medicaid Buy--InIn

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



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

NeedsNeeds

Options to Expand CoverageOptions to Expand Coverage
via the Deficit Reduction Actvia the Deficit Reduction Act



Who are our CSHCN?Who are our CSHCN?

10.8% of 10.8% of 
ArizonaArizona’’s s 
children   have children   have 
a special health a special health 
care need.care need.



Insurance CoverageInsurance Coverage

13.6% of 13.6% of 
ArizonaArizona’’s s 
CSHCN were CSHCN were 
uninsured at uninsured at 
some point some point 
during 2001.during 2001.



Insurance CoverageInsurance Coverage

19.1% of 19.1% of 
ArizonaArizona’’s s 
CSHCN had  CSHCN had  
1 or more 1 or more 
unmet needs unmet needs 
for specific for specific 
health care health care 
services.services.



Insurance CoverageInsurance Coverage

25.6% of 25.6% of 
ArizonaArizona’’s s 
CSHCN CSHCN 
needing needing 
specialty care specialty care 
had problems had problems 
getting a getting a 
referral.referral.



Family Financial ImpactFamily Financial Impact

18.3% of 18.3% of 
ArizonaArizona’’s s 
CSHCN had CSHCN had 
health needs health needs 
that caused that caused 
family financial family financial 
problems.problems.



Family Financial ImpactFamily Financial Impact

30.3% of 30.3% of 
ArizonaArizona’’s s 
CSHCN had CSHCN had 
health needs health needs 
that caused a that caused a 
family member family member 
to cut back or to cut back or 
stop working.stop working.



Part D:Part D:
Tips and strategies to Tips and strategies to 

implement measurementimplement measurement



Why Measure? Why Measure? 
Goal for measurement is to influence: Goal for measurement is to influence: 

PracticePractice--level improvementlevel improvement
PolicyPolicy--level improvementlevel improvement

What is measured is what is focused onWhat is measured is what is focused on
Valid and standardized measures can speak Valid and standardized measures can speak 
volumesvolumes
•• Testimonies can actually increase in value Testimonies can actually increase in value 

and saliency when proceeded with and saliency when proceeded with 
quantitative dataquantitative data



Why Measure? Why Measure? 
Measures answer the questions Measures answer the questions ““why is this activity importantwhy is this activity important””

Measurement will enable/empower Measurement will enable/empower informed policy level informed policy level 
improvementimprovement
Measurement can empower Measurement can empower practicepractice--level improvement.level improvement.
Evaluation measurement informs improvements to Evaluation measurement informs improvements to 
implementationimplementation

Measurement needs to be a primary component of a project, Measurement needs to be a primary component of a project, 
FROM THE STARTFROM THE START

Reliable and valid measures only collected if the Reliable and valid measures only collected if the 
measurement strategy is thoughtfully and carefully designed measurement strategy is thoughtfully and carefully designed 
at the beginningat the beginning
Measurement needs to be Measurement needs to be feasiblefeasible



“Not everything 
that can be 

counted counts, 
and not everything 
that counts can be 

counted.”

Albert Einstein



What is a What is a ““measure?measure?””

A concept is not a measure!A concept is not a measure!
A measure has:A measure has:

A A denominatordenominator
A A numeratornumerator
A clearly specified, standardized strategy for A clearly specified, standardized strategy for 
collecting the datacollecting the data
Clearly specified scoring methodologyClearly specified scoring methodology
Mechanisms for Mechanisms for reporting and interpretingreporting and interpreting resultsresults



Desirable Measure Attributes:Desirable Measure Attributes:
ValidValid
ReliableReliable
Standardized MethodologyStandardized Methodology
Feasible Feasible 
SustainableSustainable

May be valuable to think about measures used to May be valuable to think about measures used to 
evaluate the practices that could be incorporated into evaluate the practices that could be incorporated into 
other state activitiesother state activities

•• Req. performance measureReq. performance measure
•• Measure to assess performance improvement project Measure to assess performance improvement project 

activitiesactivities



CAVEATSCAVEATS
Quality measurement is complexQuality measurement is complex

No perfect measuresNo perfect measures
No perfect method or source for dataNo perfect method or source for data
All All data sourcesdata sources have benefits and drawbackhave benefits and drawbackss..
All approaches have strengths and weaknessesAll approaches have strengths and weaknesses

Goal: Goal: 
Chose the measurement approach that Chose the measurement approach that 
feasiblyfeasibly yields the most yields the most valid and reliablevalid and reliable
measure possiblemeasure possible



Key Parameters for a Child and Youth Centered Key Parameters for a Child and Youth Centered 
Measurement StrategyMeasurement Strategy

Adopt a Adopt a broad quality frameworkbroad quality framework
Identify consumerIdentify consumer--relevant quality measures that relevant quality measures that 
taken together taken together fill each component of the fill each component of the 
frameworkframework and produce information relevant and and produce information relevant and 
actionable for all key partners (providers, families, actionable for all key partners (providers, families, 
health plan leaders, community, etc.)health plan leaders, community, etc.)
Cycle measuresCycle measures from year to year so as to reduce from year to year so as to reduce 
burden in any one year and allow time for burden in any one year and allow time for 
improvement.improvement.
Emphasis communication of information to be sure to Emphasis communication of information to be sure to 
tell the relevant and actionable storytell the relevant and actionable story each partner each partner 
needs to hear.needs to hear.
Continuously monitorContinuously monitor the value of information and the value of information and 
adjust as evolution occursadjust as evolution occurs



Example of a Broad FrameworkExample of a Broad Framework



Sources of data for quality measurement: Sources of data for quality measurement: 
Claims DataClaims Data

ProsPros
Codes are tied to costsCodes are tied to costs
Diagnostic specific codesDiagnostic specific codes
Can be relatively easy to obtainCan be relatively easy to obtain

ConsCons
Claims data limited to the Claims data limited to the ““ownerowner”” of the claimof the claim

•• PracticePractice--level data can be difficult given the multiple payerslevel data can be difficult given the multiple payers
Completeness, quality and accuracy of data varyCompleteness, quality and accuracy of data vary
Just because a code is there, does not mean it is usedJust because a code is there, does not mean it is used
Time lag in availability of data for new enrolleesTime lag in availability of data for new enrollees
““Carve outsCarve outs””
Limited to Limited to ““usersusers”” ---- tells if service used not if those who tells if service used not if those who 
needed it needed it ““got itgot it”” or those who or those who ““got itgot it”” needed it or if those needed it or if those 
who who ““got it and needed it got good caregot it and needed it got good care””
Denominator of  children will vary depending upon type & Denominator of  children will vary depending upon type & 
number of codes chosen for inclusionnumber of codes chosen for inclusion



Sources of data for quality measurement: Sources of data for quality measurement: 
NonNon--Electronic Electronic Medical recordMedical record

ProsPros
High level of clinical detail about diagnostic data, High level of clinical detail about diagnostic data, 
provider assessment and planprovider assessment and plan
ConditionCondition--specific information, if the condition has been specific information, if the condition has been 
identifiedidentified
May contain info not available thru administrative or May contain info not available thru administrative or 
patient reported data patient reported data 

ConsCons
Limited to events that occurs where the record is heldLimited to events that occurs where the record is held
Can be expensive & time consuming to collect, requires Can be expensive & time consuming to collect, requires 
practice participationpractice participation
Clinician variabilityClinician variability
Not a reliable, valid source of specific information about Not a reliable, valid source of specific information about 
the discussions that happened during a visitthe discussions that happened during a visit





Sources of data for quality measurement: Sources of data for quality measurement: 
Patient or youth surveyPatient or youth survey

ProsPros
Parents/youth most often the most valid reporter about 1) what Parents/youth most often the most valid reporter about 1) what 
happened during the visit and 2) child/youth health characteristhappened during the visit and 2) child/youth health characteristics and ics and 
3) functioning, burden of illness and quality of life outcomes3) functioning, burden of illness and quality of life outcomes
Care experiences from patient/youth perspective can be highly reCare experiences from patient/youth perspective can be highly relevant levant 
information information 
Can ask the parent/youth about multiple processes of care in mulCan ask the parent/youth about multiple processes of care in multiple tiple 
settingssettings
For many relevant survey items/scale, national and state level dFor many relevant survey items/scale, national and state level data will ata will 
be available via the national surveysbe available via the national surveys

ConsCons
Can only assess what is communicated with the parent/youth and/oCan only assess what is communicated with the parent/youth and/or r 
involves their experienceinvolves their experience
Require infrastructure and processes beyond medical charts and bRequire infrastructure and processes beyond medical charts and billing illing 
datadata
Response rates can be a challengeResponse rates can be a challenge
Misconceptions about the validity of parent/youth report about Misconceptions about the validity of parent/youth report about 
processes of careprocesses of care



Examples of Relevant CAHMI Quality Tools Examples of Relevant CAHMI Quality Tools 
Developed (compliment HEDIS and others)Developed (compliment HEDIS and others)

Early childhood health promotion, Early childhood health promotion, 
prevention & development (PHDS)prevention & development (PHDS)

SurveySurvey--based measures for use in quality based measures for use in quality 
evaluations, quality improvement & national evaluations, quality improvement & national 
assessment of Bright Futures guidelines assessment of Bright Futures guidelines ----
8+ quality measures8+ quality measures
Measure of standardized developmental screening Measure of standardized developmental screening 
under developmentunder development

Young adult/adolescent health promotion Young adult/adolescent health promotion 
and prevention (YAHCS)and prevention (YAHCS)

SurveySurvey-- based measures for use in quality based measures for use in quality 
evaluations, quality improvement and national evaluations, quality improvement and national 
assessment of Bright Futures guidelinesassessment of Bright Futures guidelines
7+ quality measures7+ quality measures



Examples of Relevant CAHMI Quality Tools Examples of Relevant CAHMI Quality Tools 
Developed (compliment HEDIS and others)Developed (compliment HEDIS and others)

Children with special health care needs Children with special health care needs 
(CSHCN module) (CSHCN module) 

screener, sampling strategy and question supplement screener, sampling strategy and question supplement 
---- for use with CAHPS and other surveys (e.g. for use with CAHPS and other surveys (e.g. 
BRFSS, MEPS, SLAITSBRFSS, MEPS, SLAITS……) ) 
1010--15 quality measures with CAHPS CCC15 quality measures with CAHPS CCC
Mental, behavioral and emotional health care quality Mental, behavioral and emotional health care quality 
measures also possible to derive from datameasures also possible to derive from data

Medical Home Measurement ModuleMedical Home Measurement Module
Avoidable hospitalization for young children Avoidable hospitalization for young children 
with acute conditionswith acute conditions
Hospital quality: communication, quality Hospital quality: communication, quality 
and safety of care (focus on LEP clients)and safety of care (focus on LEP clients)



Youth vs. Parent Report of Excellent/Very Good 
Health Status: Comparison From Two National 

Surveys

43.0%

67.4%

0.0%

20.0%

40.0%

60.0%

80.0%

Youth Report Parent Reprot

Children and Youth Age 13 to 18

SOURCE: 2002 National Online Youth Survey. The Child and Adolescent Health Measurement 
Initiative. Funding by the Robert Wood Johnson Foundation AND 2003 National Survey of 
Children’s Health (Parent Report), CAHMI DRC.





Four basic functions required for Four basic functions required for 
implementationimplementation

Convening key stakeholders 
and identifying partnerships

Developing Quality Measures and 
Gathering Quality Information

Educating on Methods and 
Communicating Quality 
Information

Effectively communicating to 
engage and influence



Additional General Measurement IssuesAdditional General Measurement Issues
Importance of child/youthImportance of child/youth--level measureslevel measures

Measures of how one child/youth experiences multiple Measures of how one child/youth experiences multiple 
components of carecomponents of care

Measurement strategies need to be specific for each unit of Measurement strategies need to be specific for each unit of 
analysisanalysis

For example, if there are multiple practice sitesFor example, if there are multiple practice sites
•• Sample size and data collection need to be adjusted per Sample size and data collection need to be adjusted per 

site, but standardized methods maintained.site, but standardized methods maintained.
(Even small) Pilot testing of measurement approach is crucial(Even small) Pilot testing of measurement approach is crucial

Avoids measures with incomplete, nonAvoids measures with incomplete, non--valid data valid data 
Identifies areas of confusion in measurement approach.Identifies areas of confusion in measurement approach.

Continued technical assistance and periodic quality checks Continued technical assistance and periodic quality checks 
necessarynecessary
Periodic reporting of measurement findings is essential to Periodic reporting of measurement findings is essential to 
continue participation and buy in about the value of continue participation and buy in about the value of 
measurementmeasurement



Closing SummaryClosing Summary
Identify CYSHCNIdentify CYSHCN in Schoolin School--Based Based 
health centershealth centers
Access available dataAccess available data to identify to identify 
and stimulate action to improve and stimulate action to improve 
health and health care for CYSHCNhealth and health care for CYSHCN
Conduct targeted measurementConduct targeted measurement
locally drawing on nationally locally drawing on nationally 
standardized tools standardized tools 



Thank YouThank You

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

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

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

mailto:bethellc@ohsu.edu
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