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Dear Colleague:

The Health Resources and Services Administration is pleased to present this chartbook
highlighting the major findings of The 2005-2006 National Survey of Children with Special
Health Care Needs. This represents the second time the survey has been administered,
providing updated information on the prevalence of special health care needs among
children, both nationally and within each State, and on access to and satisfaction with health
care among children with special health care needs (CSHCN) and their families.

The survey continues to produce encouraging findings. A total of 10.2 million children, or
13.9 percent of the Nation’s children, have special health care needs. Of these children, 38
percent are never affected in their daily activities by their conditions, as reported by their
parents. This finding, which is consistent with the results of the 2001 survey, may reflect
their access to the services that CSHCN and their families need: 84 percent of CSHCN are
reported to receive all of the services they need, and the parents of 95 percent report
receiving all of the family support services they require.

The 2005-2006 survey also provides information about the six Core Outcomes used to
measure progress toward the Healthy People 2010 objective to increase the proportion of
States that have service systems for CSHCN. This analysis shows that while the care
received by a majority of CSHCN reflects most of the core outcomes, work remains to be
done to assure that all CSHCN receive comprehensive care through a medical home, and
that youth with special health care needs receive the services necessary to make transitions
to adult life and health care.

We at HRSA hope that these findings continue to be useful to you in your efforts to
monitor and improve systems of care for CSHCN.

Sincerely,

e /
Iy oy )
ﬁ%m ) %L
Elizalgeth M. Duke

Adrhinistrator
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Introduction

Children with special health care needs (CSHCN) are defined by the Department
of Health and Human Services, Health Resources and Services Administration
(HRSA), Maternal and Child Health Bureau (MCHB) as:

“..those who have or are at increased risk for a chronic physical,
developmental, behavioral, or emotional condition and who also
require health and related services of a type or amount beyond that
required by children generally.”

This definition is broad and inclusive, and it emphasizes the characteristics held
in common by children with a wide range of diagnoses. The National Survey of
Children with Special Health Care Needs (NS-CSHCN) provides a consistent
source of both National- and State-level data on the size and characteristics of
the population of CSHCN. This survey, sponsored by HRSA's MCHB and
carried out by the Centers for Disease Control and Prevention’s National Center
for Health Statistics, provides detailed information on the prevalence of CSHCN
in the Nation and in each State, the demographic characteristics of these
children, the types of health and support services they and their families need,
and their access to and satisfaction with the care they receive.

The survey conducted in 2005-2006 represents the second round of the
NS-CSHCN, and therefore presents an opportunity, in some cases, to make
comparisons from the findings of the original 2001 survey. However, in an effort
to improve the survey, many of the survey’s questions were revised or re-
ordered, and some of the indicators have been re-defined, so some of the
indicators described here cannot be compared directly with the findings of the
20071 survey. Further information about the changes in the survey and the
indicators can be found at HRSA's MCHB Data Resource Center for Child and
Adolescent Health, at www.childhealthdata.org.

QOverall, the survey shows that 13.9 percent of U.S. children have special health
care needs, and 21.8 percent of households with children include at least one
child with a special health care need. These rates represent a modest increase
from the percentage reported in 2001; however, the reasons for this increase
are not fully understood. While it is possible that the number of CSHCN s
actually increasing, it is also possible that children’s conditions are more likely
to be diagnosed, due to increased access to medical care or growing
awareness of these conditions on the part of parents and physicians.

CSHCN are as diverse as our Nation, representing all racial and ethnic
groups, ages, and family income levels. The children meeting the definition
also represent a range of levels of functional abilities, from those who are
rarely affected by their conditions to those who are significantly affected.
However, what they all share is the consequences of their conditions, such as
reliance on medications or therapies, special educational services, or assistive
devices or equipment.

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006 5
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Prevalence of CSHCN: Individuals

children
without
special CSHCN:
health 13.9%
care needs:

86.1%

Prevalence of CSHCN: Households*

households
households without

with CSIZ-I1C§';\1|1/: CSHCN:
8% 78.2%

*Includes only households with children.

Prevalence of CSHCN: Age

20 -
16.0 16.8

0-5years 6-11years 12-17 years

Prevalence of CSHCN: Sex

20 -
16.1

11.6

male female

Prevalence of CSHCN: Individuals and
Households

One purpose of the NS-CSHCN was to estimate the prevalence of
CSHCN in the population nationally and in each State. CSHCN were
identified by asking parents if their child used more medical care, mental
health services, or educational services than is usual for most children of
the same age; if the child used specialized therapies, mental health
counseling, or prescription medications; and/or if the child was limited or
prevented in any way in his or her ability to do things that most children
of the same age can do because of a medical, behavioral, or other
health condition that is expected to last at least one year. Children were
considered to have special health care needs if their parents answered
“yes” to at least one question in each of these three categories. These
questions are part of the CSHCN Screener, which was developed by
researchers, practitioners, family advocates, and policy makers to
identify CSHCN in household surveys.?

Based on the series of screening questions, 13.9 percent of children
under 18 years of age in the United States, or approximately 10.2
million children, are estimated to have special health care needs.
Overall, 21.8 percent of U.S. households with children have at least
one child with special health care needs.

Each of these figures represents an increase since the last survey in
2001: at that time, 12.8 percent of children were estimated to have
special health care needs, and 20.0 percent of households with children
had a child with special health care needs. A variety of factors may have
contributed to this increase, including increased access to diagnostic
services, better recognition of children’s conditions on the part of parents
and physicians, or a true increase in the prevalence of chronic
conditions in the population. More information on this issue can be
found at HRSA's MCHB Data Resource Center for Child and Adolescent
Health (www.childhealthdata.org).

Prevalence of CSHCN: Age and Sex

The prevalence of special health care needs within the child population
increases with age. Preschool children (from birth through 5 years of
age) have the lowest prevalence of special health care needs (8.8
percent), followed by children aged 6-11 years (16.0 percent). Children
in the oldest age group (12-17 years) have the highest prevalence of
special health care needs (16.8 percent). The higher prevalence among
older children is likely attributable to conditions that are not diagnosed or
that do not develop until later in childhood.

The prevalence of special health care needs among children also
varies by sex: 16.1 percent of boys are estimated to have special
health care needs compared to 11.6 percent of girls.

10 The National Survey of Children with Special Health Care Needs Chartbook 2005-2006
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Prevalence of CSHCN: Family Income

20~

15 139 14.0 13.6 14.0

0-99% 100-199% 200-399% 400%+
FPL* FPL FPL FPL

*Federal Poverty Level. In 2005, the HHS poverty

guidelines defined 100 percent of poverty as
$19,350 for a family of four.

Prevalence of CSHCN: Race/Ethnicity

non-Hispanic White

115.5

non-Hispanic Black

]15.0

Hispanic
8.3
American Indian/Alaska Native

114.5

Asian

16.3

Native Hawaiian/Pacific Islander
1115

mixed race

|18.0

Prevalence of CSHCN Among
Hispanics: Primary Language

20~

151 13.0

4.6

All Hispanics English Spanish

Prevalence of CSHCN: Family Income,
Race/Ethnicity, and Primary Language

The prevalence of special health care needs among the child
population does not vary significantly by income group: prevalence
rates in each income group are approximately 14 percent. Poverty
guidelines are determined by a combination of family income and family
size: in 2005, the Federal poverty guideline (100 percent of poverty)
was $19,350 for a family of four.

The prevalence of special health care needs varies by the
race/ethnicity of the child. The prevalence of special health care
needs is highest among multiracial children (18.0 percent), followed
by non-Hispanic White (15.5 percent), non-Hispanic Black (15.0
percent), American Indian/Alaska Native (14.5 percent) and Native
Hawaiian/Pacific Islander children (11.5 percent). The prevalence of
special health care needs is lowest among Hispanic children (8.3
percent) and Asian children (6.3 percent).

Among Hispanics, the prevalence of special health care needs among
children varies substantially depending on whether English or Spanish is
the primary language spoken at home. Among Spanish speakers, 4.6
percent of children are reported to have special health care needs, but
the prevalence among English-speaking Hispanics more closely
resembles that of the population as a whole (13.0 percent). These
findings are consistent with other studies of the prevalence of health
conditions among Hispanic children.®+®

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006 11
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Health and Functional Status of CSHCN

The population of CSHCN includes children with a wide range of conditions
with varying levels of impact and requiring a variety of services. This section
describes the types of special needs these children have and how they affect
their daily lives.

Types of special health care needs are described in three ways. First, we
discuss the consequences of children’s conditions: that is, the types of
services or treatments that children require or the effect of the condition on the
child’s functional abilities. Next, we group these functional impacts into three
major categories and show how children’s needs fall among these groups.
Finally, we present information about some of the health conditions found
among CSHCN.

In addition, this section also discusses the impact of children’s conditions on
their ability to do the things that most children of the same age do. This
indicator presents a general measure of the magnitude of the challenges that
children with special health care needs experience in their daily lives.

The survey also measured one specific aspect that is important to all children
of school age: the number of school days missed due to both chronic and
acute conditions during the year.

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006
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Proportion of CSHCN Experiencing
Each Consequence of Special Needs

prescription medication

| 78.4

elevated service use

385

emotional/behavioral/developmental problem
28.4

H

limitation in activities

use of or need for therapies

|17.5
]

Type of Special Health Care Need:
Family Income

prescription medication

elevated service use

141.5

1.2
31.7
355

0-99% FPL*
100-199% FPL
200-399% FPL
400%-+ FPL

Consequences of Special Needs

The screening questions used in the survey to identify CSHCN
included five major components. In addition to the existence of a
condition that has lasted or is expected to last at least 1 year, the
respondent must report that the condition had at least one of the
following consequences for the child:

m The use of or need for prescription medication;

m  The use of or need for more medical care, mental health services,
or education services than other children of the same age;

m  An ongoing emotional, developmental, or behavioral problem that
requires treatment or counseling;

m  Alimitation in the child’s ability to do the things most children of
the same age do;

m The use of or need for special therapy, such as physical,
occupational, or speech therapy.

Of these five qualifying criteria, the need for prescription medication
is by far the most common, reported for more than three-fourths of
CSHCN. The next most frequently reported consequence is the use
of or need for extra medical, mental health, or educational services
(89 percent of CSHCN), followed by the use of or need for emotional,
behavioral, or developmental problems (28 percent), limitation in
activities (21 percent), and the use of specialized therapies (18
percent). The percentages do not add to 100 because each child
may experience more than one consequence of his or her
condition(s).

The proportion of CSHCN experiencing each consequence varies
across income levels. While the need for prescription medication is the
most common consequence among all income groups, the percentage
of CSHCN who currently need or use prescription drugs ranges from
72 percent of CSHCN with family incomes below the poverty level to
83 percent of CSHCN with family incomes of 400 percent of poverty or
more. Among CSHCN living in poverty, the parents of 38 percent report
an emotional, behavioral, or developmental problem, compared to 22
percent of CSHCN in the highest-income families. The prevalence of
limitations in activities also varies by income: the parents of 28 percent
of poor children report this consequence, compared to 16 percent of
children in high-income families.

*Federal Poverty Level. In 2005, the HHS poverty guidelines
defined 100 percent of poverty as $19,350 for a family of four.

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006 13
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Impact of Child’s Condition on
Functional Ability
daily activities

never affected:
37.6%

daily activities
moderately
affected

some of the
time: 38.5%

daily activities affected
usually, always

Impact on the Child

The survey measured the impact of the child’s special need through
two questions:

m How often does the child’s condition affect his or her ability to do
the things other children of the same age do?

m To what degree does the condition affect the child’s ability to do
those things?

The responses to these questions were combined to produce an
indicator that reflects both the frequency and the intensity of the
effects of the child’s condition on his or her activities.

or a great deal: 24.0%
Based on parents’ reports, 38 percent of CSHCN are never affected in

their ability to do things other children do. This may be attributable to
the nature of their health condition or to the treatment they receive to
manage their conditions. Another 39 percent are moderately affected
some of the time. Nearly one quarter (24 percent) are affected usually,
0-99% FPL* always, or a great deal by their conditions.

Impact of Child's Condition: Family Income

100-199% FPL
200-399% FPL The percentage of children who are affected by their conditions
i00%+ FPL usually, always, or a great deal is more than twice as high among
50 49.5 children in low-income families as among those in families in the
ol 4.1 A21 399306 I highest income group. Overall, 35 percent of children in poverty are
302 : affected usually, always, or a great deal, compared to 16 percent of
30r 29 children in families with incomes of 400 percent of poverty or more.
2
The impact of children’s conditions also varies across racial/ethnic
10F groups. Non-Hispanic White children are the most likely to report
0 L1 L1 LI never being affected by their conditions, and the least likely to be
daily activities daily activities daily activities , ) )
never affected moderately affected usually, affected usually, always or a great deal. Despite the fact that Hispanic

affected some always, ora greatdeal  children are less likely to be identified as having special health care

ofthe time needs than non-Hispanic White or non-Hispanic Black children, those
Hispanic children who do have special health care needs are more
likely to be reported to be affected usually, always, or a great deal by
their conditions.

*Federal Poverty Level. In 2005, the HHS poverty guidelines
defined 100 percent of poverty as $19,350 for a family of four.

Impact of Child's Condition: Race/Ethnicity

non-Hispanic White
non-Hispanic Black
non-Hispanic other

Hispanic
50
a0l 0.8 o 373
20l 295 31.6
20
10F

daily activities
affected usually,
affected some always, or a great deal
of the time

daily activities daily activities
never affected moderately
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Missed School Days

Missed School Days Due to lliness The number of days of school a child misses during the year is another
Among CSHCN Aged 5-17 Years measure of the impact of a child’s condition on his or her ability to
function as other children do. In general, the average child misses 3
days of school due to acute conditions.® In comparison, among school-
aged CSHCN, the average is 7 school days (due to both chronic and
acute conditions). However, this average is affected by a relatively small
group of children who miss many school days: approximately 14
percent of CSHCN miss 11 or more school days, while just over half
miss 3 or fewer days.

11+ days: 14.3%

7-10 days: 12.7%

0-3 days: 51.7%
4-6 days: 21.3%

Children whose conditions have a greater impact on their activities
were more likely to miss 11 or more days of school than children

Percent of CSHCN Who Missed 11 or More whose conditions have a lesser impact. More than one quarter of
Days of School Due to Iliness: Impact of children whose conditions affect their activities usually, always, or a
Condition on Child’s Functional Ability great deal missed at least 11 school days, compared to 5 percent of
0 children whose daily activities are never affected by their conditions.
25.8
20}
16.2

10}

5.0
0 | |

daily activities daily activities daily activities
never moderately affected usually,
affected affected some always or a great deal
of the time
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Types of Functional Difficulties Among
CSHCN

60 57.4

5ol 49.3

40}

30}

20

10F

0 — — .
difficulty difficulty emotional
with any bodily with participation or behavioral

function in any activity difficulty

Distribution of Functional Difficulties
Among CSHCN

all three
types: 16.9%,

bodily function
only: 26.8%

none of the

three: 15.4% »
activity only: 8.5%

emotional or

activity and behavioral only: 3.4%
emotional/
behavioral: bodily function

15.3% and activity: 8.7%

bodily function
and emotional/
behavioral: 5.1%

Functional Difficulties

One way of classifying children’s functional status is to group their
functional difficulties into categories based on the type of activity that is
affected. Overall, the parents of 57 percent of CSHCN report that their
child has difficulty with at least one bodily function (such as eating,
dressing, or bathing), and half report that their child has difficulty with
participation in activities (such as walking or running). Finally, 42 percent
report emotional or behavioral difficulties. A child can have difficulties in
more than one area.

Another way of looking at functional impact is to create mutually
exclusive categories (in which each child falls into only one group). Of
these categories, the largest is that of children who have difficulty with
their bodily functions only, representing 27 percent of CSHCN. The next
largest group is children who are reported to have all three kinds of
difficulties (17 percent), followed by those who have difficulty with
participation in activities and an emotional or behavioral difficulty
(approximately 15 percent of CSHCN). Only 3.4 percent of CSHCN are
reported to have emotional or behavioral difficulties without any
additional difficulties with bodily functions or participation in activities.

It should be noted that 15 percent of CSHCN are reported as not having
any of these types of difficulties as a result of their conditions. In 90
percent of these cases, this is attributable to the treatments and
therapies that keep their conditions well-managed.

16 The National Survey of Children with Special Health Care Needs Chartbook 2005-2006
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Percent of CSHCN with Each Type of
Functional Difficulty: Family Income

0-99% FPL*

100-199% FPL
200-399% FPL
400%+ FPL
100~

80rer.1

. 62.3
sof-[]E%355.9, 5.7 60.3

50.1 48.7
45'038 6 6.4
40 i 5295
20
difficulty with difficulty with emotional or
any bodily participation in behavioral
function any activity difficulty

*Federal Poverty Level. In 2005, the HHS poverty
guidelines defined 100 percent of poverty as
$19,350 for a family of four.

Percent of CSHCN with Each Type of
Functional Difficulty: Race/Ethnicity

non-Hispanic White
non-Hispanic Black
non-Hispanic other
100 Hispanic

47.7 52245 3580

48.8
303 11384

emotional or

0
difficulty with difficulty with
any bodily participation in behavioral
function any activity difficulty

Children with lower family incomes were more likely to be reported to
have each kind of functional difficulty than children with higher family
incomes. The difference was most pronounced for emotional or
behavioral difficulties: 61 percent of CSHCN in poverty were reported
to have difficulties in this area, compared to 30 percent of CSHCN
with family incomes of 400 percent of poverty or more.

Non-Hispanic Black and Hispanic children were also more likely than
non-Hispanic White and non-Hispanic children of other races to have
each type of functional difficulty. Difficulties with bodily functions were
most commonly reported among children of all racial and ethnic
groups, but the percentage of children who were reported to have
these difficulties ranged from 54 percent of non-Hispanic White
children to 68 percent of non-Hispanic Black children. There was also
a substantial racial/ethnic disparity in the percentage of children
reported to have emotional or behavioral difficulties; the proportion
ranged from 39 percent of non-Hispanic White children to 49 percent
of non-Hispanic Black children.

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006 17
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Number of Conditions Reported

From List .
no conditions

from list: 8.9%

three or
more: 25.0%

one: 33.9%

two: 32.2%

Percent of CSHCN with Selected Conditions

Allergies 53.0%
Asthma 38.8%
Attention deficit disorder/attention 29.8%
deficit hyperactivity disorder

Depression, anxiety, or other 21.1%
emotional problems

Migraine or frequent headaches 15.1%
Mental retardation 11.4%
Autism or autism spectrum disorder 5.4%
Joint problems 4.3%
Seizure disorder 3.5%
Heart problems 3.5%
Blood problems 2.3%
Cerebral palsy 1.9%
Diabetes 1.6%
Down syndrome 1.0%
Muscular dystrophy 0.3%
Cystic fibrosis 0.3%

Health Conditions

The survey asked parents of CSHCN whether their children had any
of a list of 16 conditions. This list did not, of course, include all
possible conditions that CSHCN might have. In addition, parents
could report that their children had more than one condition, so any
given condition listed may or may not be the cause of the child’s
special health care needs.

Overall, 91 percent of CSHCN were reported to have at least one
condition on the list. One in three CSHCN have any two conditions on
the list (32 percent) and one in four have three or more conditions (25
percent). Allergies, reported by parents of 53 percent of CSHCN, are
the health condition most commonly reported by parents of CSHCN.
Other commonly reported conditions are asthma (39 percent), attention
deficit disorder (30 percent), and emotional problems (21 percent).

It is important to note that these percentages represent the percent of
CSHCN who have these conditions, not the prevalence of the
conditions in the population of children as a whole.

18 The National Survey of Children with Special Health Care Needs Chartbook 2005-2006
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ever uninsured in
past 12 months: 8.8%

insured full year: 91.2%
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Health Insurance Coverage

Health insurance, whether financed through the public or private
sector, is essential for children to access needed care. Without health
insurance, children are less likely to receive necessary preventive care,
and acute health care when children are sick can leave their families
with overwhelming medical bills.

This section reviews the survey’s findings on insurance coverage
among CSHCN, including the proportion that have health insurance
and the type of coverage (public or private) that they have.

For children with insurance, the survey also assesses parents’
perceptions of the adequacy of that coverage. To do this, the survey
measured whether the plan offers benefits and services that meet the
child’s needs, whether the family considers any costs not covered by
the plan to be reasonable, and whether the plan allows the child to
see the providers that he or she needs.

Finally, this section assesses the use of other programs and services,
such as special education and early intervention services, that help
CSHCN meet their medical and education needs.

Health Insurance Coverage during the Past 12
Months

The survey asked parents of CSHCN whether their child had
insurance in the past 12 months and what kind of insurance they had.
Health insurance was defined as private insurance provided through
an employer or union or obtained directly from an insurance company;
public insurance, such as Medicaid, the State Children’s Health
Insurance Program (SCHIP), military health care (TRICARE,
CHAMPUS, or CHAMP-VA); or some other plan that pays for health
services obtained from doctors, hospitals, or other health
professionals.

Overall, 91 percent of CSHCN were reported to have been insured for
all of the previous 12 months, while the remaining 9 percent were
uninsured for all or some part of the year. This represents an increase in
insured CSHCN since the last survey in 2001: at that time, nearly 12
percent of CSHCN were reported to have been uninsured at some point
during the previous year. This decrease in the percentage of CSHCN
who were uninsured was accompanied by an increase in the
percentage with public insurance.

The National Survey of Children with Special Health Care Needs Chartbook 2005-2006 19



Health Insurance Coverage

sERViCEs

Percent of CSHCN Ever Uninsured in
the Past 12 Months: Family Income

20

15k 142 141

11
2.9

0
0-99% FPL* 100-199%  200-399% 400%+ FPL
FPL FPL

*Federal Poverty Level. In 2005, the HHS poverty

guidelines defined 100 percent of poverty as $19,350 for a
family of four.

Percent of CSHCN Ever Uninsured in
the Past 12 Months: Race/Ethnicity

20

5L 15.1
11.0
10F 8.9
11
5k
0 a—
non- non- non- Hispanic
Hispanic ~ Hispanic Hispanic
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Health insurance coverage among CSHCN varies by income level.
CSHCN with family incomes below 100 percent of poverty and
CSHCN with family incomes between 100 and 199 percent of poverty
are the most likely to have been uninsured at some point during the
past year (14 percent of each group). Children with higher family
incomes are much less likely to be without insurance: 7.1 percent of
CSHCN with family incomes between 200 and 399 percent of poverty
were uninsured at some point during the past year, while the same
was true of only 2.9 percent of CSHCN with family incomes of 400
percent of poverty or greater.

Health insurance coverage among CSHCN also varies by
race/ethnicity. Hispanic children were the most likely to have been
uninsured at some point during the past year (15 percent), followed by
non-Hispanic Black children (11 percent). Non-Hispanic White CSHCN
were the least likely to have been uninsured at some point during the
year (7 percent). Although uninsured rates declined within each
racial/ethnic group since the last survey in 2001, the most notable
drop is for Hispanic CSHCN (from 19 to 15 percent).
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Type of Current Insurance Coverage
for CSHCN

other comprehensive
insurance: 2.0%
uninsured: 3.5%

private and

public: 7.4% private only: 59.1%

public only:
28.1%

Percent of Insured CSHCN with
Inadequate Insurance

criteria for criteria for
adequate adequate
insurance are insurance are
usually or not usually
always or always met:
met: 66.9% 33.1%

Percent of CSHCN Whose Insurance Does
Not Meet Each Criterion for Adequacy*

30 28.1

12.7

10 93

child not allowed benefits do not  charges are not
to see needed meet child’s reasonable
providers needs

*The criterion is not usually or always met.

Type of Health Insurance Coverage

Parents of CSHCN were asked what type of insurance their child
had at the time of the interview. Overall, almost 97 percent of
CSHCN were reported to have some type of insurance at the time
of the interview: 59 percent had private insurance, which includes
insurance provided through an employer or union or obtained
directly from an insurance company, and 28 percent had public
insurance, such as Medicaid, the State Children’s Health Insurance
Program (SCHIP), military health care (TRICARE, CHAMPUS, or
CHAMP-VA). A small percentage (2.0 percent) had another form of
comprehensive insurance. Another 7.4 percent of CSHCN had both
private and public insurance, and 3.5 percent were uninsured at the
time of the interview.

Compared to 2001, a smaller percentage of CSHCN were reported to
have private coverage (65 percent in 2001 compared to 59 percent in
2005-2006), and a higher percentage were reported to have public
coverage (22 percent in 2001 versus 28 percent in 2005-2006).

Adequacy of Current Insurance Coverage

The parents of CSHCN with health insurance were asked three
questions about their children’s coverage:

m  Does the plan allow the child to see the health care providers
that he/she needs?

m  Does the plan offer benefits and cover services that meet their
needs?

m  Are the costs not covered by the plan reasonable?

If parents answered “usually” or “always” for all three of these
questions, then the child’s coverage is considered to be adequate.
All others are considered to have inadequate insurance coverage.

Overall, one-third of CSHCN were reported by their parents to have
inadequate insurance coverage. Nine percent of CSHCN were
reported to have coverage where the child was not allowed to see
needed providers, almost 13 percent were reported to have a plan
where the benefits do not meet the child’s needs, and 28 percent
were reported to have a plan with charges that are unreasonable.
These figures are not mutually exclusive and the parents of some
CSHCN may have reported more than one of these problems with
their child’s coverage.
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Percent of Insured CSHCN with
Inadequate Insurance:* Family Income
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*0ne or more criteria are not always or usually met:
adequate benefits, access to needed providers, and
reasonable charges. **Federal Poverty Level. In 2005, the
HHS poverty guidelines defined 100 percent of poverty as
$19,350 for a family of four.

Percent of Insured CSHCN with
Inadequate Insurance:* Insurance Type
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*One or more criteria are not always or usually met:
adequate benefits, access to needed providers, and
reasonable charges.

Percent of Insured CSHCN with
Inadequate Insurance:* Impact of Child's
Condition on Functional Ability
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*0ne or more criteria are not always or usually met:
adequate benefits, access to needed providers, and
reasonable charges.

Adequacy of insurance coverage among CSHCN varies by family
income. CSHCN with family incomes below 100 percent of the
poverty level are most likely to be reported to have inadequate
insurance coverage (36 percent), while the parents of CSHCN with
family incomes of 400 percent of poverty or more are least likely to
report that their children have inadequate insurance (29 percent).

The perceived adequacy of insurance coverage also varies by type
of insurance. Children with public insurance alone are less likely to
be reported to have inadequate coverage (31 percent) than children
with private insurance alone or in combination with public coverage
(34 percent).

Perceived adequacy of insurance coverage among CSHCN also varies
noticeably by the impact of the child’s condition. Children who are
reported by parents to have a condition that never affects their abilities
are the least likely to have inadequate insurance (26 percent), followed
by children who are sometimes affected by their condition (36 percent).
Children who are affected usually, always, or a great deal by their
condition are the most likely to have inadequate insurance; 41 percent
of these children are reported to have a plan that does not usually or
always meet all of their needs.
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Receipt of Early Intervention and Program Participation

Special Education Services: CSHCN In addition to health insurance, a number of public programs are

30 285 available to provide essential services and supports to eligible CSHCN.
22.6 One program, the Infants and Toddlers with Disabilities Program
201 funded through the Individuals with Disabilities Education Act (IDEA),
commonly known as Early Intervention Services, provides specialized
10k therapies to children under age 3 with developmental delays. These
services include counseling, nutrition, occupational and physical
0 , therapy, service coordination, speech-language therapy, and
received early received special transportation, among others. Overall, 23 percent of CSHCN under

intervention services*  education services** . .
age 3 received these types of services.
*Among CSHCN under age 3.

**Among CSHCN 3 years of age and older. Special education programs provide educational and education-related
health care services to children aged 3 years and older. Of CSHCN in
this age group, 29 percent received these services. This proportion

Percent of CSHCN Aged 3 and Older varies greatly by family income; nearly 37 percent of CSHCN in poverty
Participating in Special Education: receive services compared to 22 percent of children with family

Family Income incomes of 400 percent of poverty or more.

40r  36.6

33.1

30 26.3

22.1

20

10

0-99%  100-199% 200-399%  400%+
FPL* FPL FPL FPL

*Federal Poverty Level. In 2005, the HHS poverty

guidelines defined 100 percent of poverty as $19,350 for a
family of four.
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Health Care Needs and Access

to Care

CSHCN require a broad range of services, from primary and specialty
medical care to prescription medications, medical equipment and
therapies. In addition, the families of CSHCN may need additional
support services, such as respite care, family counseling, or genetic
counseling.

This section describes the percentage of CSHCN who need each of
a variety of medical and ancillary services, and the percent whose
families need each type of support service. In addition, this section
presents the percent whose parents report that their children needed
the service during the past year but did not receive it.

Other indicators used to assess access to care are described here as
well, including the percent of CSHCN who had difficulty receiving
referrals for specialty care when neede Jdition, this section
includes indicators that describe acce: sual source of care
when the child is sick, an important el primary care for
children. These indicators include the f CSHCN who have a
place that they usually go when the d whether they have a
personal doctor or nurse.
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Specific Health Care Needs

P t CSHCN Needina Specific Health Like all children, those with special health care needs require
preventive health care and dental services and acute care when they
are sick. In addition, CSHCN need a variety of other services to

Prescription drugs 86.4%|  manage their conditions, maintain their abilities, and promote their
Preventive dental care 81.1% development. To assess the prevalence of need for specific services,
) . parents were asked whether there was a time in the past year when

Routine preventive care 11.5% their children needed any of the services listed in the table to the left.
Specialty care 51.8% The need most often cited for CSHCN is prescription medication: 86
Eyeglasses/vision care 33.3% percent of these children are reported to need prescription drugs. The
Mental health care 25.0% parents of most CSHCN also recognize their children’s need for

preventive dental care (81 percent) and routine preventive medical
Other dental care 202% | services (78 percent). Just over half of CSHCN need the care of
Physical, occupational, 22.8% medical specialists, such as cardiologists or pulmonologists. Other
or speech therapy services needed by a smaller proportion of children include
Disposable medical supplies 18.6% eyeglasses or vision care (needed by 33 percent of CSHCN), mental

health care (25 percent), dental care other than preventive care (24
Durable medical equipment 11.4% percent), and physical, occupational, or speech therapy (23 percent).
Hearing aids/hearing care 4.7%

Some of the services that are reported infrequently among the
Home health care 4.5% population of CSHCN as a whole are much more commonly needed
by children whose conditions have a greater impact on their daily lives.

Mobility aids/devices 4.4%

Yy / - Of those children whose conditions affect them usually, always, or a
Substance abuse treatment 2.8% great deal, 47 percent needed specialized therapies such as physical,
Communication aids/devices 2.2% occupational, or speech therapy, 42 percent needed mental health

services, and 63 percent needed specialty medical care.

Percent of CSHCN Needing Specific
Health Services: Impact of Child’s

Condition on Functional Ability

daily activities
never affected

daily activities moderately affected
some of the time
100 daily activities affected usually, always,
or a great deal
80}
80 62.8
B 51.9
471
44.5
sl 41.8
25.6
20.5
Tesl 1M e
oL 1
specialized mental health specialty care
therapies services
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Specific Health Services Needed: Age

home health care
0-5 years

8.0
3.6 6-11years
35— 12-17 years

durable medical equipment
21.0

10.1
18

hearing aids/hearing care

13
4.

(-]

34

specialized therapies

16.

mental health care
1.8

32.4

eyeglasses/vision care

11.0

31.9
458
mobility aids/devices
2.6
3.3
6.1
medical supplies
25.0
16.9
16.9
1 1 1 1 1
0 10 20 30 40 50

Other needs vary greatly by age. Preschool-aged children (aged 5 years
and under) are much more likely than older children to need home health
care (8.0 percent, compared to 3.6 percent of school-aged children and
adolescents), durable medical equipment (21 percent, compared to
7.8 percent of adolescents), and hearing aids (7.3 percent, compared to
3.4 percent of adolescents). In addition, the need for specialized
therapies declines with age: nearly 30 percent of children aged 5 years
and under needed these services, compared to 26 percent of children
aged 6-11 years and 17 percent of adolescents aged 12-17 years.

Conversely, adolescents (aged 12-17 years) are more likely to need
mental health care (32 percent, compared to 7.8 percent of
preschoolers), eyeglasses or vision care (46 percent, compared to 11
percent of preschoolers), and mobility aids (6.1 percent, compared to
2.6 percent of preschoolers).
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Health Care Needs and Access to Care

Percent of CSHCN with One or More
Reported Health Services Needed but
Not Received

more than one:
6.0%

one: 10.0%

none: 83.9%

Percent of CSHCN with Reported Health
Services Needed but Not Received

preventive dental care |6.3

mental health care 3.7

physical, occupational, 31
or speech therapy ’

specialty care 2.8
other dental care 2.6
routine preventive care 1.9
prescription drugs 1.6

eyeglass/vision care 14

Percent of CSHCN with at Least One Needed
Service Not Received: Family Income

30
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*Federal Poverty Level. In 2005, the HHS poverty
guidelines defined 100 percent of poverty as $19,350 for a
family of four.

Percent of CSHCN with at Least One Needed
Service Not Received: Insurance Type
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Services Needed but Not Received

For each service, families were asked if their child received all of the
care that he or she needed. Children may not receive services they
need for various reasons, including financial barriers, lack of access to
providers, and competing demands on families’ time.

Overall, 16 percent of CSHCN were reported to need at least one
health care service that they did not receive in the past year, and 6
percent needed more than one service that they did not receive. The
service most commonly reported as needed but not received was
preventive dental care: 6.3 percent of CSHCN overall needed but did
not receive preventive dental care. Other relatively common services
needed but not received were mental health care (3.7 percent),
therapies (3.1 percent), specialty care (2.8 percent), and other dental
care (2.6 percent).

Low-income and uninsured children are the most likely not to receive
the services they need. For example, children in poverty are three
times as likely as children with family incomes of 400 percent of
poverty or more not to receive at least one service they need (25 percent
versus 7.8 percent).

Uninsured children are also more likely not to receive all the services
they need. Of uninsured children, 45 percent were reported to have at
least one service needed but not received, compared to 22 percent of
children with public insurance, 19 percent of children with both public
and private insurance, and 11 percent of privately-insured children.
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