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Mission
The A.]. Drexel Autism Institute’s mission is to discover, develop, promote and disseminate population-

level and community-based approaches that will prevent autism-associated morbidity and disability and
improve the quality of life for individuals with autism of all ages.

The Policy and Analytics Center (PAC) seeks to utilize research methods and innovative analytic strategies
to support the development of effective social and health policy in cities, states, and across the US.

The Autism Institute’s Life Course Outcomes Program (LCO) is building a base of knowledge about the
things other than clinical interventions that promote positive outcomes (and prevent negative ones)
across the life course for people on the autism spectrum and their families and communities. As a result
- advocates, policy makers and organizations will be empowered with trustworthy information that is
useful in creating a world where people on the autism spectrum are valued and effectively supported as
contributing members of our communities who have roles to play and dreams to pursue.

For more information about us, please visit our websites: https://drexel.edu/autisminstitute/research/
Policy-Analytics-Center/ and http://drexel.edu/AutismOutcomes
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Letter from the Project Director
Alice Kuo, MD, PhD, MBA

As Director of the Autism Intervention Research Network on Physical Health (AIR-P), I am extremely
pleased that our network was able to contribute to this very important report on the intersection of autism
identity, health and poverty. We are only beginning to recognize and describe disparities in health care
services, health outcomes and life outcomes for individuals who identify as autistic. Autistic individuals
have higher rates of undiagnosed cancers and cardiovascular disease, higher rates of unintentional injuries
and decreased life expectancy, compared to non-autistic individuals. Research should focus on exploring
factors that contribute to these disparities, and social determinants are likely to be the key.

Autism research is struggling to catch up from decades of neglect in our understanding of how social
determinants affect outcomes among autistic people. For example, while recent CDC surveillance data
show signs of improvement in the gap in age of diagnosis between white and Black children, we know
that disparities are often more significant at the local level. Most intervention studies in autism have not
considered effectiveness, the ability to scale up to the entire population, making intervention programs
often inaccessible to lower-income autistic individuals or those without the right type of insurance or
disposable income. We question the ethics of health and health care for autistic individuals without
considering the impact of social determinants of health.

One challenge with social determinants of health is that people rarely only experience one aspect of
disparities (i.e., they are not singular). Autistic children often experience other vulnerabilities that can
lead to worse health outcomes. In addition, co-occurring health and mental health conditions add to
vulnerability, as do a host of other social characteristics. Future autism research studies should include
social determinants in order to understand how best to provide services to autistic individuals that will
maximize their potential.

We also recognize that the national conversation on Equity, Diversity and Inclusion (EDI) too often does
not include disability as a type of diversity. In fact, the National Institute on Minority Health and Health
Disparities (NIMHD) does not include disability in its definition of groups at risk for health disparities.

For this reason, our report is a critical step toward highlighting the need for our nation to recognize
disability as a critical characteristic that intersects with the types of diversity (race, ethnicity, income) that
dominate the current conversation—just as the American with Disabilities Act (ADA) recognizes disability
as a vulnerable group in need of accommodations.

In summary, this report is hopefully the first of many examining the important intersection of autism,
health and poverty.

Allce Kuo, MD, PhD, MBA

Associate Professor, Internal Medicine, Pediatrics, and Psychiatry
and Biobehavioral Sciences, David Geffen School of Medicine

Associate Professor, Health Policy and Management, Fielding School of Public Health

University of California, Los Angeles
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A note about language. In this report, we use the phrases “child with autism,” “child with an autism spectrum disorder,” and “child on
the autism spectrum” interchangeably. We use the specific term autism spectrum disorder, or ASD, because it reflects the wide range
of characteristics, impairments, and strengths seen in people with ASD. It is the language used in the current version of the Diagnostic
and Statistical Manual (DSM-5), as well as the survey used in this report (National Survey of Children’s Health, or NSCH). Some youth
and adults with ASD report that they prefer the term “autistic.” We also use the term “autistic” in this report to acknowledge that
identity-first language is an important tool in increasing awareness and acceptance of neurodiversity.

We use the term BIPOC (Black, Indigenous, and People of Color) to represent the diversity of racial and ethnic backgrounds among
children with autism who are not identified as “white, non-Hispanic” in NSCH data. We seek to be inclusive with this terminology but
acknowledge that preferences vary and that best practice for language used may change.
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The Charge

Reducing socioeconomic and racial/ethnic
disparities in health and health care is a national
priority for autism research.! Yet, there is little
evidence that examines health and healthcare
measures by race/ethnicity and socioeconomic
position at the population-level. This report begins
to address this gap by examining autism-, racial/
ethnic-, and income-based disparities in health
and health care in U.S. children ages 3-17 using
nationally representative data. This report builds
upon our November 2020 National Autism Indicators
Report on Health and Health Care which compared
health outcomes of children with autism to those of
children with and without other special healthcare
needs using the same data.?

Findings from this report align with federal
program efforts to reduce health disparities and
promote health equity for vulnerable populations
at the national level. This report will also help

to address Healthy People 2030 plan of action to
“provide accurate, timely, and accessible data that
can drive targeted actions to address regions and
populations that have poor health or are at high
risk for poor health.”3

Our Goals

This report examines income-based differences

in health and health care among U.S. children

and explores how children and teens (“children”
for brevity), with and without caregiver-reported
autism, vary by race/ethnicity. We also provide
population benchmarks of income-based disparities
in health among children with autism. We focus on
the following two questions:

6 | The Intersection of Autism, Health, Poverty and Racial Inequity

« Do income-based differences in health and health
care outcomes look the same for children with
and without autism?

+ Do income-based differences in health and health
care outcomes look the same for BIPOC children
with autism and white children with autism?

Examining the health and healthcare outcomes of
children with autism in combination with other
social characteristics offers several advantages.
First, we can illuminate how demographics alone,
and in combination with other social characteristics
of children, are associated with differences in

the rates of health and healthcare outcomes they
experience. This will offer clues as to which
social groups appear to be at the greatest risk for
poor health or reduced access to care. Second,

it increases our understanding of the health-
related experiences of social groups who are often
neglected in research.

Our findings also provide current and
comprehensive evidence on how children with
autism experience relative disadvantages related

to social determinants of health, which are aspects
of the environment that affect health, functioning,
and quality-of-life outcomes and risks. Social
determinants of health are grouped into major
categories of economic stability, education access
and quality, health care access and quality,
neighborhood and built environment, and social and
community context.* Policymakers, decisionmakers,
and advocates can use this information to better
understand the needs of the autism population and
guide the development of targeted programs and
services.



Our Data Source and Approach

We combined four years of annual data from the
National Survey of Children’s Health (NSCH), for
2017 through 2020. This survey provides national
and state-level data on the health and well-being
of children ages three to 17 years in the United
States and is funded by the federal Health Resources
and Services Administration’s (HRSA) Maternal
and Child Health Bureau (MCHB). It asks families
to provide information on children’s physical and
mental health, access to quality health care, and
the child’s family, neighborhood, school, and social
context. (Information was reported by caregivers
or other adult caregivers in the household; we
typically use the words “caregiver” or “parent”

for brevity when discussing study findings.) More
information about the NSCH is available at https://
www.childhealthdata.org/learn-about-the-nsch/
NSCH.

In light of the fact that very little is known about
the intersection of autism, income, and race/
ethnicity, we focused on descriptive analyses,

such as examining the percentage of children in a
given group who were reported to have a specific
characteristic or experience. We did not perform
tests of statistical significance for this report, as

if often done in scientific journal publications, but
discuss differences that seemed to have practical
or clinical significance between groups. In general,
we focused on differences of at least 5 percentage
points. We also discuss general trends. For example,
even when differences between groups were small,
there were often consistent patterns in the data
that were notable and suggest that further inquiry
is needed. Additional information about the study
methods is available in the Appendix of this report.

e Statistical significance refers to the mathematical
probability that an observed difference occurred
solely by chance, rather than because of a true
difference between groups.

e Clinical significance refers to whether an observed
difference is thought to be meaningful, such as
whether it might have an impact on health or well-
being. We report group differences of five percentage
points or more. A 10 percentage point difference was
used as a criterion for evaluating a larger magnitude
of difference between groups.

How We Define Autism, Income,
and Race/Ethnicity

In discussing findings from the National Survey on
Child Health, we have focused on three groups and
how they overlap and compare to one another.

1. The autism group is made up of children whose
caregivers reported that their child had a current
diagnosis of autism.

2. Income groups are defined based on household
income relative to the federal poverty level, or
FPL. The FPL is based on the number of people
living in the household as well as the household’s
income for the previous year. Federal poverty
levels are used to determine eligibility for
certain programs and benefits, including health
insurance programs. These levels are defined
each year by the U.S. Department of Health and
Human Services.

3. Mutually exclusive race groups and the
designation of Hispanic vs. non-Hispanic are
based on information self-reported by families
using categories in the survey (white, non-
Hispanic; Black or African American, non-
Hispanic; other or multiple races, non-Hispanic;
and Hispanic or Latino).

In our income-based analyses, we examined
differences across four federal poverty thresholds:
poor (0%-99% of the FPL) near-poor (100%-199%
of the FPL), middle-income (200%-399% of the
FPL), and high-income (400% of the FPL or higher).
In some cases, these subgroups were too small

to allow for meaningful comparison. In those
cases, we compared differences between children
from lower-income households (combined income

of under 200% of the FPL) to those from higher-
income households (at or above 200% of the FPL).
We chose this threshold (200% FPL) because it
corresponds with the eligibility threshold for many
of the safety net programs (including food stamps,
social security, and free/reduced lunch). The cutoff
of 200% FPL has also been used in prior research
about safety net program use among lower-income
populations.
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In our analyses of race and ethnicity, we examined
differences between white and BIPOC children with
autism and also examined specific racial/ethnic
groups. As with income, sometimes groups were
too small to allow for comparison.

How this Report is Organized

Chapter 1 of this report provides new estimates
about the size and characteristics of the population
of children with autism across different household
incomes, and by key subgroups defined by race/
ethnicity. The remainder of this report is divided
into chapters focused on findings related to health
status (Chapter 2), healthcare access and use
(Chapter 3), and health insurance and expenditures
(Chapter 4). We also provide new estimates about
the size and characteristics of the population

of children with autism living in lower-income
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households overall, and by key subgroups (defined
by race/ethnicity) who are at greater risk for
poverty. We conclude the report with a discussion
of policy and practice implications and provide
recommendations for future research.

In each chapter, we start with an overview

of relevant issues, review what’s been found
previously, and provide technical details about how
we analyzed the data.

Each chapter contains two sections focused on

our two main questions of interest: 1) income-
based disparities among children with and without
autism, and 2) income-based disparities among
children with autism from different racial and
ethnic backgrounds.
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Key Findings

We found that household income appears to be a very important factor for understanding health disparities
for people with autism, as it is associated with differences in health status, insurance coverage, medical
expenditures, and healthcare access. The report also shows that autism, poverty, and race/ethnicity appear
to be risk factors for poor health and healthcare outcomes individually and in combination.

We present key findings on income-based differences in health and health care between children with

autism versus those without autism and between white children with autism versus BIPOC children with
autism.

Findings by Chapter:

Household Income

Does household income look the same for children Does household income look the same for BIPOC

with autism versus children without autism? : children with autism versus white children with

« Over half of the children with autism lived in lower-income ~ : autism?
households and one in four were poor, which was higher i« Alarger percentage of children with autism from lower-
than the percentage of children without autism who lived in : income households were BIPOC, compared to the overall
lower-income and poor households. population of children with autism.

Do income-based differences in health outcomes Do income-based differences in health look the same

look the same for children with autism versus : for BIPOC children with autism versus white children

children without autism? ¢ with autism?

* Children with autism had poorer overall health and dental * Across all income groups, a greater percentage of BIPOC
health, more chronic health difficulties, and more health children with autism had poorer overall health, poorer dental
conditions than children without autism, regardless of health, and more severe autism than white children with
income. : autism.

* As household income increased, so too did the percentage e A greater percentage of poor and near-poor BIPOC children
of children with excellent health. had poorer health, compared with their middle- and high-

* Autism-based differences in excellent overall health income BIPOC counterparts.

and dental health were smallest among high-income
households, with the proportion of high-income children
with autism with excellent dental health exceeding those of
high-income children without autism.
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Health Care Access and Use

Do income-based differences in healthcare use and

access look the same for children with autism versus :

children without autism?

* The proportion of children with access to a usual source of
care increased as household income increased, regardless
of autism status.

e Caregivers of children with autism were four times more
likely to report that their child did not receive needed
healthcare in the past year, compared to caregivers of
children without autism.

* Near-poor and middle-income children with autism were
more likely to have an unmet healthcare need than their
poor and high-income counterparts.

Do income-based differences in healthcare use and
access look the same for BIPOC children with autism

: versus white children with autism?

* Children of other race(s) had similar rates of health care use

as white children except for mental health care servicess.

i+ Racial/ethnic differences in healthcare use were most evident

among near-poor and middle-income households, with
BIPOC children having lower rates of use.

i« BIPOC children with autism had lower levels of access to

a usual source of care than white children with autism.
Hispanic children with autism were at the greatest risk for
poor outcomes.

. * There was a general decrease in unmet healthcare needs with

income among white children with autism but not among
BIPOC children with autism.

Health Insurance and Expenditures

Do income-based differences in health insurance
and expenditures look the same for children with
autism versus children without autism?

* Overall, 96% of children with autism had some type of
health insurance coverage at the time of the survey. Poor
children with autism were more likely to have some type
of health insurance coverage than poor children without
autism (95% versus 88%).

e Children with autism were more likely to have public health
coverage and less likely to have private coverage than
children without autism across income levels.

e Children with autism had similar rates of consistent
insurance coverage than children without autism but
were less likely to have adequate coverage, regardless of
income.

* Children with autism who were poor were more likely to
have adequate insurance coverage (61%) versus children
from high-income households (41%) while poor and high-
income children without autism were equally as likely to
have adequate insurance.

* Middle and high-income caregivers of children with autism
were more likely to report difficulty paying for their child’s
medical bills than caregivers from other income groups and
those of middle-income children without autism.

* As income increased, so too did out-of-pocket medical
expenses. Differences in out-of-pocket medical expenses
between children with and without autism were the greatest
among middle- and high-income groups relative to poor
and near-poor groups.

10 | The Intersection of Autism, Health, Poverty and Racial Inequity

Do income-based differences in health insurance and

expenditures look the same for BIPOC children with
: autism versus white children with autism?

i« White and BIPOC children with autism were similarly likely

to have some type of health insurance coverage. Among
BIPOC children, only Hispanic children differed in insurance
coverage from white children (93% versus 98%).

* Type of health insurance varied according to race/ethnicity.

Across all income levels, Black (63%) and Hispanic (64 %)
children with autism were more likely to have public health
insurance coverage than white children (47 %) and children of
other race(s) (45%).

* While consistency in health insurance coverage did not vary

by race/ethnicity, BIPOC children with autism were more
likely to have adequate health insurance coverage. Notably,
Black (58%) and Hispanic (50%) children were more likely to
have adequate health insurance coverage than white children
(46%) and children of other race(s) (41%).

* Poor BIPOC children had the highest rates of reported

insurance adequacy (66 %) relative to their BIPOC and white
peers in other income groups.

* Black children with autism and those in middle-income

households were at the greatest risk for medical hardship.

* High-income BIPOC children with autism were the least

likely to have no out-of-pocket medical expenses (5%) and
most likely to have expenditures of $500 or more (66%).
Conversely, BIPOC and poor children had the lowest
expenditures, with 77% reporting no expenses and just 6%
reporting expenditures of $500 or more.
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Background

Children with autism and their families face
significant health challenges due to complex
service needs and frequent out-of-pocket
expenditures for health care. 3¢

In our November 2020 National Autism Indicators
Report on Health and Health Care, we found differences
in health and healthcare outcomes among children
with autism relative to children with and without
other special healthcare needs (as indicated by
increased need for health care, medication, or
services compared to peers).> Children with autism
had poorer overall health and dental health than
children without autism, and they also experienced
higher levels of functional difficulties and had more
health conditions than their peers without autism.
We found differences in co-occurring health and
mental health conditions, office visits, mental
health care, and need for care coordination. Families
of children with autism also had higher total
healthcare expenditures than families of children
with and without other special healthcare needs

and paid more out-of-pocket for medications. We
reported similar findings in our 2020 National Autism
Indicators Report on Family Financial Hardship. That
report revealed that families of children with autism
had higher out-of-pocket medical expenses than
children without special healthcare needs and were
more likely to have difficulty paying for health care.”

Children with autism, children from lower-
income households, and children who are
Black, Indigenous and People of Color (BIPOC)
disproportionally experience poor health and
healthcare access.*#1?

Our May 2020 National Autism Indicators Report on
Family Financial Hardship demonstrated that children
with autism from lower-income households were at

greater risk for poor health and health care relative
to their more affluent peers with autism. Families of
color are at a historical disadvantage of experiencing
poverty because of systemic barriers such as
discriminatory practices. As a result, racial and class
inequalities are closely tied in the United States,
further complicating pathways to stable health
outcomes. Our 2020 National Autism Indicators Report
on Health and Health Care found that BIPOC children
with autism are more likely to report health and
healthcare disparities than their white counterparts.
We also found that healthcare visits were less
common among Hispanic children with autism
compared to their white counterparts. Likewise,
caregivers of Black children with autism were the
most likely to report needing help coordinating their
child’s care. According to our 2020 National Autism
Indicators Report on Family Financial Hardship, the
families of BIPOC children with autism were also at
greater risk for material hardships (difficulty paying
for basics like food or housing, unable to afford
adequate food, difficulty paying a child’s medical
bills, and reducing work hours to care for their
child), than their white, non-Hispanic peers. The
report also found that BIPOC children with autism
were at greater risk of living in lower-income
households.

Autism research has a Eurocentric/white bias and
has failed to include BIPOC researchers and study
participants.B To date, there has been little research
about how social identities “intersect” to impact
health and health care for children with autism. For
example, a BIPOC child with autism who lives in
poverty might have different healthcare experiences
than a white child with autism from a high-
income household. We need to better understand
the intersectionality of these multiple social
characteristics to figure out how to target and tailor
interventions and improve health outcomes.
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Chapter 1.
Household Income

To better understand the economic situation of children with autism, this chapter provides new estimates
about the size and characteristics of the population of children with autism living in lower-income
households overall, and by key subgroups defined by race and ethnicity.

As noted earlier, we define income categories based on the federal poverty level. The federal poverty level
for a family of four within the 48 contiguous states and DC was $24,600 annual income in 2017 (the
beginning time frame for our data set) and $26,200 annual income in 2020 (the final year of our data set).
Separate income thresholds are issued for Alaska and Hawaii.

This chapter is divided into two sections. Section 1 examines income-based differences in health status for
children with and without autism. Section 2 focuses only on children with autism and examines income
based differences by race/ethnicity.
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Section 1.1

Does household income look the same for children

with autism versus children without autism?

WHAT WE KNOW:

Findings from our May 2020 National Autism
Indicators Report on Family Financial Hardship.

¢ More children with autism lived in lower-
income households, compared to children with
other special healthcare needs and children
with no special healthcare needs.

* More children with autism from lower-income
households had poorer health and higher
autism severity (by caregiver report) than their

peers from higher-income households. /

WHAT THIS REPORT ADDS:

Our new analysis generated more recent
population estimates of household income among
the population of U.S. children with and without

autism. We found:

e Over half of the children with autism lived in
lower-income households and one in four were
poor.

We define income categories based on the
federal poverty level:

e poor (0%-99% of the FPL)

e near-poor (100%-199% of the FPL)

e middle-income (200%-399% of the FPL)
e high-income (400% of the FPL or higher).

More generally, lower-income households refer
to income less than 200% of the FPL and higher-
income households refer to income at or above
200% of the FPL.

More children with autism lived in poor households,
compared to children without autism. One in

four (25%) children with autism lived in poor
households. More than half of children with autism
(53%) lived in lower-income households, versus
41% of children without autism. Fewer children
with autism lived higher-income households than
their peers without autism (21% versys 31%). These
findings are similar to those presented in our
previous report on family financial burden.

Over half of children with autism lived in
low-income households and 1 in 4 lived
in poor households.

Low-Income middle-
"poor near-poor ' income

Autism 25% 28% 21%

middle-
poor near-poor | income

No Autism 19% = 22% 28% 31%
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Section 1.2

Does household income look the same for BIPOC children with autism versus white children
with autism?

WHAT WE KNOW: WHAT THIS REPORT ADDS:

Findings from our May 2020 National Autism Our new analysis examined whether household

Indicators Report on Family Financial Hardship. income varied according to race/ethnicity among

« A greater proportion of children with autism the population of children with autism. We found:
from lower-income households were non-white, ¢ Two-thirds of children with autism from lower-
lived in a household headed by a single mother, income households were BIPOC, compared
and had at least one sibling with a special to about half of children with autism from all

health care need. households.
j A larger percentage of children with autism from

lower-income households were Hispanic and
a smaller percentage were white relative to the
total population of children with autism.

A larger proportion of lower-income children with
autism were BIPOC in the lower-income group
rela.tive to the t(?tal population of children. with more racially/ethnically diverse than all
autism. In particular, 41% of the population of children with autism.

lower-income children was Hispanic, whereas 30% BIPOC

of all children with autism were Hispanic. White
children comprised 47% of the group of children

Low-income children with autism were

White  Black Other

with autism, but just 36% of the subpopulation Low-income
of children with autism from lower-income children with 41%
households. autism

Black Other Hispanic

All children

0,
with autism s

Source: National Survey of Children's Health 2017-20

14 | The Intersection of Autism, Health, Poverty and Racial Inequity



As income increased, the percentage of white children in each
income group increased. Similarly, the lower income groups had
the highest percentages of BIPOC children with autism.

The percentage of BIPOC children with autism
decreased as household income increased.

m Poverty

m Near Poor

m Middle-Income
High-Income

67%

41% [40%

23%

15% 13%

%

White Black Hispanic
Source: National Survey of Children's Health 2017-20
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Chapter 2.
Health Status

The purpose of this chapter is to examine the health status of U.S. children with and without autism, with
a spotlight on the intersection of an autism diagnosis, household income and race/ethnicity.

In this chapter, we focus on three health status measures for children: overall health, dental health, and
caregiver-reported autism severity. We also examine the presence of a variety of chronic health difficulties
and health conditions.

This chapter is divided into two sections. Section 1 examines income-based differences in health status for
children with and without autism. Section 2 focuses only on children with autism and examines income-
based differences by race/ethnicity.
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Section 2.1

Do income-based differences in health outcomes look the same for children
with autism versus children without autism?

WHAT WE KNOW: WHAT THIS REPORT ADDS:
Findings from our November 2020 National Autism Our new analysis focuses on gathering more
Indicators Report on Health and Health Care and details on healthcare use and access across

May 2020 National Autism Indicators Report on different income levels. We found:

Family Financial Hardship. ¢ Across all income groups, children with autism
were less likely to report excellent overall health
and excellent dental health relative to children
without autism. They also had more chronic
health difficulties and more health conditions
than children without autism, regardless of
household income.

Our past reports have shown that health status
varies by autism diagnosis, although patterns
differ between higher- and lower-income
households:

e On average, the health of children on the
autism spectrum was worse than the health of
children with and without other special health
care needs (SHCN).?

e Children with autism were more likely to have
fair/poor dental health relative to children with
other SHCN, but not relative to children with no
SHCN.2

e Caregivers of children with autism generally
reported similar levels of chronic health
difficulties, compared to caregivers of children
with other SHCN.?

e Based on parent report, children with autism
had higher rates of every single condition
listed, compared to children with other SHCN,
with the exception of children with asthma.?

Children from poor households generally
experienced the most health issues and better
health was observed in children in households
with higher-income, for both children with and
without autism.

Differences in excellent overall health and dental
health between children with and without autism
were smallest among high-income households,
with the proportion of high-income children with
autism with excellent dental health exceeding
those of high-income children without autism.

We define income categories based on the
federal poverty level:

poor (0%-99% of the FPL)

e near-poor (100%-199% of the FPL)
middle-income (200%-399% of the FPL)
high-income (400% of the FPL or higher).
More generally, lower-income households refer
to income less than 200% of the FPL and higher-
income households refer to income at or above
200% of the FPL.

¢ A lower percentage of caregivers of children
with autism from lower-income households
rated their child’s health as excellent, and a
higher percentage rated their child’s autism as
severe, compared to caregivers of children with
autism from higher-income households.” /
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Overall Health

Overall, a greater proportion of children
with autism were rated as having fair/
poor overall health, compared to their
peers without autism (8% versus 1%), and
only half as many were rated as being in
excellent health (31% versus 65%).

Autism-based differences in caregiver-
reported overall health persisted across all
income levels, with differences in overall
health between children with and without
autism ranging from 28 to 36 percentage
points.

Health status increased with household
income for both groups: 23% of poor
children with autism had caregiver-
reported excellent health, versusversus

41% of high-income children with autism..

Dental Health

Overall, the proportion of children with
autism with caregiver-reported fair/poor
dental health was more than twice that

of children without autism (14% versus
6%). Likewise, the proportion of children
with autism with excellent dental health
was half that of children without autism
(23% versus 46%). When examining
specific income categories, poor and near-
poor children with autism had the lowest
percentage with excellent dental health
with the proportion of children with
excellent health increasing with household
income. Notably, children with autism
were much less likely to have excellent
dental health than children without autism
at every income level except the highest
group. Among high-income households,
parents of children with autism were more
likely than parents of children without
autism to report excellent dental health
(34% versus 29%).

Children with autism were
more likely to have :
fair/poor overall health and :
less likely to have excellent :
health than children :
without autism.

Overall health across all
income levels

31%
65%

very
good

good

25%

1%

8% fair/poor

No Autism

Autism

67%
i 59%
H 53.%/'0/./.

: Poor

Children with autism were less
likely to have excellent health
than children without autism,
regardless of household income.

Excellent overall health at each income level

76%

39% 41%

23% 23%

Middle-
Income

Near-
Poor

High-
Income

Source: National Survey of Children's Health 2017-20

Across all income levels,

i Children with autism were less likely

more children with to have excellent dental health than

autism had fair/poor 2 ¢
dental health than : l
children without autism. : 1

Dental health across all
income levels

23%
46%

very
good

good

¢ children without autism at every

ncome level except the highest
ncome group.

Excellent dental health at each income level

46%

16% 16%
6% )
fair/poor =
. : : Poor Near- Middle- High-
No Autism — Autism : Poor Income Income

Source: National Survey of Children's Health 2017-20
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Chronic Health Difficulties

Caregiver-reported chronic health
difficulties were more common among
children with autism than children without
autism. When caregivers were asked about
frequent or chronic difficulties their child
experienced over the past 12 months, about
half (52%) of children with autism had no
reported chronic health difficulties, versus
71% of children without autism; 26% had
one difficulty (versus 20% of children
without autism); and 23% had two or more
difficulties (versus 10%).

Differences in chronic health difficulties
between children with and without autism
were evident at each level of income.
Regardless of household income, children
with autism were more likely to have

at least one caregiver-reported chronic
difficulty than children without autism.
This disparity was most prominent among
poor children, with a difference of 25
percentage points. The steepest difference
in frequency of caregiver-reported chronic
difficulties among children with autism
occurred between poor (62%) and near-
poor (46%) children with autism. This
difference was much greater than that
observed among children without autism.

The frequency of a wide variety of chronic
health difficulties for children varied
among income groups. Lower-income
children with autism had the highest rates
of every difficulty measured by the survey,
except for swallowing.

Children with autism had
more chronic health
difficulties than children
without autism.

Number of chronic difficulties
across all income levels

52%
1%

26% KU

20%

22% 2o0r
10% more

No Autism Autism

Source: National Survey of Children's Health 2017-20

! Differences in at least one chronic
: health difficulty between children
: with and without autism were
greatest among poor households.

= One or more chronic difficulty at each income level

i 62

46%
44%

Poor Near- Middle- High-
Poor Income Income

4

i ar%
: 33%
: 29%

23%

0%

Lower-income

25 [

Lower-income children with autism had
the highest rate of every chronic health
difficulty except for swallowing
compared to children without autism.

Breathing/ - 9%

respiratory problems . 7%

Headaches or back 13%
or body pain 6%

|
Toothaches I 39

7% 5%
’ . Bleeding gums r2
0

%

4% l Eating or 6%
2% I swallowing 1%

Source: National Survey of Children's Health 2017-20

Higher-income

Stomach/ -18%
8% - intestinal problems . 7%

21% - Decayed teeth or 14%
17% | cavities 10%

17%
10%
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Health Conditions

. . Children with autism had ~ : Children with autism were more likely
When the survey queried about nine more health conditions than : to have at least one health condition
different health conditions, a much children without autism. ~ : compared to children without autism,
higher percentage of children with ) : regardless of household income.
K . . Number of health conditions + One or more health condition at each income level
autism across all income categorles across all income levels :
had at least one caregiver-reported 10% S oo 92% 91%

health condition, compared to children 83%
without autism. OneOne in ten (10%)
children with autism had none of the 78%
listed health conditions, versus 78% of
children without autism. Most children

with autism (70%) had two or more

(Y one

2o0r
more

[ —

health conditions (versus 9% of children 13% £ 25% 23% 21% 20%
without autism). 9% '
2 Poor Near- Middle- High-
. . No Autism Autism Poor Income Income
Although dlfferences between mcome Source: National Survey of Children's Health 2017-2020

groups were fairly small within each
diagnostic group, the differences
between the autism and no autism
groups were large, across all income
groups.

Children with autism had higher rates of
all health conditions relative to children

Specific health conditions varied by without autism

autism status and household income.

While lower-income children with Lower-Income Higher-Income
al:ltiSl‘l’l had the h'ighest rE}tes of .six of 1% Leamning 55%
nine health conditions, higher-income 7% disability 49,
children Wlt.h autism were more likely o4 N Developmental | o'
to have anxiety (46% versus 40%) and 5% delay | 3%

1 o, o,
behav1or.problems.(54 o Yersus 49%) 529 Speechllanguage [ 47
than their peers with autism from 5% disorder | 4%
lower-income households. The most so, [ Behaviol [ s+
common health conditions reported for 8% [l conduct problems | 5%
lower-income children with autism were 43% 46%

. s . ADHD F °
learning disability (71%), developmental 9% 7%

0, 3 0, 0,

delay (64%), and speech disorders 40% — Anxiety 46%
(52%). 7% W 8%

21% 10%
100/5 Asthma ' 79,

19% Il intellectual [ 16%

1% | disabiity 0%
15% - | JRIAL
Depression 0

WH P | 3%

Source: National Survey of Children's Health 2017-20
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Section 2.2

Do income-based disparities in health look the same for BIPOC children autism versus white
children with autism?

WHAT WE KNOW: WHAT THIS REPORT ADDS:

Findings from our November 2020 National Autism We found:
Indicators Report on Health and Health Care and e Across all income groups, BIPOC children with

May 2020 National Autism Indicators Report on
Family Financial Hardship.

Our past reports have shown that health status

autism were less likely to report excellent overall
health and dental health (per caregiver report)
than white children with autism. They were also

more likely to have severe autism.
varies by race and ethnicity, although differences y

between higher-income and lower-income
households was not examined. We found:

Poor and near-poor BIPOC children generally
had lower percentages of excellent health
than their middle- and high-income BIPOC

e BIPOC children with autism had poorer health
counterparts.

than white children with autism.?

The most disadvantaged group of children with
autism (BIPOC poor children) had the poorest
health outcomes across all measures.

e Certain health conditions varied in prevalence
by race and ethnicity in children with autism.
ADHD and anxiety were more commonly
reported in white, non-Hispanic children than in
children of any other race or ethnicity. Asthma
and developmental delay were more commonly
reported in Black, non-Hispanic children.?

¢ Young BIPOC children might be particularly
vulnerable to experiencing hardship. A majority
(80%) of caregivers of Black children with
autism and 75% of caregivers of Hispanic
children with autism reported at least one
hardship, compared with 59% of caregivers of

white children with autism.” /
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Overall Health

The percentage of white children with
autism with caregiver rated excellent
overall health was similar to to that of
BIPOC children with autism. Among
BIPOC children with autism, 31% of
Black children, 30% of children of other
race(s), and 26% of Hispanic children
with autism were reported to have
excellent overall health.

Examination of specific income groups
revealed substantial differences within
race/ethnicity subgroups. For example,
15% of poor BIPOC children with autism
were reportedly in excellent health,
versus 31% of their high-income BIPOC
peers. Similarly, 18% of poor white
children with autism were reportedly

in excellent health, compared to 36%

of their high-income white peers.
There were only small between-

group differences; within each income
category, differences between white and
BIPOC children ranged from one to five
percentage points.

Dental Health

Relative to white children with autism, a
lower percentage of BIPOC children with
autism had caregiver-rated excellent
dental health (28% versus 34%). Among
BIPOC children, Hispanic children had
the lowest rate of excellent dental health
(17%), followed by Black children (23%)
and children of other race(s) (24%).

Across income groups, Black
children with autism were
most likely to have excellent
overall health.

Excellent overall health across all income
levels

White 27%

BIPOC 28%

Among BIPOC children...

Black 31%

Other 30%

Hispanic 26%

Source: National Survey of Children's Health 2017-207

: BIPOC children with autism were

: less likely to have excellent overall
: health than white children with

: autism at all income levels except
: middle-income households.

= Excellent overall health at each income level

36%

;1% 14%
Poor Near- Middle- High-
Poor Income Income

Caregivers of Hispanic
children with autism were
almost half as likely to report
excellent dental health than
caregivers of white children.

Excellent dental health across all income levels Excellent dental health at each income level

White 34%

BIPOC 28%

Among BIPOC children...

Black 23%

Other 24%

Hispanic  [NE&S

Source: National Survey of Children's Health 2017-20

: Middle-income BIPOC children

: with autism had the best overall

: dental health while poor and near-
: poor BIPOC children with autism

: had the poorest.

42% 41%

P 21% 21%

Poor Near- Middle- High-
Poor Income Income
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Autism Severity

A similar percentage of caregivers of
white and BIPOC chidlren with autism
rated their child’s autism as severe.
Examination of individual BIPOC
groups showed that this reflected a
comparatively high percentage of Black
children (22%) with severe autism.

The gap in autism severity between
white and BIPOC children was present
in each income group except middle-
income and was greatest among the
lowest income group.

Caregivers of Black children
with autism were much more
likely to report severe autism
than those of children from all
other race/ethnic groups.

Severe autism across all income levels

e 9%
BPOC KK

Among BIPOC children...

Black 22%

Other 10%

Hispanic [RltA

Source: National Survey of Children's Health 2017-20

: Caregivers of BIPOC children were
: more likely to report severe autism,
except among the middle-income

i group.

= Severe autism at each income level

18%

14% .
‘:: 12% -
10%

9% 7% 5
Poor Near- Middle- High-
Poor Income Income
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Chapter 3.
Health care access and use

The purpose of this chapter is to examine health care use and access among children in the United States
with and without autism, with a spotlight on the intersection of an autism diagnosis, race/ethnicity, and

household income.

We report on three dimensions of health care use and access (based on caregiver report):

» Health care use. We include four indicators of health care use in the past 12 months: medical visits
(including sick care and hospitalization), preventative visits, dental health care visits, and mental health
care visits. We also report the number of times the child visited a hospital emergency room in the prior
12 months.

» Usual source of care. This includes three indicators of access to a usual source of care: whether the child
had a usual source of sick care, whether the child had a usual source of preventative care, and whether
the child had a personal doctor or nurse. The National Survey of Children’s Health defines a personal
doctor or nurse as a health professional who knows this child well and is familiar with this child’s
health history. This can be a general doctor (like an internist), a pediatrician, a specialist doctor (like a
psychiatrist), a nurse practitioner, or a physician assistant.

» Unmet health care needs. We considered a child to have an unmet medical need if the caregiver
reported that the child did not receive needed health care at any time in the past year. We focused on
three types of health care: medical care, dental care, and mental health care. We also report if the child
did not receive needed health care due to cost.

This chapter is divided into two sections. Section 1 examines income-based differences of all United
States children, ages 3-17, by autism status. Section 2 focuses only on children with autism and examines
income-based differences by race/ethnicity.
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Section 3.1

Do income-based disparities in Health care access and use look the same for children with
autism versus children without autism?

WHAT WE KNOW: WHAT THIS REPORT ADDS:
Findings from our November 2020 National Autism Our new analysis focuses on gathering more
Indicators Report on Health and Health Care. details on health care use and access across

different income levels. We found:
e Most children with autism (75% or higher) had a

. ¢ Poor children with autism were the most likely
place for routine care and a personal doctor.

to have had at least one visit to the emergency
room in the past year relative to their higher-
income peers and to their peers without autism.

e The proportion of children with autism who
had a usual source of preventative care was
similar to that of other children with and without : . .

The proportion of children with access to a

special health care needs. .
/ usual source of care increased as household

income increased, regardless of autism status.

Caregivers of children with autism were four

times more likely to report that their child did
We define income categories based on the not receive needed healthcare in the past year,
federal poverty level: compared to caregivers of children without

e poor (0%-99% of the FPL) autism.

e near-poor (100%-199% of the FPL) Near-poor and middle-income children with

e middle-income (200%-399% of the FPL) autism were more likely to have an unmet
health d than thei d high-

¢ high-income (400% of the FPL or higher). . el el et e )
income counterparts.

More generally, lower-income households refer

to income less than 200% of the FPL and higher-

income households
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Health Care Use

Children with autism more often had
a medical visit (88%) in the past year
than children without autism (80%).
These patterns were consistent over
income levels. Differences in medical
visits between children with and
without autism were largest among
poor households (a percentage point
difference of 18) and smallest in the
highest-income group (a percentage
point difference of four).

Across all income groups, children with
and without autism had similar rates

of preventative visits in the past year
(86% versus 84%). When broken down
by income, the gap in preventative care
between children with and without
autism was largest among those living
in poor households (88% versus 74%).
There were no differences in preventative
care among the near-poor and high-
income groups.

Of children with autism who had a
preventive visit, 14% spent less than 20
minutes with their provider (versus 19%
of children without autism), 55% spent
10-20 minutes (versus 64% of children
without autism), and 31% spent more
than 20 minutes with their provider
(versus 17% of children without autism).
For both children with and without
autism, the proportion that spent over 20
minutes with their provider decreased as
income rose. Data not shown.

More children with autism :
had a medical visit in the :
: widest among the lowest-income group
¢ and narrowed with increasing income.

past year than children
without autism.

Medical visit in the past year
across all income levels

88%

80%

No Autism Autism

Source: National Survey of Children's Health 2017-20

Differences in medical visits between
children with and without autism were

Medical visit in the past year at each income level

- 92%
85%
. 88%

82%

69%

Poor Near- Middle- High-
poor income income

Most children with and
without autism had a
preventative visit in the
past year.

Preventative visit in the past year
across all income levels

No Autism Autism

Source: National Survey of Children's Health 2017-20

P 88% 89%

Near-poor children with autism were
: the least likely to have had a
: preventative visit in the past year.

* Preventative visit in the past year at each income level

90%

P 74%

Poor Near- Middle- High-
poor income income
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Across all income groups, children with
autism were less likely to have had a
dental visit in the past year than children
without autism (81% versus 87%). This
pattern persisted at each income level,
with the percentage of children who had
a dental visit in the past year generally
increasing with household income. The
income gradient for dental visits were
similar for children with and without
autism.

Overall, children with autism were nearly
five times more likely to receive mental
health care than children without autism
(44% versus 9%). Differences in mental
health care by income were minimal for
both children with and without autism,
ranging from 41%-48% among the
autism group and from 9%-10% among
children without autism.

Fewer children with i Children with and without autism
autism had a dental visit : followed similar patterns of dental
in the past year. care visits across income levels.

Dental visit in the past year across all

: Dental visit in the past year at each income level
income levels :

94%

87%

79%

7%

Poor Near- Middle- High-

No Autism Autism . .
poor income income

Source: National Survey of Children's Health 2017-20

Mental healthcare use was Differences in mental healthcare use
nearly 5 times higher among : between children with and without
children with autism than : autism persisted at each level of
children without autism. : income.

Received mental health treatment in
the past year across all income levels

: Received mental health treatment in the past year at
. each income level.

46% 48%

41% 43%

P —)

0
i ) i Poor Near- Middle- High-
No Autism Autism : poor income income

Source: National Survey of Children's Health 2017-20
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More than one in five autistic children

had visited the emergency room in the Children with autism had i Three-quarters of poor children
last year: Fourteen percent of children more emergency room visits : with autism had at least one

. . . . in the past year than children : emergency room visit in the
with autism visited the emergency room without autism. : past year.
one time in the paSt yearand 90/ o visited Number of emergency room At least one emergency room visit at each
the emergency room two or more times. visits across all income levels :  income level

The percentage of children with autism
who visited the emergency room at least
one time during the past year generally
declined with income; however, there
were no differencesdifferences in
emergency room use between near-poor

and middle-income households. : 120 |8
Usual Source of Care NoAutism  Autism

Across all income levels, 84% of children
with autism had a usual source of sick
care, versus 77% of children without
autism. More children with autism had
access to a usual source of sick care

than their peers without autism at every

839, 76% 34%

14% 13%

Poor Near- Middle- High-

: poor income income
Source: National Survey of Children's Health 2017-20

More children with autism : Differences in a usual source of sick

. ) had a usual source of : care between children with and without
income level; however, differences sick care than children ~ : autism were largest among poor
between children with and without without autism. households and narrowed as income
. . . : increased.
autism were under five percentage points :
. . Usual source of sick care across = Usual source of sick care at each income level
among the highest-income group. allincome levels :
91%
Comparing income categories, there 84%

7%

was a steeper increase in access to a
usual source of sick care among children
without autism as household income
increased. The percentage of children
without autism who had access to

a usual source of sick care was 63% : _

. . Poor Near- Middle- High-
among the poorest group but 87% in NoAutism  Autism : poor income income
the high-income group (a difference of X
23 percentage points). In comparison,
the corresponding difference was 13
percentage points among children with
autism (77% of poor children vs. 91% of
children in high-income households).

63%

Source: National Survey of Children's Health 2017-20
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A majority (93%) of children with autism
had a usual source of preventative care,
as did a majority of children without
autism (91%). For both groups, poor
children had the lowest access to a usual
source of preventative care, and access
increased with rising income.

Overall, 75% of children with autism had
a personal doctor or nurse. There was
generally an increase in the percentage
of children who had a personal doctor

or nurse as income increased, for both
children with and without autism.
However, a greater percentage of
children with autism had a personal
doctor or nurse at all levels of income
except high-income households.

Most children had a usual
source of preventative
care.

Usual source of preventative care across
all income levels

No Autism Autism

85%

: Near-poor children with autism were
: more likely to have a usual source of
preventative care than near-poor

: children without autism.

Usual source of preventative care at each income level

96% 97%

96%

: 83%

Poor Near- Middle- High-
poor income income

Source: National Survey of Children's Health 2017-20

Three-fourths of
children with autism
had a personal doctor
or nurse.

Personal doctor or nurse across
all income levels

Autism

No Autism

: The proportion of children with and
: without autism who had a personal
doctor or nurse increased with income.

Personal doctor or nurse at each income level

85%

64%

58%

Poor Near- Middle- High-
poor income income

Source: National Survey of Children's Health 2017-20
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Unmet Health Care Needs

Across all income levels, children with
autism were much more likely to report
an unmet health care need than children

The percent of children with :
autism who did not receive :

needed health care in the
past year was four times

Children with autism from
middle-income households were at

the greatest risk of not receiving

needed health care in the past year.

higher than that of children

] ] (o) (o)
without autism (12% versus 3%). These without autism.

patterns persisted across income levels;
however, the magnitude of autism-based
differences varied substantially based

on household income. The percentage
point difference in unmet health care
needs between children with and without

Did not receive needed health care across Did not receive needed health care at each income level

all income levels

autism ranged from a low of three points : 14% 16%

among poor households to 13 points 2 9% 5% ) )

among middle-income households. £ 6% % % ﬁz 0//"
No Autism Autism : Poor Near- Middle- High-

Children with autism in middle-income : poor income  income

Source: National Survey of Children's Health 2017-2020

households had the highest rates of
unmet health care needs (16%), followed
by children with autism in near-poor
households (14%), poor households (9%)
and high-income households (7%). The
percentage of unmet health care needs
generally declined with increases in
household income.

Low-income children with autism more often
reported an unmet need for dental care than their
higher-income peers, and less often reported an
unmet need for mental health services.

Types of unmet health care need

varied according to autism status and
income level. Lower-income children
with autism reported a greater need

for medical care (22% versus 17%) and
dental care (65% versus 33%) than their

Percent of children with unmet needs of each type. Among children who did not
receive needed health care...

Lower-Income

2% [N

Higher-Income

Medical 17%

care 31%

peers from higher-income households, ,

but lower unmet need for mental health 32% . Mental 48%
services (32% versus 48%). In the 28% health 31%
non-autism group, children from lower- 65 o i
income households were at greater risk ’ Dental 33%
for unmet medical care (36% versus 31%) 59% No Autism care 47%

and dental care (59% versus 47%) than
their higher-income peers, but not for
unmet mental health service needs (28%
versus 31%).

Source: National Survey of Children's Health 2017-20
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Income-based differences in unmet health care needs
due to cost varied according to autism status. The
percentage of parents with a reported unmet health care
need due to cost was the same for lower- and higher-
income households among the autism group (52%) but
not for children without autism, where 56% of lower-
income children had an unmet need due to cost versus
to 62% of higher-income children.

Unmet healthcare needs due
to cost did not differ between
lower- and higher-income
children with autism.

Percent of children with unmet need due to cost.

Among children who did not receive needed
health care...

62%

52% 52%

Lower-income Higher-income

Source: National Survey of Children's Health 2017-20
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Section 3.2

Do income-based differences in health care acess and use look the same for
BIPOC children with autism versus white children with autism?

WHAT WE KNOW:

Findings from our November 2020 National Autism
Indicators Report on Health and Healthcare

Findings from earlier chapters in this report show
that BIPOC children with autism are at greater
risk for poverty and that lower-income children
face more risk for poor health. Our past reports
have also shown that health care use and access
vary by race and ethnicity, although patterns
might differ between higher- and lowerS-income
households:

e White, non-Hispanic children were the most
likely to have a usual source of preventive care
and to have a personal doctor or nurse. Black
and Hispanic children with autism were the
least connected to usual source of care.

e Hispanic children with autism were the least
likely to report seeing a physician in the past
year. Health care visits (including medical
visits, preventative visits, and mental health
counseling) were less common in Hispanic
children with ASD than in non-Hispanic children
of any race.

e Emergency room visits did not vary across race

and ethnicity among children with autism. /
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WHAT THIS REPORT ADDS:

Our new analysis focuses on gathering more
details on race/ethnic disparities in health care use
and access across different income levels.

We found:

e BIPOC children had similar rates of health care
use as white children except for mental health
care services.

Race/ethnic differences in health care use were
most evident among near-poor and middle-
income households, with BIPOC children having
lower rates of use.

BIPOC children with autism had lower levels
of access to a usual source of care than white
children with autism.

Hispanic children with autism were at the
greatest risk for poor outcomes. The white-
Hispanic gap in access to a personal doctor or
nurse was 14 percentage points and only 70%
of Hispanic children had dental care in the past
year, which was less than Black children and
children from the other race(s) category.

There was a general decrease in unmet
healthcare needs with income among white
children with autism but not among BIPOC
children with autism. Notably, nearly one-fifth
(19%) of BIPOC children with autism from
middle-income households had an unmet need, a
higher percentage than those of BIPOC children
in poor (6%) and high-income (5%) households.




Health Care Use
. . ) L DA h holds, BIPOC
Most (91%) of white children and Blaﬁk and HISPaIrmr:l cflllldren : cmlzrr'gnpxﬁ; a?:tllss‘:n :,efe more
. . . with autism were the least Hit . -
children of another race(s) with autism likely to have had a medical likely to have a medical visit than
saw a doctor, nurse, or other health care visit in the past year. : their white peers with autism.
professional for medical care in the past A P ,
foll d by 85% of Black child Medical visit in the past year across all * Medical visit in the past year at each income level
year, 1olilowed by 0 O dCK cnilaren, income levels
o . X . :
and 82% of Hispanic children. White 919 0
: 91% 93% 93%
. 1 85%
When broken down by income, BIPOC BIPOC 85% i 85/:><'t__‘/'
. . - 0, 0,
children were generally less likely to £ 88% b 83% 88%
have had a medical visit than their Among BIPOC chirer.. :
white counterparts except among poor Black 85%
households. :
Other 91% =
There was little variation in medical Hispanic 82% Poor Near- Middle- High-
visits within BIPOC groups. Near-poor : Poor Income  Income
children Of other race(s) ere the most Source: National Survey of Children's Health 2017-20
w

likely to have had medical visit in the
past year while near-poor Hispanic
children were the least likely.

Race/ethnic differences in medical visits during the
past year were very small across household
income levels.

93%
93%
89% 0%
85% 0
85% 85%
Poor Near- Middle- High-
poor income income
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The greatest racial/ethnic differences

in preventative visits were between
Hispanic (79%) and white (91%)
children with autism (a percentage point
difference of 12). The Black-white gap
in preventative visits was six percentage
points. There were no differences in
preventative visits between white
children and children of other race(s).

When broken out by income, BIPOC
children with autism had lower rates
of preventative care use than white

children, except among the poorest group.

Notably, BIPOC children in near-poor
households were much less likely to have
had a preventative visit relative to their
BIPOC and white peers from all other
income groups.

These patterns persisted when broken
out by more detailed racial/ethnic
categories. 68 % of Hispanic children
from near-poor households had a
preventive visit in the past year.

Hispanic children were less likely
to have had a preventative visit
than children in all other
race/ethnic groups.

: BIPOC children from near-poor

: households were the least likely to
have had a preventative visit in the
. past year.

Preventative visit in the past year across all Preventative visit in the past year at each income

income levels : level
e 9% i
! 8% 90% 93% 92%
BIPOC 82%
: 86% 83% 8%
Among BIPOC children...
73%
Black 85%
Other 90% i
Hispanic %% i Poor Near-  Middle- High-
. Poor Income Income

Source: National Survey of Children's Health 2017-20

Hispanic children with autism in near-poor
households were the least likely to have had a
preventative visit in the past year.

92% 93%
90% —C— 92%
86% 90%
85% 81%
Poor Near- Middle- High-
poor income income
—@— \hite —4—pBlack  ==Other === Hispanic
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White children with autism more often
had a dental visit than BIPOC children
with autism (87% versus 76%). Within
BIPOC children, 70% of Hispanic
children had dental care in the past year
compared to 83% of Black children and
87% of children of other race(s).

White children had higher dental care
use than BIPOC children at each income
level except the highest income group.
The percentage point difference between
white and BIPOC children decreased from
13 points in the poor group to just four
percentage points in the high-income

group.

The racial/ethnic gap among high-
income households was the largest
between Hispanic (79%) and white
(90%) children (a 21 percentage point
difference). Black children with autism
from poor and near-poor household had
the highest rates of dental care (88%
and 92%). However, the percentage
dropped substantially between near-poor
and middle-income households (92%
versusversus 67%, a 25 percentage point
decrease). On the contrary, the rate of
dental care use generally increased with
income among all other race/ethnic
groups.

BIPOC children of every income

: level were less likely to have a

: usual source of sick care than their
: white peers.

Nine-in-ten white children with
autism had access to a usual
source of sick care during the
past year.

Usual source of sick care across all
income levels

= Usual source of sick care at each income level

White 90%

9 93%
88% 93% o
BIPOC 78% 81.%/‘/0—'
H ‘___‘__-—-——""‘/86‘%
Among BIPOC children... 76% 7% 80%
o
o
8% i Poor Near-  Middle-  High-
Poor Income Income

Source: National Survey of Children's Health 2017-20

Dental care use dropped between near-poor and
middle-income Black children with autism, but not
for any other race/ethnic group.

90%
88% 90%
86% 86%
81% 79%
69%
Poor Near- Middle- High-

poor income income
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About one-third (32%) of Black children,
20% of children from other race(s), and
19% of Hispanic children.

When broken out by income, differences
in emergency room use between white
and BIPOC children varied substantially
based on income. BIPOC children had
lower rates of emergency room use at

all income levels except in the poorest
group; however, racial/ethnic differences
were under five percentage points among
high-income households.

Usual Source of Care

Children in the other race(s) cateogory
had similar rates of access to a usual
source of sick care than white children
across all measures except for access to
sick care - in which access for children
of other race(s) was 10 percentage points
lower than white children.

Differences among BIPOC groups were
very small, with 79% of Black children,
80% of children of other race(s), and
78% of Hispanic children having a
usual source of sick care.

At each income level, white children with
autism were more likely to have a usual
source of sick care than children of all
other race/ethnicities.

The greatest racial/ethnic differences
in access to a usual source of sick care
were among the near-poor and middle-
income groups.

Black children were more
likely to have had at least one
emergency room visit in the
past year than all BIPOC
children.

At least one emergency room visit across all
income levels

White 25%

BIPOC 23%

Among BIPOC children...

Black 32%

Other 20%

Hispanic 19%

Source: National Survey of Children's Health 2017-20

The percentage of BIPOC children

: with at least one emergency room

: visit in the past year was smaller

: than those of white children, except
among poor households.

= At least one emergency room visit at each income level

i 36%

i 32% 19%

19% 14% 15%
Poor Near- Middle- High-
Poor Income Income

Nine-in-ten white children with
autism had access to a usual
source of sick care during the
past year.

Usual source of sick care across all
income levels

White 90%

BIPOC 78%

Among BIPOC children...
Black 79%
Other 80%

Hispanic 78%

Source: National Survey of Children's Health 2017-20

BIPOC children of every income

: level were less likely to have a

: usual source of sick care than their
: white peers.

Usual source of sick care at each income level

9 93%
88% o ’
81.%/0/‘-_-‘
.___//8;0/0
0,
76% % 80
Poor Near- Middle- High-
Poor Income Income
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There was an income gradient in access to a usual
source of sick care with income for both white

and BIPOC children. However, when examined by
more detailed racial/ethnic categories, we found
that clumping BIPOC children together hides
heterogeneity within this group. For instance,
access to a usual source of sick care was higher

in near-poor households than those in poor
households for all race/ethnic groups except

for Black children. Black children in near-poor
households were the least likely to have access to

a usual source of sick care (68%), a 10 percentage
point decline from poor Black children. Likewise,
we found that Black children increased in access

to sick care from near-poor to middle-income (22
percentage point increase) whereas access declined
by only two percentage points among Hispanic
children and 11 percentage points among children of
other race(s).

The greatest differences between white and Black
children in access to a usual source of sick care
were in the near- poor group (with a Black-
white gap of 22 percentage points) while greatest
differences for Hispanic children and children of
other race(s) were in the middle-income group,
with percentage point differences of 16 for both.

Although the proportion of BIPOC children with a
usual source of sick care increased with each level
of income, disaggregated findings show differences
in income-gradients within BIPOC groups. For
instance, the proportion of Black children with

a usual source of sick care dropped from 78% in
the poverty group to 68% in the near-poor group
(a 10 percentage point decline). Likewise, access
also dropped between middle- and high-income
households among Hispanic children and children
of other race(s).

source of sick care.

81%
79%
78%
74%
Poor Near-
poor
=@ \\/hite =—4=—Black

Black children with autism in near-poor
households were the least likely to have a usual

93%
92%
89%
80%
Middle- High-
income income
== Other ~ ==fe==Hispanic
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White children with autism were more likely to
have a usual source of preventative care than BIPOC
children (97% versus 89%).

Compared to white children, Black and Hispanic
children were much less likely to have access to

a usual source of preventative care (88% versus
97%, or nine percentage points). There were no
differences between white children and children

in the other race(s) category. This trend continued
regardless of income, with white children generally
reporting greater access to preventative care.

Income-based differences in access to a usual
source of preventative care were observed among
BIPOC children only. The percentage of BIPOC
children with preventative care between the lowest-
and highest-income group rose 17 percentage
points (from 81% in poverty to 98% of high-income

households) compared to just a two percentage
point increase among white children (from 95%
among poor household to 98% of high-income
households).

The gap in access to a usual source of preventative
care between white and BIPOC children with autism
was widest among those living in poor households
and narrowed as income increased. For instance,
among children with autism, 81% of BIPOC children
and 95% of white children had access to a usual
source of preventative care (a percentage point
difference of 14%). This gap decreased to a seven-
and five-percentage point difference among near-
poor and middle-income households. Among high-
income households, access to preventative care did
not differ between white and BIPOC children with
autism.\

Children of other race(s) had
similar levels of access to a
usual source of preventative
care as their white peers.

Usual source of preventative care across

: Race/ethnic differences in usual
: source of preventative care were
: largest among poor children and
narrowed with income.

= Usual source of preventative care at each income

all income levels : level
i e 97%
. 0

BIPOC 89% : 91% 93%

Among BIPOC children... 81%

%

Other 96%

Hispanic 88% Poor Near-  Middle- High-

Poor Income Income

Source: National Survey of Children's Health 2017-20
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The Black-white and Hispanic-white gap
in preventative care, was largest among
poor households (percentage point
differences of 18 and 14, respectively).
These gaps generally decreased with
income, reducing to a Black-white gap
of one percentage point and a Hispanic-
white gap of three percentage points
among high-income households, with
Hispanic surpassing white in the high-
income group.

Black and Hispanic children in poor
households had the leasta access to a
usual source of preventative care (76%
and 81%).

Among those in poor households, white
children and children of other race(s)
had higher access to a usual source

of preventative care than Black and
Hispanic children, whereas high-income
households did not greatly vary in access
by race/ethnicity.

Among those in poverty, white (74%)
children and children of other race(s)
(78%) had higher access to a usual
source of preventative care than Black
(61%) and Hispanic (56%) children,
whereas high-income households did not
greatly vary in access by race/ethnicity.

Black and Hispanic children with autism from poor
households had the lowest access to a usual
source of preventative care.

100%

95% 97%
95% 96%
81% o

0
76%

Poor Near- Middle- High-

poor income income

=@ \\hite =¢=—Black == Other === "Hispanic
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81% of white children and 70% of BIPOC children
had a personal doctor or nurse. There were wide
racial/ethnic differences among BIPOC children
with autism: 81%of children of other race(s) had a
personal doctor or nurse, followed by 72% of Black
children and 66% of Hispanic children.

Within BIPOC categories, Black and Hispanic
children with autism were much less likely to have
a personal doctor or nurse than their white peers.
Across all income levels, 72% of Black children

had a personal doctor or nurse, compared to 81%

of white children (a percentage point difference of
nine). The gap between white and Hispanic children
was even larger (14 percentage points).

Access to a personal doctor or nurse increased
between middle- and high-income BIPOC children
but either plateaued or decreased among white
children. The percentage of BIPOC children

with a personal doctor or nurse increased by 14

percentage points between middle- and high-
income households but did not change among white
children. Therefore, BIPOC children in high-income
households had greater access than their white
counterparts (89% versus 83%).

BIPOC children were less likely to have of having a
personal doctordoctondoctor or nurse than white
children at all income levels except the highest-
income group. Among the high-income group,
more BIPOC children had a personal doctor or nurse
than white children (89% versus 83%). Differences
between white and BIPOC children with autism
were largest in poorpoor income households, with
74% of white children having a personal doctor or
nurse versus 60% of BIPOC children (a percentage
point difference of 14). Racial/ethnic differences
were smaller among near-poor and middle-income
households.

Hispanic children with autism
were the least likely to have
access to a personal doctor or
nurse compared to all other
race/ethnic groups.

Personal doctor or nurse across all
income levels

White 81%

BIPOC 70%

Among BIPOC children...

72%

Black

Other 81%

66%

Hispanic

Source: National Survey of Children's Health 2017-20

: Among high-income households,
BIPOC children had greater access
: to a personal doctor or nurse in the
: past year than their white peers.

Personal doctor or nurse at each income level

89%

83%

60%

Middle-
Income

Near-
Poor

Poor High-

Income
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Patterns for access to a personal
doctor or nurse by race look like other
measures of access in several ways.
Access to a personal doctor or nurse
increased with income among white
children and plateaued among middle-
and high-income groups.

There was a steeper increase in access
to a personal doctor or nurse among
Black and Hispanic children with
autism than white children, especially
for access to a usual source of sick
care. The percentage of children who
had a personal doctor or nurse rose
from 69% among poor households to
97 % in the high-income group among
Black children and from 56% to 89%
among Hispanic children. Increases

in access among white children and
children of other race(s) were much
smaller (a nine percentage point
difference among white children and a
six percentage point difference among
children of other race(s)).

Unmet Health Care Needs

There was a general decrease in unmet
health care needs with income among
white children with autism but not
among BIPOC children with autism.
Notably, nearly one-fifth (19%) of
BIPOC children with autism from
middle-income households had an
unmet need, a higher percentage than
those of BIPOC children in poor (6%),
and high-income (5%) households.

Black and Hispanic children with autism had
the greatest increase in access to a personal
doctor or nurse than white and other children.

97%
89%
84%

78% 83%

74%

61%

56%

Poor Near- Middle- High-
poor income income

=@ \\hite =¢=—Black  =@=Other === "Hispanic

Differences in the percent
of children who did not
receive needed health care
between white and BIPOC
children were small.

Middle-income BIPOC children were
more likely to have not received
: needed health care in the past year
: than white and BIPOC children.

Did not receive needed health care across Did not receive needed health care at each income level
all income levels :

19%

i 15% 15%
13% 14% 8%
P 6% 5%

White BIPOC i Poor Near- Middle- High-
: poor income income

Source: National Survey of Children's Health 2017-2020
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Chapter 4.

Health Insurance and Expenditures
The purpose of this chapter is to examine how autism diagnosis and race/ethnicity intersect with

household income to affect health insurance and expenditures United States Children.

Health insurance status was based on parent reported coverage in the past 12 months and was broken

into three categories: public, private, and uninsured. We also examined two dimensions of insurance
quality. Consistent insurance coverage, which referred to insured for all twelve months during the past
year. Adequacy of insurance (among insured children only) was based on two indicators: parent report that
coverage 1) always meets their child’s needs and 2) always allows child to see needed providers.

This chapter is divided into two sections. Section 1 examines income-based differences of all United
States children, ages 3-17, by autism status. Section 2 focuses only on children with autism and examines
income-based differences by race/ethnicity.
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Section 4.1

Do income-based differences in health insurance and expenditures look the same for children
with autism versus children without autism?

WHAT WE KNOW:

Findings from our November 2020 National Autism
Indicators Report on Health and Health Care and May
2020 Report on Family Financial Hardship.

Our past reports have shown that health insurance

and expenditures vary by autism diagnosis, although
patterns might differ between higher- and lower-income
households:

Children with autism from lower-income households
most often had public health insurance while children
from higher-income households had private health
insurance.”

Families of children who had public health insurance
reported lower out-of-pocket expenditures and
were less likely to report problems paying for their
child’s medical care than children with private health
insurance.”

Most children with autism had insurance at the time
of the survey and were continuously insured over the
past 12 months (93%).2

Almost half (46%) of caregivers of children with
autism reported that their child’s insurance did not
always cover the services they needed.?

Children with autism from lower-income households
who received public health insurance had higher
levels of safety net program use than children with
autism who were either uninsured or received private
health insurance only. Safety net programs refer
broadly to government-funded programs that provide
material and financial support for people living in
poverty, and include programs like food stamps, cash
assistance, or free/reduced cost lunch. ?

Families of children who had public health insurance
reported lower out-of-pocket expenditures and were
less likely to report problems paying for their child’s

medical care than children with private health /

WHAT THIS REPORT ADDS:

Our new analyses focused on gathering more details
on different income levels. We found:

Nearly all children with autism had some type of health
insurance coverage at the time of the survey. Poor
children with autism were more likely to have some type
of health insurance coverage than poor children without
autism.

Children with autism were less likely to have public
coverage and less likely to have private coverage than
children without autism overall and within each income
level.

Among insured children, those with and without autism
had similar rates of insurance consistency. However,
differences in insurance consistency were observed
among poor and near-poor households for children with
autism only.

Children with autism were less likely to have adequate
coverage, both overall and within each income level.

Income-based disparities in insurance adequacy were
much more pronounced among children with autism than
those without autism.

Middle and high-income caregivers of children with
autism were more likely to report difficulty paying for their
child’s medical bills than caregivers from other income
groups and those of middle-income children without
autism.

As income increased, so too did out-of-pocket medical
expenses. Autism-based differences in out-of-pocket
medical expenses were the greatest among middle-
and high-income groups relative to poor and near-poor
groups.

We define income categories based on the
federal poverty level:

e poor (0%-99% of the FPL)

e near-poor (100%-199% of the FPL)

e middle-income (200%-399% of the FPL)

e high-income (400% of the FPL or higher).
More generally, lower-income households refer

to income less than 200% of the FPL and higher-
income households
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How Did we Measure Health Insurance Coverage?

Type of health insurance was broken into three categories: public, private, and uninsured. The NSCH
defined public health insurance as “Medicaid, Medical Assistance, or any kind of government assistance
plan for those with low incomes or a disability.” Private health insurance was defined as “insurance through
a current or former employer or union, purchased directly from an insurance company, TRICARE or other

military health care, or coverage through the Affordable Care Act or other private insurance.”

This study considered a child to have public health insurance if they used only public health care OR a
combination of public and private health insurance.

Insurance Status

Most children had health insurance
coverage, regardless of household
income. Overall, 96% of children
with autism and 93% of children
without autism had some type of
health insurance coverage at the time
of the survey. More than half (54%)
of children with autism were covered
by public health insurance (versus
34% of children without autism) and
41% were covered by private health
insurance (versus 59% of children
without autism).

Children with autism were
more likely to have public
insurance and less likely to
have private insurance than
children without autism.

Health insurance type across all
income levels

88%

41% P95 4%
o . 97%
59% : - 94%
. o

YU ubiic

34%

Poor Near-
poor

7% 4% uninsured
No Autism Autism :

Source: National Survey of Children's Health 2017-20

¢ Poor children with autism were more
. likely to have some type of health

: insurance coverage than poor

: children without autism.

Any health insurance at each income level.

97% 97%

Middle- High-
income income

Among poor children, those with autism had higher rates of health insurance coverage than their peers
without autism. Differences in health insurance coverage between children with and without autism
were largest among poor households, in which 95% of children with autism were covered versus 88% of

children without autism.

Despite high overall rates of health insurance coverage among children, disparities in type of insurance
existed across the income distribution. A strong gradient for public and private health insurance coverage
was visible for both children with and without autism. As household income increased, so too did the
percentage of children with private health insurance, regardless of autism status. Likewise, the proportion
of children with public health insurance decreased with rising income. Children in poor households were
most likely to have public health insurance and least likely to have private health insurance, regardless of

autism diagnosis.
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A note about household
income and insurance.

The Medicaid and State Children’s
Health Insurance Programs (SCHIP)
in most states have income eligibility
limited to < 200% of FPL. However
several states have expanded eligibility
to 250% or even 300% of FPL. Thus,
the likelihood of being uninsured or
publicly or private insured varies by
state for this income group. These
income thresholds also vary by

age across the states for Medicaid
eligibility for age groupings of infants,
ages 1-5, ages 6-16, and ages 17-18.
Some middle-income and most

of the highest income groups are
predominantly covered by private
insurers.

Insurance Quality

How did we measure
insurance quality?

We used two measures of insurance
quality, insurance consistency and
insurance adequacy.

e Consistent health insurance
means that the child was covered
by any type of health insurance for
all twelve months in the past year.

e Adequate health insurance means
that caregivers reported that their
child’s insurance always meets
their child’s needs and always
allows their child to see needed
providers.

For both children with and without autism, the percentage of
children with public health insurance coverage decreased with
income while the percentage of children with private coverage

increased with income.

Public insurance at each income level

86%

Poor Near- Middle-
poor income

Source: National Survey of Children's Health 2017-20

= Private insurance at each income level

91%

i 10%

High- Poor Near- Middle- High-
income : poor income  income

About nine in ten
children with autism had
consistent health
insurance coverage.

Consistent health insurance
coverage across all income levels

91% 93%

No Autism Autism

Source: National Survey of Children's Health 2017-20

Poor children with autism were more
likely to have consistent health
insurance coverage than poor
children without autism.

= Consistent health insurance coverage at each income level

96%

93% 91% 94%
96%
91%

0,
85% 8%

Poor Near- Middle- High-
poor income income

Overall, 93% of children with autism had consistent health insurance coverage.
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A child was considered to have adequate health
insurance coverage if their caregivers reported
that their insurance always meets their child’s
needs and always allows their child to see needed
providers. Among the 96% of children with autism
who received health insurance coverage, 49% had
adequate coverage, versus 63% of insured children
without autism.

Half (52%) of caregivers of children with autism
reported that their insurance always meets their
child’s needs (versus 66% of insured children
without autism) and 64% reported their insurance
always allows their child to see needed providers
(versus 77% of insured children without autism).

Children with autism had lower rates of adequate
coverage at each income level, with differences
between children with and without autism
widening as household income grew. Among poor
households, 61% of children with autism had
adequate health insurance coverage versus 66% of
children without autism (a five percentage point
difference). Among high-income households, the
autism gap grew to 23 percentage points, with 41%
of children with autism having adequate coverage
versus 64% of children without autism. Income-
based differences in adequate coverage were more
pronounced among children with autism than for
children without autism.

A smaller percentage of

Among children with autism, insurance
adequacy was the highest in the lowest
income households and declined as
income increased.

children with autism
had insurance that
always covered needed
services and providers.

Insurance always covered needed
services and providers across all
income levels. Among children with
any health insurance coverage.

Insurance always covered needed services and providers
at each income level. Among children with any health
insurance coverage.

H 66% 0, 0,
63% : 64% 61% 64%
61%
50%
42% 41%
: : i Poor Near- Middle- High-
No Autism Autism : poor income income

Source: National Survey of Children's Health 2017-20
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Expenditures

Across all income groups, children with autism were much more likely than children without autism to
have no medical expenses (39% versus 33%) and to haver expenses of $1,000 or more (22% versus 13%).

What is an out-of-pocket
medical expenditure?

In the NSCH, out-of-pocket medical
expenditures (or OOP), are costs
that a family paid for medical, health,
dental, and vision care during the
past 12 months, including co-pays
and amounts from Health Savings
Accounts and Flexible Spending
Accounts.

Does not include health insurance
premiums or costs that were or will be
reimbursed by insurance or another
source.

Over one-fifth of familes of children with
autism had out-of-pocket medical expenses
of $1,000 or higher.

Across all income levels
$250- $500- $1000

none 499 999  ormore
Autism 39% WM IM% 1% 22%
one $1-249 $250-  $500- $1000
NO 0 0, 0, 0, 0,
_ 33% 28% 15% 1% 13%
Autism

Source: National Survey of Children's Health 2017-20
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Generally, there was an income gradient with
out-of-pocket medical expenses. About three-
fourths (74%) of children with autism from poor
households had no out-of-pocket medical expenses,
compared to 51% of children with autism from
near-poor households, 20% from middle-income
households, and 7% from high-income households.

As income increased, so too did the amount of
out-of-pocket expenses. There was ananincrease
in the proportion of children with autism who
reported out-of-pocket expenses of $500 or more
and autism-based differences in out-of-pocket
medical expenses were the greatest among middle-

and high-income groups relative to poor and near-
poor groups. For instance, 65% of high-income
caregivers had out-of-pocket expenditures of $500
or more in the autism group (versus 38% in the

no autism group), followed by 44% of middle-
income (versus 28%), 29% of near-poor (versus
14%), and 9% of poor caregivers of a children with
autism (versus 8% of caregivers of children with
no autism). This trend is likely due to the higher
proportion of children who receive public health
insurance in lower-income groups. Similar trends
were reported for children without autism (data not
shown).

9%

20%
17%

29%
74%

51%
Poor Near-

poor

Out-of-pocket medical expenses
generally increased with income
among children with autism.

28% ey
20%

7% KN
Middle-  High-
income  income

Source: National Survey of Children's Health 2017-20

44%

$500
65% or

more

$1-
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Across all income levels, caregivers of
children with autism had higher rates
of medical hardship. Just under one-
fifth (19%) of caregivers of children
with autism reported problems paying
for child’s medical bills (versus 10% of
caregivers of children without autism).

Children with autism from middle-
income households had the highest
levels of medical hardship (28%),
whereas the other income groups had
similar levels to one another (16-17%).

Regardless of household income,
caregivers of children with autism
were more likely to report difficulty
paying for their child’s medical bills
than caregivers of children without
autism. Differences in medical
hardship between children with

and without autism were greatest
among the middle-income group (a
percentage point difference of 14) and
smallest among the near-poor group
(a percentage point difference of five).

Parents of children with
autism were nearly twice
as likely to report
difficulty paying for their
child’'s medical bills.

Difficulty paying child's medical bills
across all income levels

No Autism Autism

: The percentage of caregivers reporting
: difficulty paying for their child's

: medical bills was highest among

: middle-income households of children
. with autism.

Difficulty paying child's medical bills at each income level

28%

) 17% 16%
0,
: 2% 14%
i 70/0 70/o
Poor Near- Middle- High-
poor income income

Source: National Survey of Children's Health 2017-20
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Section 4.2

Do income-based differences in health insurance and expenditures look the
same for BIPOC children with autism versus white children with autism?

WHAT WE KNOW:

Findings from our November 2020 National Autism
Indicators Report on Health and Health Care and
May 2020 Report on Family Financial Hardship.

e eHispanic and Black, non-Hispanic children
with autism were the most likely to have public
insurance only.?

e Over 60% of caregivers of Black, non-Hispanic
and Hispanic children with autism reported
that their child’s insurance always covered the
services they needed, compared to less than
half of white children and children of other
races.

e Problems paying for care varied by race
and ethnicity in children with autism. Half of
caregivers of Black, non-Hispanic children with
autism reported difficulty — a higher rate than
caregivers of Hispanic children, white, non-
Hispanic children, and non-Hispanic children of
other races.?

e QOut-of-pocket costs of care for children on the
autism spectrum were different across racial
and ethnic groups. Approximately 27% of
households of children with autism who were
white had at least $1,000 per year in out-of-
pocket costs of care. Hispanic children were

mostly likely to have no medical payments.” /
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WHAT THIS REPORT ADDS:

Our new analyses focused on gathering more
details on different income levels. We found:

e eWhite and BIPOC children with autism were
similarly likely to have some type of health
insurance coverage. Among BIPOC children,
only Hispanic children differed in insurance
coverage from white children.

Type of health insurance varied according to
race/ethnicity. Across all income levels, Black
and Hispanic children with autism were more
likely to have public health insurance coverage
than white children and children of other race(s).

Black and Hispanic children with autism were
more likely to have adequate health insurance
coverage than white children and children of
other race(s).

Poor BIPOC children had the highest rates of
reported insurance adequacy relative to their
BIPOC and white peers in other income groups.
And Black children with autism and those in
middle-income households were at the greatest
risk for medical hardship.

High-income BIPOC children with autism were
the least likely to have no out-of-pocket medical
expenses and most likely to have expenditures
of $500 or more. Conversely, BIPOC and poor
children had the lowest expenditures




Insurance Status

White and BIPOC children with autism White children with autism ! Racelethnic differences in usual
were similarly likely to have some type were more likely to have some : squrce of preventative care were
f health i 9% type of health insurance : largest among poor children and
of health insurance coverage (98% coverage than BIPOC children. : narrowed with income.
versus 940/0)- Among BIPOC Chlldren, Any health insurance across all income Any health insurance at each income level
only Hispanic children differed fovels :
in insurance coverage from white White 98% :oos% 98% %% 98%
children. , S - —
BIPOC 94% Do95% 92% 94% 94%
Near-poor and middle-income BIPOC Among BIPOC chidren..
children had lower levels of insurance _ 059
than their white peers. HIZE ’
Other 95%
Insurance coverage generally increased — , :
with income for all race/ethnic 9% : Poor Near-  Middle-  High-
: Poor Income Income

CategO]fieS. Source: National Survey of Children's Health 2017-20 7

Hispanic children with autism : Among high-income households,

were the least likely to have BIPOC children had greater access
access to a personal doctoror  : to a personal doctor or nurse in the
nurse compared to all other : past year than their white peers.

racel/ethnic groups.

Personal doctor or nurse across all * Personal doctor or nurse at each income level
income levels H

White 81%

BIPOC 70% 83% o
Among BIPOC children... :

Black 2% 60%

Other 81%

Hispanic 66% Poor Near-  Middle- High-

: Poor Income Income
Source: National Survey of Children's Health 2017-20
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Type of health insurance also varied
according to race/ethnicity. Across

all income levels, Black (63%) and
Hispanic (64%) children with autism
were more likely to have public health
insurance coverage than white children
(47%) and children of other race(s)

(45%).

Public health insurance decreased
with income while private coverage
increased with income for both groups
of children. Differences in type of
health insurance between BIPOC and
white children with autism were
relatively small across income levels.
The sharpest decrease in public
coverage occurred among near-poor
and middle-income households, with a
percentage point decline of 36 among
BIPOC children and 26 among white
children.

Black and Hispanic children with autism were more likely
to have public health insurance coverage and less likely to
have private coverage than white children and children of
other race(s).

Any Private Insurance Any Public Insurance

67% white [ 47%
49% BIPOC 61%
Among BIPOC children...
48% Black 63%
63% orer [ 45%
46% Hispanic 64%

Source: National Survey of Children's Health 2017-20

For both white and BIPOC children with autism, public health
insurance coverage decreased with income while private coverage
increased with income.

Public insurance at each income level = Private insurance at each income level

92% : 95%

Teo | 1%

Poor Near-  Middle-  High- i Poor Near-  Middle-  High-
poor income income & poor income income

Source: National Survey of Children's Health 2017-20

52 | The Intersection of Autism, Health, Poverty and Racial Inequity




Insurance Quality

Consistency in health insurance
coverage did not vary by race/
ethnicity or household income.

There were differences in insurance
adequacy within BIPOC groups.
Notably, Black (58%) and Hispanic
(50%) children were more likely

to have adequate health insurance
coverage than white children (46%)
and children of other race(s) (41%).

Racial/ethnic differences in adequate
coverage varied according to
household income. For instance,
near-poor BIPOC children with
autism had lower rates of adequacy
than their white and their poor and
high-income BIPOC peers. Poor
BIPOC children with autism reported
the highest levels of adequate
coverage (66%).

Nearly all children who had
health insurance were
covered for all 12 months
during the past year,
regardless of race/ethnicity.

Consistent health insurance coverage
across all income levels

White 98%

BIPOC 98%

Among BIPOC children...

Black 95%

Other 97%

Hispanic 99%

Source: National Survey of Children's Health 2017-20

: There were little racial/ethnic

: differences in the percentage of
: children with consistent health

: insurance by household income.

= Consistent health insurance coverage at each income level

98% o7 99% 100%
96% 96% 96% 9%
Poor Near- Middle- High-

Poor Income Income

The percentage of children
with adequate insurance
differed by race/ethnicity.

Insurance always covered needed
services and providers across all income
levels. Among children with any health
insurance coverage.

White 46%

BIPOC 50%

Among BIPOC children...

Black 58%

Other 41%

Hispanic 50%

Source: National Survey of Children's Health 2017-20

: Poor BIPOC children with autism

: were the most likely to report

: adequate health insurance coverage.
Insurance always covered needed services and providers

* at each income level. Among children with any health
: insurance coverage.

o

: 66% 50%

: 45% 429

4o 43%

. (]

: 40% 38%
Poor Near- Middle- High-

Poor Income Income
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Expenditures
Across all income levels, BIPOC BIPOC chidren with autism : Racelethnic differences in no
. ) . . were much more likely to ¢ out-of-pocket medical expenditures
children with autism were more likely have no out-of-pocket © were present among poor and near-
to have no out-of-pocket medical medical expenditures than  : poor households only.
. . hite chi . :
expenses than white children (49% e °“"°_"e"’ overall :
o . Medical expenditures of $0 across all : Medical expenditures of $0 at each income level
versus 28%) and less likely to have income levels :
o,
expenses of $500 or more (25% versus White 28%
42%). Among BIPOC children, Black
and Hispanic children with autism BIPOC 7%

were more likely than children of other

. . Among BIPOC children... :
race(s) and white children to report ’ : 6

no medical expenses. However, the Black
percentage of BIPOC children with 19 10%
Other 31% 19%

out-of-pocket expenses of $500 or : -
more did not vary within race/ethnic Hispanic 54% i Ppoor Near- Middle- High-
Categories, Source: National Survey of Children's Health 2017-20 Poor Income Income
Race/ethnic differences in out-of-
pocket expenditures of $500 or more
were only apparent among poor (a
percentage point difference of 11) and . .

h holds ( t White children were more : Race/ethnic differences in medical
nef;lr—pt.)or ouseholds (a .peI:CEI'l age likely to have out-of-pocket expenditures of $500 or were
point difference of 10). Similar medical expenditures of $500 : present among poor and near-poor

findings were observed for no out- or more than BIPOC children. : households only.

pF)Cket expendltures, with race( ethnic Medical expenditures of $500 or more Medical expenditures of $500 or more at each income level
differences of 13 percentage points across all income levels :

among poor children and 14 points White 42%

among near-poor children.

BIPOC [

66%

Among BIPOC children...
Black 24%

Other 26%

Hispanic RS i Poor Near-  Middle-  High-
Poor Income Income

Source: National Survey of Children's Health 2017-20
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Black children with autism and those

in middle-income households were at Caregivers of Black children : Middle-income caregivers of BIPOC
the greatest risk for medical hardship. were most likely to report : children were most likely to report
difficulty paying their child's : difficulty paying their child's
medical bills. : medical bills.
Difficulty paying child’s medical bills Difficulty paying child's medical bills at each income level

across all income levels

19%
BIPOC 2%

Among BIPOC children...

Black 23%

Ol 17% £ 15% 15% 14%

: . ) : ) .
Hispanic 17% : Poor Near- Middle- High-
. Poor Income Income
Source: National Survey of Children's Health 2017-20
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Looking Forward

Conclusions and recommendations
for future research

Findings

Reducing socioeconomic and racial/ethnic
disparities in health and health care is a national
priority for autism research.! Yet, there is little
evidence that examines health and healthcare
measures by race/ethnicity and socioeconomic
position at the population-level. This report begins
to address this gap by examining autism-, racial/
ethnic-, and income-based disparities in health
and health care in U.S. children ages 3-17 using
nationally representative data. We focused on the
following two questions:

1. Do income-based differences in health and
health care outcomes look the same for
children with and without autism?

2. Do income-based differences in health and
health care outcomes look the same for BIPOC
children with autism and white children with
autism?

Below, we summarize how our findings offer initial
answers to these questions and discuss research
and policy implications.

We examined health and healthcare outcomes
overall and by household income for U.S. children
with autism and without autism. Health status,
insurance coverage, medical expenditures, and
health care access among children with autism
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varied across income groups, with lower-income
groups experiencing consistent disparities across
categories. At the same time, poor children
occasionally showed higher rates of healthg9care
access than their near-poor or middle-income
peers, likely reflecting the importance of access to
safety net programs and public health insurance.

This report also showed that autism, poverty,

and non-white race/ethnicity appear to increase
rates of health concerns and care challenges both
individually and in combination. More work is
needed to understand the complex ways in which
autism, socioeconomic status (including educational
and occupational factors, in addition to income),
and race/ethnicity combine to affect health. To
advance this understanding, we recommend

that future research monitor disparities across a
wide range of social determinants. For instance,
Healthy People identifies four dimensions of social
determinants of health (in addition to health and
health care) including economic stability, education,
social and community context, and neighborhood
and built environment.'>> We also suggest that we
turn our attention to understanding and addressing
policies outside of healthcare - such as economic
safety net policies like food stamps and Social
Security - to address health equity among U.S.
children with ASD.



Do income-based differences in health and
health care outcomes look the same for
children with and without autism?

Key findings include:

+ Children with autism experienced more
challenges than children without autism across
a wide range of health outcomes. Children with
autism had poorer overall health and dental
health, more chronic health difficulties, and
more health conditions than children without
autism. Caregivers of children with autism were
also more likely to report difficulty paying for
their child’s medical bills and to have at least one
unmet health care need due to cost.

+ Poor children with autism had the highest
frequency of poor health outcomes. Lower
household income was associated with higher
rates of poor outcomes on a range of health
status measures including overall health, dental
health, chronic difficulties, health conditions,
and parent-reported autism severity. For health
care access and unmet health care needs, higher
household income was related to having access
to a usual source of care and fewer unmet health
care needs.

- Higher rates of health-related challenges
were evident not just among the poor but also
in near-poor and middle-income groups,
compared with high-income households.

Our findings revealed patterns suggesting
incremental gradients (i.e., greater challenges
as income decreased) for a range of health and
health care outcomes among children with and
without autism including health status, type
of health insurance, and adequacy of coverage.
That said, higher-income did not necessarily
protect caregivers of children with autism

from experiencing difficulties. We found that
caregivers of children with autism from middle-
and high-income households were more more
likely to report difficulty paying for medical bills
than their lower-income peers. The proportion
of middle-income caregivers reporting difficulty
paying for their child’s medical bills was higher
in the autism group compared to the group
without autism (28% versus 14%). This is likely
due to the complex healthcare needs of children
with autism, which can lead to higher medical
use and expenditures, and not meeting income
requirements to qualify for safety net programs.

- Income-based disparities in health and health

care differed between children with and without
autism. While poor children generally had the
highest rates of health and healthcare challenges
regardless of autism status, and rates typically
decreased with each level of rising income, there
were still notable differences in the relationship
between income and health and health care
among children with autism versus those without
autism. For instance, the greatest difference

in rates of overall health and chronic health
difficulties was generally observed between poor
and near-poor households for children with
autism, but not for children without autism.

The percentage of children with autism who

had at least one chronic health difficulty was
substantially higher in poor versus near-poor
income groups (62% vs. 46%, a 15 percentage
point difference). In comparison, the rate of
chronic health difficulties between poor and
near-poor children without autism were not
different. This suggests that among lower-
income groups, differences in income may have
particular relevance for children with autism.
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Do income-based differences in health and
healthcare outcomes look the same for white
children with autism and BIPOC children with
autism?

Key findings include:

- We found differences between white and BIPOC
children with autism on a broad set of health
and health care measures. Compared to white
children with autism, BIPOC children with
autism had lower rates of excellent dental health,
access to a usual source of care, and health care
use. BIPOC children were also more likely to be
covered by public health insurance and to have
inadequate coverage than white children and to
report no out-of-pocket medical expenditures.

+ The observed differences between white and
BIPOC children were also present across specific
racial/ethnic categories. Within BIPOC categories,
Black and Hispanic children were especially
vulnerable relative to children of other race(s).
For example, Black and Hispanic children were
less likely to have a usual source of preventative
care and to have a personal doctor or nurse than
white children and children of other race(s).
Black and Hispanic children were, however, more
likely to have adequate health insurance coverage
than white children and children of other race(s).
Hispanic children had the poorest overall health
and dental health relative to all other race/ethnic
groups while Black children were the most likely
to have severe parent-reported autism. BIPOC
children were also more likely to be poor than
white children across all racial/ethnic subgroups.
Relative to the total population of children with
autism, poor children with autism were more
likely to be Black (23% vs. 15%) and Hispanic
(41% vs. 30%).
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- Racial/ethnic disparities remained even when

we grouped children by household income. One
hypothesis might be that the racial differences
we observed reflect patterns of socioeconomic
inequality in the U.S. Indeed, BIPOC children
from lower-income households had lower rates
of excellent health and lower rates of access to
a usual source of care than their higher-income
peers. Many of these racial/ethnic differences
persisted at each income level, suggesting that
household income accounts for some but not
all racial/ethnic disparities in health and health
care. Although more research is needed in this
area, this finding speaks to the importance of
studying income and racial/ethnic disparities
both separately and in combination.

+ Children from middle-income groups faced

greater health challenges relative to their

peers in other income categories. Nearly one-
fifth (19%) of BIPOC children with autism from
middle-income households had an unmet health
care need, a higher percentage than those of
BIPOC children in poor (6%) and high-income
(5%) households. Middle-income caregivers also
had the greatest difficulty paying for their child’s
medical bills, regardless of child race/ethnicity.
That said, it seems as though middle-income
BIPOC children are especially vulnerable, with
32% reporting hardship versus 24% of white
children in the same income group, even though
middle-income BIPOC children had similar rates
of excellent overall health as their white peers
(29% versus 28%). These vulnerabilities among
middle-income BIPOC children may be due to the
lower rates of public health insurance coverage
among middle-income BIPOC children.



Research and Policy
Recommendations

Although our findings are descriptive in nature
and cannot determine causal relationships, we
found that household income appears to be a

very important factor in understanding health
disparities for children with autism, with further
investigation needed to determine the degree to
which it might contribute to differences in health
status, insurance coverage, medical expenditures,
and health care access. The report also showed
that autism, poverty, and race/ethnicity warrant
additional study as potential risk factors for poor
health and health care outcomes individually and
in combination. More work is needed to understand
the complex ways in which autism, socioeconomic
status, and race/ethnicity combine to affect health.
Future research should monitor disparities across a
wide range of social determinants and incorporate
policies outside of health care to address health
equity among U.S. children with autism.

The growing commitment to create social and
physical environments that promote health

equity has led to widespread recognition of the
importance of social determinants of health.*
Social determinants are broadly defined as “the
conditions in the environments in which people

are born, live, learn, work, play, worship, and
age.”’s These determinants represent factors
outside of medical care that influence health and
can be grouped into five major areas: economic
stability, education, social and community context,
health and health care, and neighborhood and

built environment. At present, much of our
understanding of disparities among children with
autism has concentrated on inequities in health and
health care access; however, evidence shows that
medical care only accounts for a small fraction of
health disparities.'**"Therefore, it is imperative that
researchers monitor disparities across a wide range
of social determinants. Without this information,
and data on how people enroll in health care and
the services they receive, policymakers do not have
the evidence needed to make decisions about health
care policy.

Tracking both the rates of poor health and
variation in rates across relevant social groups can
help to identify areas in which to target policies
and programs. Findings from empirical studies
suggest that the unequal distribution of key health
determinants (like economic resources, housing
difficulties, and neighborhood deprivation) can lead
to disparities in health across social groups. 151819
Indeed, in this report, we found that groups

who had multiple potential risk factors (poverty,
autism, identifying as BIPOC) did show higher
rates of poor health and health care outcomes. In
some cases, the differences we observed between
income groups were more substantial than the
differences we observed between children with

and without autism, or between white and BIPOC
children. We conclude that efforts to reduce

health inequities must be combined with efforts

to improve the economic stability of children,
especially those with autism and those who are
BIPOC. Social policies outside of healthcare delivery
(like cash assistance and nutrition programs)

can reduce health disparities by ameliorating the
adverse effects of poverty among children.?® Future
research aimed at understanding how social policies
influence health disparities is needed.21 Innovative
policy approaches that combine health and social
policy solutions are needed to address the health
inequities we identified.

Data Needs

Monitoring racial/ethnic and economic disparities
in health and its determinants is a necessary step
towards achieving Healthy People 2030’s goal of
eliminating health disparities and achieving health
equity. However, these efforts are impeded by data
limitations. To move this area of research forward,
we need to: 1) Include more detailed measures of
socioeconomic status,22 race/ethnicity, and social
determinants of health in data collection efforts and
analyses; and 2) Include underrepresented racial
and ethnic groups; 3) Collect longitudinal data that
include adults with autism.
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This report monitored patterns in health and health
care across four levels of household income, which
allowed us to not only compare outcomes between
lower- and higher-income households, but to also
distinguish between subgroups of poor, near-poor,
and middle-income children. While this approach
helped to provide a more nuanced understanding
of economic disparities in health, household
income only measures one facet of socioeconomic
status. Moreover, income-based measures may
understate the economic conditions of households
of children because they do not adjust for the
financial demands and costs associated with caring
for a child with a disability.> To address this
shortcoming, future research needs to incorporate
additional indicators of socioeconomic status, such
as education, employment, and food insecurity, and
measures of the communities that surround these
children and families to better understand how
socioeconomic status influences health.
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If sampling of underrepresented groups is not
adequate, me may miss the opportunity to identify
populations of people with autism vulnerable

to poor health outcomes and specific barriers to
healthcare access. Qualitative research could also
provide insight into the ways people with autism
and their families from underserved groups
navigate healthcare systemss.

We also need longitudinal studies that include

a focus on health and socioeconomic status for
autistic people across the lifespan. This would allow
for a better investigation of the cumulative impacts
of poverty and racism on health and employment
in this population. Mental health care needs were
significantly greater for people with autism across
racial/ethnic and income groups. Research should
be conducted to determine how early adverse
experiences and structural inequalities impact

the health and mental health of autistic people
differentially across income group and racial or
ethnic groups over time.



Appendix: Methods

Data Source

Funded by the Health Resources and Services
Administration’s Maternal and Child Health
Bureau, the National Survey of Children’s Health
(NSCH) has a repeated cross-sectional design

and provides national and state-level data on the
health and well-being of United States children,
ages birth to 17 years. The questionnaire, which is
administered in both web-based and paper formats
or by telephone, is completed by an adult caregiver
who is familiar with the health and health care of
the child. The data provide a wealth of information
across a range of topics including: physical and
emotional well-being, health care experiences,
school activities, and neighborhood safety. Earlier
versions of the NSCH have served as a principal
source of state-level information on children’s
health and have been widely used throughout

the Maternal and Child Health Bureau to monitor
federal and state Title V Maternal and Child Health
Services Block Grant programs and Healthy People
objective.

For our analyses, we pooled data across four time
periods (2017-2020) to produce a large enough
sample to stratify findings across multiple
indicators (i.e., race/ethnicity, household income).

Who is represented in this report?

The NSCH was designed to produce nationally
representative findings of non-institutionalized
United States children under the age of 18 living

in mailable residential housing units. Because
sampling focused on the child as the sampling unit,
study results are representative of children but

not the overall population of caregivers or other
household members.

The survey identifies children with autism based
on caregiver report. In this report, a child was
considered to have autism if the reporting caregiver

responded affirmatively to two survey questions: 1)
has a doctor or other healthcare provider ever told
you that this child had autism or autism spectrum
disorder? and 2) does this child currently have the
condition?

Subpopulation Groups

This report highlights disparities by household
income and race/ethnicity.

Household Income

Consistent with past studies,'® we report
household income based on federal poverty level
(FPL) thresholds. We examined four categories of
household income:

« Poor households refer to those under 100%
FPL.

+ Near-poor households are defined as those
between 100% and 199% FPL.

« Middle-income households are between 200%
FPL and 399% FPL.

« High-income households are those at 400% FPL
or higher.

Race and Ethnicity
We categorized children’s race/ethnicity as follows:
- white, non-Hispanic
« Black, non-Hispanic
+ Other race(s), non-Hispanic
- Hispanic

We also included a binary measure of race in
which one group represented white, non-Hispanic
children, and the BIPOC group included all other
race/ethnicity categories.

We combined race and ethnicity to allow for
comparison with other data sources and our
previous reports. The grouping of non-white and
non-Black and biracial/multiracial categories into
an “other” category was done due to small numbers
of people who identified as another race or multiple
races.
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A Note about Race:

The basic racial and ethnic categories for
federal statistics and program administrative
reporting are defined as follows:

¢ American Indian or Alaska Native (Al/
AN). A person having origins in any of
the original peoples of North and South
America (including Central America)and
who maintains tribal affiliation or community
attachment.

e Asian. A person having origins in any of the
original peoples of the Far East, Southeast
Asia, or the Indian subcontinent, including,
for example, Cambodia, China, India, Japan,
Korea, Malaysia, Pakistan, the Philippine
Islands, Thailand, and Vietnam.

¢ Black or African American. A person having
origins in any of the Black racial groups of
Africa. Terms such as “Haitian” can be used
in addition to “Black or African American.”

¢ Hispanic or Latino. A person of Cuban,
Mexican, Puerto Rican, Central or South
American, or other Spanish culture or origin,
regardless of race. The term “Spanish origin
can be used in addition to “Hispanic or
Latino.”

¢ Native Hawaiian/Pacific Islander (NHPI). A
person having origins in any of the original
peoples of Hawaii, Guam, Samoa, or other
Pacific Islands.

e White. A person having origins in any of the
original peoples of Europe, the Middle East,
or North Africa.
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Data Analysis

We presented descriptive data for key indicators

in this report. We used percentages to convey how
often and to what extent characteristics and expe-
riences happened. We did not perform tests of sta-
tistical significance for this report, as if often done
in scientific journal publications. We report group

differences of five percentage points or more. A 10

percentage point difference was used as a criterion
for evaluating a larger magnitude of difference be-
tween groups.

All analyses were done incorporating the complex
sample design information from the NSCH 2017-
2020 in Stata 16.% The estimates in this report may
be slightly different from estimates reported in

our previous work or in other published scientific
articles or reports. These differences represent dif-
fering analytic approaches to analyzing the data,
including how missing data is handled and who is
included or excluded from analysis.

Study Strengths

» The NSCH provides a unique opportunity to
examine health and healthcare outcomes
among a recent (2017-2020), nationally
representative sample of children with autism
across income gradients.

» These pooled data offer a large enough sample
size to stratify outcomes across various racial/
ethnic categories and across four levels of
household income.

» The survey has well-designed and tested data
collection instruments and sampling design
procedures.



Study Limitations

» The NSCH relies on caregiver-reported
autism and does not confirm the diagnosis
by other means, such as use of a screening
instrument, clinical evaluation, or educational
records. As a result, autism may have been
underdiagnosed or overdiagnosed in some
cases; especially for younger children, the
prevalence of autism may be underestimated
because it has not yet been recognized by a
healthcare provider. Although caregivers’
reports of autism diagnoses and severity were
not clinically validated, recent epidemiological
surveillance research in the United States
reveal high concordance rates between parent
reported autism diagnosis and Diagnostic
criteria for autism.26 Findings from past

studies also reveal reliability in parent reported

autism diagnoses of children when compared
to clinical reports,27 and across national
surveys.26.28

> The data are cross-sectional and observational
in nature. We cannot infer causal relationships
between variables. For example, we cannot
determine whether observed differences were
directly attributable to group membership
(e.g., lower-income). Rather, we can only
assess if outcomes differ, on average, between
different groups.

> Measures of race/ethnicity are based on

parent-reported census categories, and do not
represent how a specific child self-identifies
or how that child might be perceived or
categorized by others. This is an important
metric for understanding stigma and racism at
the structural level.

Several other important indicators of social
identity, including sexual orientation and
gender identity, are not included in the NSCH
and therefore could not be measured in this
report. As a result, we are not able to examine
all potentially vulnerable autism populations,
such as young people who do not belong to
cisgender or heterosexual groups.
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