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Health Insurance Status of Children with Special 
Health Care Needs, 2019
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Total = 13.9 million children with special health care needs

Note: Includes non-institutionalized children ages 0-17. Totals may not sum to 100% due to 
rounding.
Source: KFF analysis of 2019 National Survey of Children’s Health.



Selected Health Measures of Children 
Age 0-18 by Insurance Status, 2019

Notes: ADD is attention deficit disorder. ADHD is attention deficit hyperactivity disorder. * Difference from Medicaid is 
statistically significant at the 0.05 level. 1 Information is limited to children age 2-17. 2 Information is limited to children
age 0-17. − Estimate not reported due to too small of a sample size or is unreliable because it has a relative standard 
error greater than or equal to 30 percent.
Source: MACPAC, 2021, analysis of National Health Interview Survey, 2019. https://www.macpac.gov/wp-
content/uploads/2016/06/Access-in-Brief-Childrens-Experiences-in-Accessing-Medical-Care.pdf
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https://www.macpac.gov/wp-content/uploads/2016/06/Access-in-Brief-Childrens-Experiences-in-Accessing-Medical-Care.pdf
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Total

		Medicaid/

CHIP

		

Private

		

Uninsured



		Conditions over lifetime

		

		

		

		



		ADD/ADHD1

		8.2

		10.2

		7.0*

		5.6*



		Asthma

		10.7

		14.3

		8.9*

		6.3*



		Autism1

		2.7

		3.4

		2.3*

		—



		Developmental delay2

		4.7

		6.3

		3.8*

		—



		Diabetes

		0.4

		—

		0.4

		—



		Intellectual disability2

		1.5

		2.6

		0.9*

		—









Share of Children with Special Health Care Needs 
Covered by Medicaid/CHIP, 2019
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U.S. average = 45%

Note: Includes non-institutionalized children ages 0-17 with Medicaid/CHIP only or Medicaid/CHIP and private 
insurance.
Source: KFF analysis of 2019 National Survey of Children’s Health. 

< 50% (32 States)
> 50% (19 states, Including DC)



Section 1115 Demonstrations: What are They?

• Named after Section 1115 of the Social Security Act

• Allows the Secretary of Health and Human Services to 
grant waivers of certain requirements in Medicaid, CHIP, 
or spend/receive federal $$ in different ways

• Waivers must be necessary to conduct a true health 
coverage demonstration, experiment, or pilot project and 
promote the objectives of Medicaid
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How Long do Waivers Last?

• Only “for the period ... necessary” 
to carry out experiment

• Initial approval period is usually 
five years

• Renewal/Extension typically three 
years
• Short term extensions are often granted 

while agreements are being negotiated

• Trump-era CMS authorized 
longer (10 year) extensions
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Section 1115 Demos: How Much Flexibility is 
There?

• HHS can’t waive 
everything – only 
certain parts of the law. 
HHS can’t waive or 
change the match rates

• Demonstrations must 
be “budget neutral” 
for the federal 
government; but this 
is not a statutory 
requirement
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Waivers Can Go Too Far

8



Section 1115 Waivers Have Public Comment and 
Approval Process Requirements
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Source: Joan Alker and Samantha Artiga, The New Review and Approval Process Rule for Section
1115 Medicaid and CHIP Demonstration Waivers, (March 2012), 
https://www.kff.org/wp-content/uploads/2013/01/8292.pdf

https://www.kff.org/wp-content/uploads/2013/01/8292.pdf


Want to Learn More?
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• Visit our website 
ccf.georgetown.edu  and 
sign up for our newsletter!

• Follow us on Twitter:
• @GeorgetownCCF
• @JoanAlker1

• Facebook: Georgetown 
University Center for 
Children and Families
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