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MODULE 2
How do inequities impact children 
with special health care needs?

What Do the National Data Say 
about Inequities among Children 
with Special Health Care Needs?

Coverage and financing inequities impact vulnerable 
subgroups of children with special health care needs 
(CSHCN).1 Throughout this tutorial, we will focus on the 
following demographic variables:  

•	 Race or ethnicity
•	 Primary household language
•	 Household income
•	 Number of functional difficulties

National data show that black and Latino CSHCN fare worse 
than white CSHCN along several coverage and financing 
indicators. Black and Latino CSHCN are more likely than 
white CSHCN to be uninsured and to have inadequate 
insurance.2, 3, 4 You may remember from Module 1 (What are 
health care coverage and financing inequities?) that the MCHB 
has established six core outcomes to improve the system of 
care for CSHCN (see page 8).  The health insurance core 
outcome states that “families of CSHCN have adequate 
private and/or public insurance to pay for the services they 
need.”5 Latino CSHCN are the least likely of any racial or 
ethnic group to meet this core outcome.6

Additionally, Latino CSHCN living in Spanish-speaking 
households are less likely to meet the core outcome than 
Latino CSHCN living in English-speaking households.4, 6  
In general, CSHCN with non-English speaking parents are 
more likely to either lack adequate insurance or be uninsured 
than those with English-speaking parents.7, 8 

In addition to inequities based on race or ethnicity and 
language, poor CSHCN fare worse than those from more 
affluent families. CSHCN whose household income is below 
200% of the federal poverty level (FPL) (about $48,600 for a 

family of four9) are the most likely to have one or more gaps 
in insurance coverage throughout the year and are the least 
likely to have insurance coverage.10, 11

Finally, CSHCN with more functional difficulties are less 
likely than those with fewer functional difficulties to have 
adequate insurance and are more likely to have one or more 
periods without insurance during the year.2, 6

The “Your Turn” section of this module on page 14 provides 
national data about the percent of CSHCN without health 
insurance by race and ethnicity, language, household income, 
and number of functional difficulties. The How to Retrieve 
Data section on pages 16 - 23 provides detailed instructions 
on how to obtain these data for your state to use in 
comparison. 

Where Can I Find Data about 
Inequities among Children with 
Special Health Care Needs?

While national data on coverage and financing inequities 
among CSHCN can help identify the gaps that exist for 
certain subgroups of CSHCN,12 the way that inequities look 
may be very different from one state to another. For example, 
some states may have conspicuous racial and ethnic inequities, 
but access to coverage and financing of care may be 
distributed equitably based on functional status. Other states 
may have inequities based on functional status, but no 
discernable coverage or financing inequities based on race or 
ethnicity. Understanding state-specific data can be helpful in 
shaping policies and programs that will adequately address the 
specific inequities-related issues that may exist in your state. 
The following two data sources can help you explore 
inequities among CSHCN in your state:
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Two data sources to help 
you find data about 
inequities among children 
with special health care 
needs:

Catalyst Center  
State-at-a-Glance Chartbook 
http://chartbook.cahpp.org/

and 

Childhealthdata.org 
http://childhealthdata.org

See the “How to Retrieve 
Data...” sections on pages  
12 - 20 for information on 
how to use these resources.

About the Catalyst Center Online State-at-a-
Glance Chartbook on Coverage and Financing 
of Care for Children and Youth with Special 
Health Care Needs

The Catalyst Center Chartbook provides data on selected indicators of health 
coverage and health care financing for CSHCN in every state, the District of 
Columbia (DC), and Puerto Rico. Several of these indicators are helpful in 
understanding coverage and financing inequities,13 including: 
 
•	 �Percentage of all children by race or ethnicity and percentage of CSHCN by race 

or ethnicity, language, income, and number of functional difficulties  

• �State Medicaid eligibility levels, as a percentage of the federal poverty level (FPL), 
for pregnant women and children 

•	 �Percentage of CSHCN who are uninsured, underinsured, or who have private or 
public insurance coverage (or a combination of both) by race or ethnicity, 
language, income, and number of functional difficulties

•	 �Percentage of CSHCN who meet the MCHB core outcomes by race or ethnicity, 
language, income, and number of functional difficulties

Using the online Chartbook, you can access data for your state and easily compare 
it with both national averages and other states’ data. You can access the Catalyst 
Center Chartbook at http://chartbook.cahpp.org/ 

On the next page, you will find an example of how to use the Catalyst Center 
Chartbook to learn how racial inequities in uninsurance among CSHCN in New 
Jersey compare to those in Colorado.

http://chartbook.cahpp.org/
http://childhealthdata.org
http://childhealthdata.org
http://chartbook.cahpp.org/
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How to Retrieve Data from the Catalyst Center Online State-at-a-Glance Chartbook on 
Coverage and Financing of Care for Children and Youth with Special Health Care Needs

Using the example of comparing racial inequities in uninsurance between New Jersey and Colorado, below are the step-by-step 
instructions to guide you in using the Catalyst Center Chartbook:

1. �At the website http://chartbook.cahpp.org/ under “compare two states,” choose New Jersey and Colorado and click “get 
data.”

MODULE 2: How do inequities impact children with special health care needs?

http://chartbook.cahpp.org/
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2. Scroll down to the dark blue box labeled “factors influencing health insurance coverage.”
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3. �Under the light blue box labeled “uninsured,” scroll down to the section labeled “percentage of CYSHCN without health 
insurance at some point in the past year, by race/ethnicity.”
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4. Here you will see the uninsurance rate for CSHCN in New Jersey, Colorado, and the U.S. broken down by race/ethnicity.
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About ChildHealthData.org 

Childhealthdata.org provides information and data on child and adolescent health from the National Survey of Children with 
Special Health Care Needs (NS-CSHCN). These data are publicly available and free to use. You can browse the NS-CSHCN 
by national data, region, or by state and get information about: 
 
•	 Families’ out-of-pocket costs 

•	 �The impact of a child’s special health care need on family finances 

•	 �The impact of a child’s special health care need on family members’ work or employment

While childhealthdata.org provides a lot of general information about CSHCN, you can edit the search criteria to explore 
inequities in your state or throughout the U.S. After retrieving data for a measure (either nationally or in your state), you can 
compare subgroups of CSHCN along this measure by race or ethnicity, language, income, or functional status.

You can access childhealthdata.org at http://childhealthdata.org 

Below, you will find an example of how to use the childhealthdata.org website to learn about racial inequities in uninsurance 
among CSHCN in the state of New York.
 
How to Retrieve Data from ChildHealthData.org

1. At the website http://childhealthdata.org, scroll down the page and click the button “Quick Data Search.”

http://childhealthdata.org
http://childhealthdata.org
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3. Under “year,” select 2009/10. (This is the most recent year for which data are available.)

2. Under “Select a Survey,” choose “National Survey of Children with Special Health Care Needs.”
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4. Under “Select a State/Region,” choose New York.

5. Under “MCBH Core Outcomes and Key Indicators,” choose “Health Insurance Coverage and Program Participation.”
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7. On the top right, you will see a box labeled “Edit Search Criteria.” Under “Compare Subgroups,” choose “Race/ethnicity.”
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6. Under “Select a Survey Question,” choose “Type of health insurance coverage.”
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8. The “Uninsured” column lists uninsurance rates for CSHCN from each racial/ethnic group.
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Module 2 describes some data sources that may help you determine where there may be inequities among CSHCN in your 
state. Using the information and instructions from Module 2, use the Catalyst Center Chartbook at http://chartbook.
cahpp.org/ or the National Survey of Children with Special Health Care Needs at http://childhealthdata.org to fill in the 
information for your state. Regarding the Chartbook, note that there is a column for another state. You can use the Chartbook 
to input information in this column from any other state, or the District of Columbia, and compare it to yours. U.S. data are 
already filled in, so you can compare your state to the national average as well. 

Percent of Children with Special Health Care Needs Without Insurance at Some Point, by 
Characteristic

U.S.
 

________________________
(Your State)   

________________________
(Comparison State)   

% of CSHCN without health insurance at some point in the past year

Race/Ethnicity

Hispanic 15.9%

White, non-Hispanic 7.3%

Black, non-Hispanic 9.9%

Other, non-Hispanic 9.4%

Language

Hispanic child, Spanish 
language household

22.2%

Hispanic child, English 
language household

12.6%

Non-Hispanic child 8.0%

Household Income

0-99% FPL 14.2%

100-199% FPL 14.1%

200-399% FPL 8.5%

400% FPL or more 2.3%

Number of Functional Difficulties

None 4.4%

1 5.9%

2 9.0%

3 9.9%

4 or more 11.7%

Source: Catalyst Center Chartbook. The Catalyst Center Chartbook includes other coverage and financing indicators (in addition to % of 
CSHCN without health insurance at some point in the past year). You can use this resource to find out how CSHCN in your state fare with 
respect to these other indicators and compare these data to any other state or DC and to the U.S.
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YOUR TURN: How do inequities impact children 
with special health care needs?

WORKSHEET TO ADDRESS INEQUITIES IN YOUR STATE - MODULE 2

http://www.hdwg.org/catalyst/online-chartbook/
http://chartbook.cahpp.org/
http://chartbook.cahpp.org/
http://childhealthdata.org
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Do these data indicate any inequities-related issues in your state of which you were unaware?  Have they provided additional 
information about the issue you outlined in Module 1?  Describe:
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