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Increase your understanding of the National Survey of Children 
with Special Health Care Needs and the National Survey of 
Children’s Health.

Understand how you can easily access these survey data on the 
Data Resource Center website.

Become aware of resources available to you through the Data 
Resource Center.

Learn about initial findings from the 2009/10 NS-CSHCN and 
2007 NSCH on CSHCN with autism spectrum disorders.

Discover more ways that you can effectively use the data 
available on the DRC website.

Learning Objectives
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Presenter
Presentation Notes
Key objectives for the audience.



Identifying/documenting needs and performance

Building partnerships

Educating Ourselves and Policymakers

Advocacy

Grant Writing

Research

Why We Need Data!
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Myth Busting is Essential 
Assumption: Most Children in the U.S. Get Adequate Health Care. 
Minimal Quality of Care Composite Measure  (Insurance usually or always adequate, at least 1 
preventive care visit in previous 12 months, and care meets medical home criteria)





Data Sets Available on the Data 
Resource Center (DRC) Web Site

Presenter
Presentation Notes
Data from two national surveys from five years. 



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

Conducted to produce national and state-based 
prevalence estimates of children with special 
health care needs (CSHCN), their health and 
experiences with the health care system.

First conducted in 2001. 

Repeated in 2005/06 and in 2009/10. 

Presenter
Presentation Notes
It is may first be helpful to provide some basic information on these two national surveys to enrich your understanding of what data are available and how they may be used through the DRC.More depth could be provided on the survey methodology during the interactive workshop—see PowerPoint #2.



NS-CSHCN Main Topic Areas

Child’s Health and Functional Status
Access to Care—Use of Services and Unmet Needs
Care Coordination
Family-Centered Care and Shared Decision Making
Transition Issues
Developmental Screening
Health Insurance
Adequacy of Health Insurance
Impact on Family



The NS-CSHCN and System of Care 

Maternal and Child Health Bureau (MCHB) Core Outcomes 
Covered by NS-CSHCN Survey Measures:

1. Families are Partners in Health Care Decision-Making
2. Care is Received within Medical Home
3. Adequate Insurance to Cover Needed Health Services
4. Early, Continuous Screening for Special Health Care 

Needs
5. Community-based Service Systems Easily Used by 

Families
6. YSHCN Receive Services for Successful Transitions into 

Adulthood



Conducted to produce national and state 
estimates of the health and well-being of 
children, youth and families.

First conducted in 2003 and again in 2007. 

The 2011 NSCH is “in the field.”

National Survey of Children’s Health 
(NSCH)



The NSCH and Healthy People
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Healthy People 2020 Objective Areas with Relevant 
2007 NSCH and/or 2009/10 NS-CSHCN Measures 

Access  to Health Services
Adolescent Health
Disability and Health
Early and Middle Childhood
Hearing and Other Sensory of Communication Disorders
Immunization and Infectious Diseases
Injury and Violence Prevention
Maternal, Infant and Child Health
Mental Health and Mental Disorders
Nutrition and Weight Status
Oral Health 
Physical Activity
Respiratory Diseases
Sleep Health
Substance Abuse
Tobacco Use
Vision

Presenter
Presentation Notes
The NSCH covers a broader topic range more inclusive of the full context of a children’s lives compared to CSHCN. Many of the NSCH topic areas map to Health People 2010 focus areas and objectives related to child and adolescent health. The DRC is currently mapping the NSCH topic areas to the Healthy People 2020 goals. Similar to the 2009/10 NS-CSHCN, more detail on the 2007 NSCH topic areas can be found in the 2007 NSCH Guide to Topics and Questions and/or Topic Map documents.



Both the NSCH and NS-CSHCN 

Are administered using State and Local Area Integrated 
Telephone Survey (SLAITS) methodology.

Include independent random-digit-dial samples for all 50 
states plus D.C.

Screen households for children under 18 years of age.
Both surveys use the CSHCN screener, but the NS-
CSHCN ONLY includes CSHCN.

Presenter
Presentation Notes
“The State and Local Area Integrated Telephone Survey (SLAITS) is a mechanism that permits survey sponsors to collect data using customized questionnaires and the National Immunization Survey sampling frame. Because the National Immunization Survey contacts nearly one million households annually, this frame can be customized to target particular subgroups of the population (source: http://www.cdc.gov/nchs/slaits/faq_potential_sponsors.htm).”Other differences exist between the surveys in terms of their methodologies; this information can be found on the DRC website. However, it is important to keep in mind, that CDC’s National Center for Health Statistics is responsible for the administration of these surveys. The DRC produces and disseminates the survey data.



CSHCN Screener Overview

CSHCN are identified in the NS-CSHCN and the NSCH using the 
CSHCN Screener: a five-item, parent-reported tool designed to 
operationalize the federal Maternal and Child Health Bureau 
(MCHB) consequences-based definition of CSHCN.

The CSHCN Screener focuses on the health consequences rather than on 
the presence of a specific diagnosis or type of disability.   

The screener assesses children's health care needs status by using 
questions that ask about need or use of services, prescription 
medications, specialized therapies, and having functional difficulties
due to an ongoing condition.  

The non-condition specific approach used by the CSHCN Screener 
identifies children across the range and diversity of childhood chronic 
conditions and special needs, allowing a more comprehensive assessment 
of health needs and health care system performance. 

Presenter
Presentation Notes
Note that the Screener does not include the “At-risk” component of the MCHB definition of CSHCN.



Final 2009/10 NS-CSHCN Sample 
including CSHCN with ASDs

Data were collected from July 2009 to March 2011.

40,242 total interviews were completed throughout the 
U.S.

Minimum: 751 in District of Columbia
Maximum: 878 in Texas

3,055 CSHCN, age 2-17 years, were reported to have 
current autism, Asperger’s disorder, pervasive 
developmental disorder, or other autism spectrum 
disorder.

Presenter
Presentation Notes
More information on the NS-CSHCN and NSCH is provided in the “#2 Introduction to the NSCH and NS-CSHCN” PowerPoint that could be adapted for the interactive workshop component.



Weighting and Estimation

Sampling weights permit national and state estimates of 
child health and well-being. 

For example, an estimated 4.8% to 7.9% of CSHCN age 2-17 
years have current autism spectrum disorders (ASD) nationwide.

According to the 2009/10 NS-CSHCN, current prevalence of ASD 
among CSHCN age 2-17 years ranges across states, from a low
of 4.5% in Mississippi to a high of 14.3% in New Jersey.

Sampling weights are adjusted for potential non-
response biases and to account for non-coverage of non-
telephone households.

Sampling weights are further adjusted to match American 
Community Survey (ACS) population totals for various 
demographic groups.

Presenter
Presentation Notes
More detailed information regarding weighting and estimation can be found on the DRC website.



What normally would have to be done to 
get data findings:

1. Download raw data files, study content 
and sample size sufficiency, select topics, 
upload data into statistical analysis 
software, conducting file linking 
(household, family, state), clean, code for 
missing data, conduct imputation if 
needed, etc.

2. Determine measure scoring, construct 
variables, learn about concepts and 
coding, confirm valid coding

3. Subpop to your state, construct subgroup 
variables

4. Conduct weighting and adjustment to 
standard errors for complex sampling

5. Produce data findings and format into 
tables and graphs.

Now people can:
1. Click on a topic
2. Get tables and graphs 

already made
3. Compare across all 

states and subgroups of 
children with a point and 
a click!

4. Download and use in 
presentations, reports, 
data briefs, etc.

On the DRC Website…



Learn about the surveys 

Search and compare national, state, and regional survey 
results for subgroups of children (age, race, sex, income, 
insurance and health status, etc.) 

Get topically focused data snapshots and profiles

Get expert help – by e-mailing us your questions, plus get 
links to other data sets and resources

What Features are Available?



DRC Technical Assistance



Website Assistance/Where to Find Information
Indicator/Measurement Development
Downloadable Data Sets and Variable Codebooks
Conceptualizing Research and Application of the 
Data 
Interpretation of Data
Understanding the Surveys
Resource Location
New Data Analysis Needs

Common Technical Assistance 
Requests



Get resources and ideas on how to report your 
findings in a valid and effective manner 
Download cleaned, labeled state-specific 
national survey datasets with pre-constructed 
indicators and additional variables (SAS & 
SPSS)
Sign up for regular e-updates, twitter and 
Facebook posts
Find out about and access the latest 
publications, reports and abstracts using the 
national survey data

Other Features Available



Your Data Briefcase







Interactive Data Snapshots 
View Topic Specific Snapshots

Interactive State Ranking Tables
View and compare all states at the same time
Get maps comparing each state to the nation

Interactive Query for Individual Outcomes, 
Indicators and Single Items

Search by state, region, and nationwide
Stratify by numerous population subgroups
Compare all states on individual items, indicators or 
outcomes
Trend across survey years where possible

Data Available on the DRC Website





OPTION 1: The DRC 360 “Get Started” Tour
Step 1: Just click on your state.



Step 2: Select a profile of interest.



Step 3: Then view a range of 
measures and select any.



This takes you to your state’s findings 
for that measure.



Step 4: Select a subgroup to view 
your state findings.



This takes you to your state’s 
Medical Home findings by insurance 
type.



All 50 states, D.C., and 10 
HRSA regions
Age 
Sex of child
Race/ethnicity of child
Primary household 
language
Household income level
Household income 
(SCHIP)
Family structure

Special health care needs 
status (NSCH only) and/or 
type
Type of insurance
Consistency of insurance
Presence of a medical 
home
Presence of an emotional, 
behavioral or 
developmental problem
Adequacy of health 
insurance

Full Menu of Subgroups Available



Step 5: See where your state 
ranks across all states by selecting 
“all states” as the comparison 
group.



Annual Maternal and Child Health 
Epidemiology Meeting, 2011

Top 10 
States

Bottom 
10 

States

Step 6: Click on your state to 
get back to querying by other 
subgroups in your state



Then you are back to CA versus the 
nation. Continue searching subgroups 
on this measure or… 



Trending Across Survey Years

Presenter
Presentation Notes
When trending is available for a particular outcome, indicator or question, “Compare this measure across years” will appear as an option.--This will allow you to compare survey results between the 2009/10 NS-CSHCN and the 2005/06 and 2001 NS-CSHCN. However, this is not available for all outcomes and indicators due to changing in measurement.



Trending Across Survey Years 
with Subgroups

Presenter
Presentation Notes
Only select subgroups are available, due to changes in the way they were measured over the three years. At this time, only age, sex, and insurance status are available for trending.You can toggle between the response category: Consistently affected, Moderately Affected, Not Affected



Trending Across Survey Years 
with Subgroups by State



OPTION 2: The DRC “Full Search”
Step 1: Click on “Browse by Survey & Topic”



Step 2: Select a survey, a survey year and 
geographic area. 



Step 3: Select a 
measurement topic 
and measure.



Presenter
Presentation Notes
This feature can enable you to see how your state compares to the nation—variation exists between Arkansas CSHCN and CSHCN nationally on this measure of parent-reported standardized developmental screening of CSHCN aged 1-5 years.



1. Across Year Comparisons Data Snapshots

2. Title V Needs Assessment

3. Core Outcomes Profiles

4. Family to Family Profiles

5. Medical Home Profiles

6. Conditions-Specific Profiles

7. Disparities Profiles

Other Data Snapshots and Topical 
Profiles Available through the DRC

2009/10 NS-
CSHCN Versions 
Coming Soon!



Who Are CSHCN? Profile



Condition Specific Profiles

Presenter
Presentation Notes
This is from the 2005/06 NS-CSHCN—updated condition-specific profiles including one on CSHCN with ASDs coming soon.



National Profile of CSHCN with ASD



65%

3%

18%

14%

Prevalence of Special 
Health Care Needs 

Type among CSHCN 
with ASD

Functional Limitations (with any other)

Managed by Rx Medications Only

Above Routine Need/Use of Services 
Only
Prescription Medication Use AND 
Elevated Services Use

Who are CSHCN with ASD? 

4 in 5 (80.6%) CSHCN with ASD 
are boys.

71.6% of CSHCN with ASD were 
diagnosed between 0 – 5 years of 
age.

Nearly half (49.5%) of CSHCN with 
ASD have ASDs reported as mild 
compared to 36.2% with  moderate 
ASD and 14.3%  with severe ASD.

Over 9 in 10 (91.6%) CSHCN with 
ASD have 4 or more functional 
difficulties.

93.2% of CSHCN with ASD have 
at least one other condition.

Data Source: 2009/10 NS-CSHCN



0% 20% 40% 60% 80% 100%

CSHCN whose families pay  
more than $1,000 annually in 

out-of-pocket medical 
expenditures

CSHCN whose conditions 
cause financial problems for 

family

CSHCN whose families spend 
11 or more hours per week 

providing care

CSHCN whose conditions 
cause family members to cut 

back or stop working

Family member(s) avoided 
changing jobs in order to 

maintain health insurance for 
child

21.2%

19.6%

10.9%

21.6%

16.5%

33.5%

43.0%

29.9%

57.1%

30.6%

CSHCN w/ASD

CSHCN w/o ASD

Data Source: 2009/10 NS-CSHCN

Impact on Families of CSHCN with ASD 
based on 2009/10 NS-CSHCN data



System of Care Performance among 
CSHCN with ASD

MCHB Core Outcomes CSHCN with 
ASD

CSHCN without 
ASD

1) Shared Decision-Making 56.7% 71.2%
2) Medical Home 23.9% 44.7%
3) Adequate Health Insurance 
Coverage

49.4% 61.3%

4) Early and Continuous 
Screening for Special Health 
Care Needs

78.5% 80.2%

5) Ease of Use of Community 
Services Systems

42.8% 67.1%

6) Youth with Special Health 
Care Needs receive Needed 
Transition to Adulthood 
Services

21.1% 41.4%

Data Source: 2009/10 NS-CSHCN



MCHB Core Outcome Profiles 
(Could be tailored to your state for CSHCN w/ASDs)

Data Source: 2009/10 NS-CSHCN



To Understand the Context of CSHCN with ASDs 
compared to CSHCN without ASDs and Non-
CSHCN—2007 NSCH Data Can Also be Used

Presenter
Presentation Notes
A key strength of the NSCH is it’s capacity to allow data to be placed in the context of the whole child and where he/she lives and plays.  It is difficult to interpret any single data point without placing it in context—this could be one reason the many health and health care performance indicators previously available have not led to the kind of engaged efforts to improve that they might.  Simply, often these measures are communicated without context and without allowing meaningful perceptions of differences and associations with variable that can be modified.  When the goal is improvement, we are almost always required to think in terms of child level data across a range of variables. 



Sample CSHCN in Context Chartbook Page, 
includes National and State Level Data

Presenter
Presentation Notes
Sample chartbook page



Minimum Quality of Care Summary 
Measure using 2007 NSCH Data

The minimum quality of care summary measure is based on the following 3 
criteria:
(1) Adequate health insurance coverage; 
(2) Receipt of coordinated, ongoing, comprehensive care within a medical home; 

and 
(3) Had at least one preventive medical visit in the past 12 months.

Data Source: 2007 NSCH

CSHCN w/ASD, 
20.9%

CSHCN w/o 
ASD, 36.4%

Non-CSHCN, 
40.9%
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20%

40%

60%

80%

100%



Home, School and Neighborhood 
Environments of CSHCN with ASD

The 2007 NSCH 
includes the 
following summary 
measures of:

Protective Home 
Environment

Factors Promoting 
School Success

Neighborhood and 
School Safety and 
Support



Home, School and Neighborhood Summary 
Measures among CSHCN with ASD

Data Source: 2007 NSCH

51.8%

62.7%

27.6%

48.8%

51.9%

22.2%

42.2%

34.7%

15.2%

0% 20% 40% 60% 80% 100%

Neighborhood Safety and Support

Factors Promoting School 
Success

Protective Home Environment

CSHCN with ASD CSHCN without ASD Non-CSHCN



1. Use the data to motivate and inform 
partnerships 

2. Leverage data points provided to conduct more 
in depth analyses and tell a story!

3. Local area synthetic estimates

4. More ideas provided in the additional slides 
section

Other Ideas for Maximizing the Use 
of Your Data



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

Assess 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 
Improvement 
Opportunities 

“Point and click” menu allows users to explore disparities and 
gaps in access and services for different population subgroups 
of children and CSHCN.

How the DRC can Support 
Program Improvement Partnerships



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

Set Targets “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.

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

How the DRC can Support 
Programs Improvement Partnerships



All of the CSHCN living in 
California would fill 24,927   
school buses and stretch 170 
miles

How far would the buses 
span if they were filled with 
subgroups of California 
CSHCN?
● White: 52 miles 
● Non-white: 92 miles

=170 miles

Make the Data Come Alive

Presenter
Presentation Notes
Another common missed opportunity to maximize the value of data is to relate it to familiar concepts.  For the most part, raw presentation of statistics is less powerful than placing these statistics in a storyline, using analogies and familiar concepts.40 kids/bus   36ft long



Of CSHCN that are insured:
Over 1 in 3 (34.3%) have insurance that does not adequately meet 
their needs. 
This ranges from 1 in 4 [25.5% -DE] to almost 1 in 2 [44.8%-CO] 
across states.

All of this data was obtained in less than one minute on the 
CAHMI Data Resource Center –www.childhealthdata.org

Tell and Enhance the Human Story

This translates into nearly 90,825 
school buses filled with CSHCN 
with inadequate health insurance –
enough to span the entire length of 
California.



Race/Ethnicity 
Adjusted

California Marin County Fresno
County

Prevalence of CSHCN 14.5% 15.8% 14.5%
Prevalence of Inadequate 

Insurance 24.9% 24.1% 24.9%

Prevalence of Grade 
Repetition 10.6% 9.9% 13.5%

Prevalence of a “Home 
Environment” Summary 

Measure
29.6% 31.6% 20.8%

Prevalence of Medical 
Home 49.6% 52.0% 46.9%

Local Area Estimates
Something to Consider

Data Sources: 2007 NSCH and kidsdata.org 

Presenter
Presentation Notes
More information on how to calculate synthetic estimates is provided in the additional slides section.



Standardize

Compare

Learn

The Importance of Standardization

Presenter
Presentation Notes
Use this slide to reiterate the importance of standardization to learning and that you are now going to review two national surveys that provide standardized data useful for all the reasons you just outlined (partnership, goal setting, identifying improvement ideas, cross area learning, saving scarce resources for new data until it is clear what already exists and where people are committed, etc.)–the NSCH and NS-CSHCN!



The NSCH and NS-CSHCN are 
unprecedented resources!

State data provides a basis for across-area 
learning and building shared understanding 
of priorities and impact.

Be Bold!

Presenter
Presentation Notes
Data makes your case strongerKnow your audience – diff ways of conveying your msg appeal/resonate with diff peopleSome people like stories, some (more concrete thinkers) like #sUse data – but ALWAYS include the “human”/personal side



Visit us at www.childhealthdata.org

E-mail us at cahmi@ohsu.edu

Connect with the DRC to Join the Conversation!

Like us on Facebook: Facebook.com/childhealthdata

Follow us on Twitter: @childhealthdata

Contact Us

http://www.childhealthdata.org/
http://www.facebook.com/childhealthdata


ADDITIONAL SLIDES TO FOLLOW

Thank You!

Presenter
Presentation Notes
Data makes your case strongerKnow your audience – diff ways of conveying your msg appeal/resonate with diff peopleSome people like stories, some (more concrete thinkers) like #sUse data – but ALWAYS include the “human”/personal side



DRC Goals

1)  Provide centralized, user-friendly interactive access to 
standardized national, regional and state-level findings 
from national surveys on child and adolescent health and 
well-being.

2)  Build common knowledge, capacity, and passion for 
using data to stimulate and inform system change locally 
and nationally—especially among state health agency 
leaders and staff, family advocates and policy leaders.



Measures Endorsed by NQF—Awaiting final Board ratification
Number of school days missed due to illness
Adequacy of insurance for optimal health
Problems obtaining needed referrals
Medical home
Communities perceived as safe
Schools perceived as safe
Effective care coordination

Measures Recommended for Endorsement Pending Public Comment and Final Vote
Usual source of sick care
Developmental screening
Obesity status based on parent report of BMI
Preventive dental care
Exposure to secondhand smoke inside the home
Transition services to adult health care for CSHCN
Weekly physical activity
Consistency of health insurance coverage
Family-centered care

NSCH and NS-CSHCN Measures Endorsed 
by the NATIONAL QUALITY FORUM
NSCH and NS-CSHCN Measures 
Endorsed by the National Quality Forum



More Profiles with NS-CSHCN and NSCH 
Data are Available on the DRC Website

Presenter
Presentation Notes
Data makes your case strongerKnow your audience – diff ways of conveying your msg appeal/resonate with diff peopleSome people like stories, some (more concrete thinkers) like #sUse data – but ALWAYS include the “human”/personal side



69

State 2009/10 NS-CSHCN Profiles 
include the MCHB Core Outcomes

Presenter
Presentation Notes
State snapshots including these outcomes are also available on the “State Snapshots” webpage under “Overall Health and Health Care Topics” (Step 2 of creating a state snapshot).



See Whether You Can Compare 
Outcomes Across Survey Years



Whole System, Whole Child View

Understanding how many CSHCN meet each age-relevant MCHB 
Core Outcome provides a clearer picture of how the system of care 

are performing.



Other Options: Obtain U.S. Maps and 
State Ranking Tables for Measures





Association of Maternal & Child Health 
Programs Annual Conference, 2012

2009/10 National Survey of Children with Special Health Care Needs
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State Ranking
Higher=Better Performance

Significantly higher than U.S.

Higher than U.S. but not significant

Lower than U.S. but not significant

Significantly lower than U.S.
Statistical significance: p<.05

Nationally: 43.0% of 
CSHCN met outcome
State Range: 34.2-50.7



Title V Needs Assessment State 
Profiles

Presenter
Presentation Notes
This is from the 2005/06 NS-CSHCN—updated condition-specific profiles including one on CSHCN with ASDs coming soon.



Medical Home Profiles



Disparity Profiles

2009/10 Disparity Profiles Coming Soon

2007 Disparity Profiles
Special Health Care Needs Status
Health Insurance
Race/Ethnicity
Rural-Urban Commuting Areas

*Disparity Profiles are customizable, in 
which you can choose your own indicators



Example: 
Met Transition to Adulthood Criteria:  40.0%

Variations Across States
State Range: 31.7% (NV) to 52.7% (KS)

Disparities Nationwide (and variation in 
disparities!)
Private: 50.2%; Public: 25.8%; Uninsured: 19.6%
Among Insured – Adequate Insurance: 46.2% 

Inadequate Insurance: 31.7%

Examples of Variation 
(e.g. Information) to Look For



Myth Busting Is Essential

Myth: CSHCN are a homogeneous population. 
Fact: CSHCN have diverse needs and experiences with care. 
Differences are exemplified by comparing CSHCN with functional 
limitation to those who need or use prescription medications only.

23.5

39.3

37.2

CSHCN who met 
Functional 
Limitations Criteria

CSHCN who met 
Prescription 
Medication Criteria 
ONLY

CSHCN who met 
Service Use, 
Therapy and/or 
Prescription 
Medication Criteria
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Outcome #1 Outcome #2 Outcome #3 Outcome #4 Outcome #5 Outcome #6 Met All Age 
Appropriate 
Outcomes

62.1

29.8

51.8

75.5

47.6

26.2
9.7

77.1

55.8
68.1

80.6 78.6

51.4

24.8

CSHCN with Functional Limitations CSHCN who met Rx Medication Criteria ONLY

Presenter
Presentation Notes
Can Met CSHCN Screener by 5 different criteria. Two groups of CSHCN have greatest differences: CSHCN with functional limitations and CSHCN only meeting Rx criteria. 



Myth Busting Is Essential

Myth: Some children identified by the CSHCN Screener don’t have any 
ongoing health conditions or functional difficulties.
Fact: All CSHCN identified by the CSHCN Screener experience at least 
one ongoing health condition resulting in above routine need for health 
and related services.  90.8% of CSHCN reporting no functional difficulties 
state that this is because their conditions are being treated and are under 
control.

* Of the 14 difficulties and 20 conditions asked about in the 2009/10 NS-CSHCN 
Data Source: 2009/10 National Survey of Children with Special Health Care Needs

Presenter
Presentation Notes
Of CSHCN reporting no functional difficulties, 90.8% state that this is due to their condition being treated and under control.The CSHCN Screener condition list is not comprehensive; some CSHCN may have a condition that results in above routine need for health and related services that is NOT ON THE LIST. --The majority of CSHCN have 2 or more conditions, showing the co-morbidity of conditions among CSHCN



Who are the 2.9% of CSHCN reporting none of 
the conditions or difficulties asked about in the 
survey?

Data Source: 2009/10 National Survey of Children with Special Health Care Needs

• 91.3% report their conditions are under control due to medication or 
treatment

• 65.7% qualified as CSHCN on the prescription medication criterion only
• 19.3% had over $1,000 in out-of-pocket medical expenses in the prior 

year

Presenter
Presentation Notes
All CSHCN have worse outcomes: CSHCN more likely to play with other children their age every day (38.1 vs 30.4, age 1-5 yrs), more likely to be insured (93.9 vs 90.2), more likely to receive preventive medical and dental visits (78.1 vs 70.1),  more likely to receive needed mental health care (61.7 vs 48.6),  more likely to be read to every day (56.2 vs 46.7)



Myth Busting Is Essential

Myth: Children with Special Health Care Needs always have 
worse outcomes compared to non-CSHCN.
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every day
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70.1

48.6

46.7

Non‐CSHCN CSHCN
Data Source: 2007 National Survey of Children’s Health

Presenter
Presentation Notes
All CSHCN have worse outcomes: CSHCN more likely to play with other children their age every day (38.1 vs 30.4, age 1-5 yrs), more likely to be insured (93.9 vs 90.2), more likely to receive preventive medical and dental visits (78.1 vs 70.1),  more likely to receive needed mental health care (61.7 vs 48.6),  more likely to be read to every day (56.2 vs 46.7)



Nationwide Variation Across States

Among all Children

CYSHCN (15.1%)
1.87 fold 

(10.6%-19.8%)

Among CYSHCN
Ongoing Emotional, Behavioral, 

Developmental Problems (31.8%)
1.69 fold 

(24.0%-40.6%)

Health Conditions Consistently 
and Often Greatly Affect Daily 

Activities (27.1%)

2.11 fold 
(21.9%-46.2%)

Myth Busting Is Essential

Myth: All states are essentially the same with regard to 
prevalence and type of CSHCN.

Data Source: 2009/10 National Survey of Children with Special Health Care Needs, Screener & Interview Files



Myth Busting Is Essential

Myth: Only CSHCN with rare 
conditions, such as Cerebral Palsy 
and Muscular Dystrophy, 
experience a lot of functional 
difficulties.
Fact: CSHCN with common 
conditions are likely to experience 
multiple difficulties too.  Those with 
the most commonly reported 
condition (allergies) experience a 
mean of 3.8 difficulties.  

Note that CSHCN with each condition are 
likely to have at least one of the other 
conditions as well. For example, 80.0% of 
CSHCN with current asthma also have one or 
more of the other conditions asked about.

Data Source: 2009/10 National Survey of Children with Special Health Care Needs



Partnerships falter or 
proceed on faulty ground 
as assumptions go 
unannounced and 
unchecked

How are we doing?
What and who should we 
focus on?
How do we know if 
anything improved?

Motivating and Informing 
Partnerships



How far would a line of 
school buses span if they 
were filled with subgroups 
of California CSHCN?

2+ of 16 more common 
conditions: 89 miles
Complex needs:109 
miles
Functional difficulties: 
44 miles

Making the Data Come Alive



390,500  CSHCN in CA have 
asthma, which is the equivalent 
of enough children to fill 20 
Staples Centers!

• 11.5 for ADHD
• 1.9 for Autism/ASD
• 1 for Cerebral Palsy
• 1 for Diabetes
• 3.9 for Depression

Make the Data Come Alive



Leverage both the NS-CSHCN and 
NSCH to create a unique synthesis 
of nationally comparable data

Description 
Prevalence and 
Demographic 

Characteristics

Quality
Prevention, Medical 

Home, Family 
Centeredness

System Capacity 
Insurance and 

Services Needs 
and Access

Impact
School and 

Families

Children with 
Special 

Health Care 
Needs 

Use the NSCH too! 



Prevalence estimates for local areas by using 
descriptive/demographic data of local areas combined 
with state prevalence values

Can calculate county-level estimates based on 
demographic distribution of local area

Similar in concept to an “indirect adjustment”

Synthetic Estimate



Synthetic Estimates: What Do You Need?

Prevalence of an indicator by selected demographic category 
(at state level)

Examples: prevalence of CSHCN, adequate insurance, 
medical home, asthma, etc.
Can be anything for which you have state-level data

Can access at www.childhealthdata.org

Prevalence of children in your county for the demographic 
characteristic you wish to “adjust” for

Examples: Age, Sex, Race/Ethnicity, Income

Access Census Demographics

Synthetic Estimate: 
What do you need?



How to Calculate a Synthetic Estimate?

1. Select indicator of interest: 
Prevalence of CSHCN

2. Select geographic area for calculation: 
Need State and Local Area: 
California (Marin & Fresno Counties)

3.  Select demographic category
Race/Ethnicity: Latino/Hispanic, White, Black and 
Multi-racial/Other

*Must match to your state-level data

How to Calculate a Synthetic 
Estimate



4. Identify distribution of demographic categories in local 
area

Race/Ethnicity 
Category

Distribution in Local 
Area (Marin County)

Distribution in Local 
Area 

(Fresno County)
Latino/Hispanic 18,468 163,560

White 29,394 66,283
Black 1,268 14,411

Multiracial 2,441 6,119

Other 1,942 28,157

TOTAL # of Children 53,513 278,530

*Data Source: KidsData.org. Combined prevalence of Asian, Native American, and 
Multi-racial to match categories in 2009/10 NS-CSHCN data set.

How to Calculate a Synthetic Estimate?How to Calculate a Synthetic 
Estimate



5. Identify prevalence of selected indicator by demographic 
categories (at state level)

Race/Ethnicity Category Prevalence of CSHCN by 
Race (State of California)

Latino/Hispanic 8.0

White 11.6

Black 14.8

Other 7.8

TOTAL % of Children 10.6

*Data Source: 2009 NS-CSHCN Screener File. Obtained from Data Resource 
Center for Child and Adolescent Health, www.childhealthdata.org.

How to Calculate a Synthetic Estimate?How to Calculate a Synthetic 
Estimate

Presenter
Presentation Notes
Also a nice time to state that prevalence of CSHCN comes from the Screener file, NOT the interview file. All statistics such as Outcomes and Indicators are AMONG CSHCN. Therefore, CSHCN prevalence must be conducted on the Screener File.



6.  Calculate synthetic estimate: Marin County

Race/Ethnicity 
Category

Distribution in 
Local Area (Marin
County)

Prevalence of 
CSHCN by Race 

(State of CA)

# of Children in Marin 
County within 

Race/Ethnicity  category
who are CSHCN

Latino/Hispanic 18,468 8.0 1477.44

White 29,394 11.6 3409.70
Black 1,268 14.8 187.66
Other 4,383 7.8 341.874
TOTAL # of 
Children 53,513 5416.67

5,417/53,513=10.1%

How to Calculate a Synthetic Estimate?How to Calculate a Synthetic 
Estimate
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