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Abstract
Objective—Although private insurance typically covers many health care costs, the challenges
faced by families caring for a sick child are substantial. These challenges may be more severe for
CSHCN with mental illnesses than for other special needs children. Our objective is to determine
whether families of privately insured children needing mental health care face different burdens than
other families in caring for their children.

Patients and Methods—We use the 2005–2006 National Survey of Children with Special Health
Care Needs (NS-CSHCN) to study privately insured children ages 6–17. We compare CSHCN with
mental health care needs (N=4,918) to three groups: children with no SHCN (N=2,346), CSHCN
with no mental health care needs (N=16,250), and CSHCN with no mental health care need but a
need for other specialty services (N=7,902). The latter group is a subset of CSHCN with no mental
health care need. We use weighted logistic regression and study outcomes across four domains:
financial burden, health plan experiences, labor market and time effects, and parent experience with
services.

Results—We find that families of children with mental health care needs face significantly greater
financial barriers, have more negative health plan experiences, and are more likely to reduce their
labor market participation to care for their child than other families.

Conclusions—Families of privately insured CSHCN needing mental health care face a higher
burden than other families in caring for their children. Policies are needed to aid these families in
obtaining affordable, high quality care for their children.
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INTRODUCTION
Prior research has demonstrated that the challenges faced by families caring for a sick child
are substantial.1–5 While private insurance may provide important protections against the costs
of health care, families of special needs children may still face substantial hurdles to caring for
their children including high out-of-pocket costs, health plan-related barriers, reductions in
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labor market participation, and actual or perceived quality of care problems. Limited evidence
is available to compare the magnitude of these burdens on families. Two prior studies examined
problems associated with caring for children with mental health care and other special health
care needs, and these studies identified a significant burden associated with mental health
disorders6 and autism specifically.7

The challenges for families of having a child with mental health care needs may differ from
families of other special needs children for several reasons. First, the financial burden on
families of children with mental health care needs might differ due to inequities in coverage
under private insurance. Mental health services are typically offered on a more limited basis
than coverage for general medical services. Higher cost sharing and special coverage limits
(e.g., 20 outpatient visits and 30 inpatient days per year) may leave families unprotected against
larger costs. A federal parity law recently enacted by Congress is aimed at eliminating these
differences in coverage; however, this law will not take effect until 2010.

Second, adverse selection may increase the burden on families of children with mental health
care needs relative to families of other special needs children. Research suggests that adverse
selection is particularly problematic in mental health insurance.8 Selection refers to the
incentive by private health plans to enroll people who are relatively healthy and pose a low
financial risk. Because mental illnesses tend to be costly and chronic,9,10 insurers can benefit
financially by discouraging health plan enrollment by families with mental health care needs.
Therefore, we might expect a higher level of dissatisfaction with the quality of care received
by children with mental illness.

Third, the annual growth rate for spending on prescription drugs to treat mental health
conditions was 15 percent between 1986 and 2003.11 In response to rapid increases in
pharmaceutical expenditures, health insurers have increased consumer cost sharing and the use
of tiered formularies.12 If children with mental health disorders use high levels of brand name
drugs, this may increase their out-of-pocket costs.

In addition to specific provisions of private insurance contracts, other factors unrelated to
insurance may increase the challenges for families having a child with mental health care needs.
A national shortage of child psychiatrists has been well-documented13 and could pose a barrier
to accessing treatment for a child. If a family is unable to obtain treatment from an appropriately
qualified provider, satisfaction with care may be lower. Characteristics of mental illness may
also play a role. Stigma associated with mental illness may affect family burden to the extent
that parents are less able to find appropriate child care services or obtain in-kind support. Mental
illnesses may be less stable than other childhood disorders, and this could affect the burden on
parents. For example, Gould found that children with time-intensive or unpredictable illnesses
were more likely to negatively affect parental labor supply.14

In this analysis, we used data from the 2005–2006 National Survey of Children with Special
Health Care Needs (NS-CSHCN) to compare the effects on families of children with mental
health care needs to the effects for families with other special needs children. We focus on the
privately insured since many of the insurance barriers noted above specifically pertain to
private insurance.

METHODS
Setting

The design of the 2005–2006 National Survey of Children with Special Health Care Needs
(NS-CSHCN) has previously been described.15,16
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Subjects
In all analyses we limit our sample to children ages 6–17 years old with private insurance
coverage. We compare the burden on families of caring for special needs children with mental
health care needs (defined as reporting a need for mental health care or counseling during the
past 12 months) with three other groups. The first comparison group is a nationally
representative sample of children who are not classified as CSHCN. The second comparison
group includes children who have a SHCN, but whose parent’s report they did not need mental
health care in the past 12 months. Because we are interested in comparing children needing
mental health care to children with similar levels of general health care need, the third
comparison group is the subset of SHCN children in the second comparison group who reported
needing care from a specialty doctor in the past 12 months.

We are also interested in whether the experience of children with a need for mental health care
differs by mental health diagnosis. The NS-CSHCN survey asks respondents about the
presence of three categories of mental health conditions: ADHD including both attention deficit
disorder and attention deficit hyperactive disorder; emotional problems including depression,
anxiety, an eating disorder, or other emotional problems; and autism and autism spectrum
disorders. When considering differences in the burden on families by category, we only
consider the experiences of children who indicated both a need for mental health care and the
presence of the disorder. Some children may report more than one disorder.

Measures
As noted in Tables 1–3, we examine four categories of outcome measures: financial burden,
health plan experience, labor market and time effects, and parent care experiences.

Analysis
We weight all analyses to reflect the complex sampling scheme of the survey. We first assess
unadjusted differences in our outcome measures for: (1) children with no SHCN, (2) CSHCN
with no need for mental health care; (3) the subset of group 2 with a need for other specialty
care, and (4) CSHCN with a need for mental health care. Next, we conduct adjusted analyses
using logistic regression to control for relevant individual and household characteristics.

We then conduct four subgroup analyses. First, we limit the sample to children residing in the
six states with broad mental health parity laws. Consistent with prior research, we categorize
a state as having a broad parity law if the National Alliance for the Mentally Ill (NAMI) defines
its law as either broad-based or comprehensive, and if the law had been implemented prior to
2005.17 If differential insurance limits or cost sharing are driving differences in burden, we
expect this subsample to have lower or insignificant odds for our financial and health plan
outcomes. Second, to determine whether having an adequate supply of child psychiatrists
would reduce the differential burden on families of children with and without mental health
care need, we limit the sample to children residing in states with an adequate supply of child
psychiatrists, defined by the Graduate Medical Education National Advisory Committee
(GMENAC) as 14.38 child psychiatrists per 100,000 youth. Six states met this threshold.18

Third, we limit the sample to children that do not report ongoing use of prescription drugs. If
the cost of prescription drugs is driving differences in outcomes, we expect this subsample to
have lower or insignificant odds for these outcomes. Finally, children needing mental health
care may have a differential burden, particularly for labor market outcomes, if their health care
needs are unstable. We limit our sample to children whose health care needs are usually stable;
if the instability in health care needs is behind differences in burden, differences between
children with and without mental health care need will be reduced or eliminated in this
subsample.
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RESULTS
A total of 4,918 CSHCN with private insurance coverage reported a need for mental health
care in 2005–2006. We compared the health care experience of these children with: (1) 2,346
privately insured children without SHCN (the referent sample), (2) 16,250 privately insured
CSHCN who do not report a need for mental health care, and (3) a subset of group 2 consisting
of 7,902 privately insured CSHCN who do not report a need for mental health care but do
report a need for specialist care.

Children needing mental health care had greater out-of-pocket costs on average than all three
comparison groups (Table 1). For example, 61 percent of children needing mental health care
reported annual out-of-pocket costs greater than $500 compared with only 19 percent of the
referent sample. Less than 1 percent of the referent sample had annual out-of-pocket costs
greater than $5,000 compared with 7 percent of the sample needing mental health care. The
two groups of CSHCN with no mental health care need (columns 2 and 3), had more families
with high out-of-pocket costs than the referent sample, but fewer than CSHCN needing mental
health care. Financial outcomes were worse for children with a need for specialty care,
compared with children with no need for specialty care.

Results for health plan experience outcomes were similar; children needing mental health care
were more likely to have negative health plan experiences than other children. Regarding labor
market and time outcomes, CSHCN needing mental health care had caregivers that spent more
time arranging and providing care, and these caregivers were more likely to stop work or cut
work hours to care for their child.

Examining parent care experience outcomes, parents of children with mental health care needs
were more likely than the other three groups to report they were dissatisfied with services
received. While almost 14 percent of parents of CSHCN needing mental health care were
dissatisfied, only 3 percent of parents of the referent sample were dissatisfied. Parents of
CSHCN needing mental health care were more than twice as likely as parents of other CSHCN
to report dissatisfaction with services (14 versus 5 percent).

In Table 2 we present adjusted results. Column 1 reports the odds of each of our outcomes
comparing CSHCN with and without mental health care needs. Results are similar to the
unadjusted outcomes. For all financial and health plan experience outcomes, CSHCN with
mental health care needs faired worse than their counterparts with no mental health care need
(column 1), even when comparing to CSHCN with no mental health care need but a need for
specialty care (column 2).

For labor market and time outcomes, we see fewer differences than in the unadjusted results.
CSHCN with no mental health care needs but with a need for specialty care were less likely
than CSHCN with mental health care needs to spend more than 10 hours a week providing
care.

Parents of CSHCN needing mental health care had lower overall patient satisfaction compared
with parents of CSHCN with no need for mental health care (OR=1.59) and with parents of
CSHCN needing specialty care (OR=1.54). When considering individual components of
patient satisfaction (using measures of family centered care), only one component (received
specific information from doctors) is significantly different (p<.05) when comparing parents
of CSHCN with and without mental health care need.

In columns 3–5 of Table 2, we present results for the subset of CSHCN with specific categories
of disorders. Generally, we find children with autism experienced the greatest difference in
outcomes.
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In Table 3 we compare CSHCN with and without mental health care need within relevant
subsamples. In analyses not shown, we also examine these subsamples comparing CSHCN
with mental health care need to CSHCN with no mental health care need but with a need for
specialty care. In almost all cases, these results are qualitatively similar; we only mention below
when results diverge from those in Table 3.

Table 3 column 1 presents results limiting the sample to children in six states with a broad
mental health parity law. Somewhat surprisingly, we find that these families have a greater
difference in financial outcomes, compared with residents of all states. Otherwise there were
few differences between these analyses, and those presented in Table 2 column 1 (what we
refer to below as the full sample). In some cases the odds ratios were similar, but no longer
significant due to the smaller sample size. In column 2, we limit the sample to residents of
states with adequate supply of child psychiatrists. Generally, results are similar to the full
sample in Table 2. One exception is the patient satisfaction variables. In this subsample, there
are fewer differences in patient satisfaction between those with and without mental health care
needs. In all cases, the point estimate suggests those with no mental health care have similar
or greater satisfaction.

In Table 3, column 4, results for the subsample with no prescription drug needs are reported.
This sample is much smaller than the full sample on Table 2, and may represent children with
different health care needs and health status. We detect differences in financial outcomes
comparing those with and without mental health care need similar in magnitude to the full
sample. However, within this subsample, comparing children with mental health care need to
CSHCN with no need for mental health care but with a need for specialty health care (results
not shown) differences in financial outcomes are not found. This suggests that, at least among
those with no prescription drug needs, there are few differences in the financial burden between
those with and without a need for mental health care. Finally, Table 4 column 5 indicates results
for the subsample of children whose conditions are usually stable. We find few differences
compared with the full sample.

DISCUSSION
Families of children with mental health care needs with private insurance coverage face
significantly greater financial barriers, have more negative health plan experiences, and are
more likely to reduce their labor market participation to care for their child than other families.
These families are also somewhat more likely to report dissatisfaction with services than other
families. In absolute terms, this burden is substantial. Among the privately insured, forty-three
percent spend over $1,000 out-of-pocket on their child’s health care, indicating that private
insurance coverage does not protect families from the expenses associated with mental health
treatment.

A number of factors may explain the increased financial burden and other challenges faced by
families of privately insured CSHCN with mental health care needs. Federal parity has long
been advocated as a means of eliminating inequities in private insurance coverage for mental
health care, and research indicates that parity can lower the out-of-pocket costs of treating
children with mental illness.19,20 The passage of a comprehensive federal parity law by
Congress in Fall 2008 may reduce the financial burden on privately insured families of children
with mental health disorders, but we do not find that living in a state with a broad state mental
health parity law eliminated differences in financial outcomes between children needing mental
health care and other children. Also, federal parity will not address the growth in prescription
drug costs for treat mental health conditions, and does not directly affect the labor market and
time costs of caring for a mentally ill child. Other policies should be aimed at addressing these
significant costs imposed on families.
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A number of limitations are important to note. First, information on a child’s condition and
experiences with health care are reported by the respondent, usually a parent. One concern is
that children with mental health care needs may be more likely to have a parent with mental
health care needs, who may respond to questions about the child’s condition and its
consequences differently from other parents. A second concern is that the average disease
severity of children with mental health care needs may differ from other CSHCN. If children
with mental health care needs are sicker, for example, differences in outcomes may be due to
differences in the underlying severity of the condition rather than the condition itself. The
comparison with children with no mental health care need but need for other specialty services
mitigates this concern, although differences may still exist. Third, there are limits with state
parity laws we were unable to control for in our study. Most importantly, health insurance
obtained by a self-insured firm is not subject to state parity laws. In some states, over half the
workforce is employed by self-insured firms.21 Another limitation is that we limit our sample
to children with private insurance coverage. Children with mental health care needs with public
coverage may also face different challenges than other CSHCN, and outcomes for these
children would also be interesting to study.

While we find that, under private insurance, CSHCN with mental health care needs face greater
barriers than other special needs children, we are unable to definitively determine the causes
of these differences. Our results do suggest that the shortage of child psychiatrists may have
some impact on parent satisfaction, and that the out-of-pocket cost of psychotropic medications
may play a role in the high financial burden on these families. More research needs to be done
to better understand the cause of these differences, and to develop policy solutions that may
ameliorate these effects.
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Table 1

Unadjusted Outcomes for Privately Insured Children by Special Health Care Needs (SHCN) Status, 2005–2006

(1) Children
without
SHCNs

(referent
sample)

(2) CSHCN
with no

mental health
care need

(3) CSHCN
with no mental

health care
need reporting
some need for
specialist care

(4) CSHCN
with mental
health care

need

N 2346 16250 7902 4918

Financial outcomes (%)

Out-of-pocket costs > $500 19.4 40.1 50.8 61.0

Out-of-pocket costs > $1000 10.3 22.4 30.9 42.5

Out-of-pocket costs > $5000 0.8 2.4 3.7 6.9

Child’s health care has caused
financial problems

2.5 11.5 15.1 27.0

Need additional income to care
for child

3.0 10.5 13.5 22.6

Health plan experience
outcomes (%)

Health insurance meets child’s
needs (1=never, sometimes)

6.8 8.4 9.6 18.0

Costs not covered by insurance
are reasonable (1=never,
sometimes)

24.0 29.0 30.1 40.0

Insurance allows child to see
provider that child needs
(1=never, sometimes)

4.6 5.7 6.0 15.3

Labor market and time
outcomes (%)

Spent >10 hours providing care 0.8 2.3 4.1 4.7

Spent >10 hours arranging care 0.7 1.6 2.0 3.0

Stopped work 0.8 5.3 7.6 13.0

Stopped work or cut work hours 2.1 12.7 17.4 30.0

Parent care experience
outcomes (%)

Satisfaction with services child
receives (1=Somewhat/very
dissatisfied)

2.7 5.4 6.2 13.7

Doctors spend enough time with
you (1= never/sometimes)

17.3 16.1 12.6 18.5

Doctors listen carefully to you
(1= never/sometimes)

5.6 7.1 6.7 11.4

Doctor sensitive to values and
customs (1= never/sometimes)

6.5 6.4 6.3 9.9

Received specific information
you needed from doctors (1=
never/sometimes)

12.2 12.6 12.0 20.4

Doctors help you feel like a
partner in your child’s care (1=
never/sometimes)

8.7 8.4 7.7 15.0

Pediatrics. Author manuscript; available in PMC 2010 December 1.



N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

Busch and Barry Page 9

Note: Sample includes children age 6–17 with private insurance coverage. Means were weighted to reflect complex sampling scheme. Column 3 is a
subset of Column 2.
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