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ABSTRACT. Background. Children
with
special
health care needs (CSHCN) often require more extensive
services than children without special needs. The State
Children’s Health Insurance Program (SCHIP) in many
states typically provides less extensive benefits and services than do state Medicaid programs. To design SCHIP
to address the needs of CSHCN adequately, it is important to measure the degree to which children who enroll
in SCHIP have special health care needs and to assess
their health status and unmet health care needs. Little is
known about the characteristics or preenrollment experience of CSHCN who enroll in SCHIP.
Objectives. To use data from the Child Health Insurance Research Initiative to measure the prevalence of
CSHCN in SCHIP in 4 states, describe their demographic
and health care features at enrollment, and compare their
sociodemographic characteristics, health status, prior
health care experiences, and unmet needs versus children
without special health care needs.
Methods. Children (0 –18 years old) newly enrolled in
SCHIP in 4 states were eligible for the study: New York,
Florida (adolescents only), Kansas, and Indiana (CSHCN
only). Telephone interviews were conducted shortly after
enrollment and identified CSHCN by using the Child
and Adolescent Health Measurement Initiative CSHCN
screener. A common set of core questions assessed demographic characteristics, health status, special health
care need status, insurance experience, access, use, quality of health care, and unmet needs during the year
before enrollment. Bivariate and multivariate analyses
were used to compare characteristics of CSHCN with
characteristics of children without special needs.
Results. Interviews were completed for parents of
5296 children enrolled in SCHIP in the 4 states. By using
the Child and Adolescent Health Measurement Initiative
CSHCN screener, the prevalence of CSHCN among
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SCHIP enrollees was 17% (New York), 18% (Florida), and
25% (Kansas), higher than the prevalence of CSHCN
reported in the general population in those states. More
than half of CSHCN reported the use of a chronic medication. Demographic characteristics of CSHCN were
similar to those of children without special needs, although CSHCN were more likely to reside in singleparent households. Although CSHCN had poorer health
status than children without special needs, many
CSHCN were reported to be in good health, suggesting a
wide spectrum of severity of illnesses within the CSHCN
group. Although CSHCN were more likely than children
without special needs to have been insured before
SCHIP, a large proportion of CSHCN were nevertheless
uninsured for at least 12 months before SCHIP (New
York, 56%; Florida, 68%; Kansas, 24%; Indiana, 25%).
Although most SCHIP enrollees had a usual source of
care (USC) before SCHIP and there was some variation
across states, between 4% and 13% of CSHCN lacked a
USC on enrollment, and 23% to 38% of CSHCN changed
their USC after enrollment in SCHIP. The majority of all
SCHIP enrollees (including CSHCN) had used some
health care during the year before SCHIP including preventive, acute, or specialty care. A high proportion of all
SCHIP enrollees, including >30% to 40% of CSHCN,
were reported to have unmet health care needs at enrollment in SCHIP. A variety of unmet needs were reported
by CSHCN including specialty care, mental health care,
dental care, and prescription medications. Nevertheless,
the vast majority of CSHCN as well as children without
special needs rated the quality of their medical care before SCHIP highly on several specific quality measures.
Findings from multivariate analyses were similar to bivariate results with CSHCN in several states having
higher use of care and more unmet health care needs
before enrollment.
Conclusions. SCHIP is enrolling many CSHCN, with
the prevalence of these children occurring at least as high
as the prevalence of CSHCN in the general population.
CSHCN enrolled in SCHIP represent a heterogeneous
population with a wide range of health status and health
care needs. Although most CSHCN were already connected to the health care system with a USC and prior
health care visits, many had unmet health care needs
before enrolling in SCHIP.
Implications for Monitoring and Improving SCHIP for
CSHCN Enrollees. 1) SCHIP benefit packages need to
adequately cover services required by CSHCN such as
prescription medications and specialty, mental health,
developmental, and home services; 2) because utilization
of care will be high among this large group of children,
alternative methods of financing and managing care
should be considered such as risk adjustment and special
http://www.pediatrics.org/cgi/content/full/112/6/e508

programs that involve case management and care coordination; 3) coordination of care across programs (such as
between SCHIP and the state Title V Maternal and Child
Health Services program, a component of which serves
CSHCN) and ensuring adequate access to primary care
and specialty providers might improve access to services
for CSHCN; and 4) it is critical to monitor the quality of
care for CSHCN enrolled in SCHIP, because these children are among the most vulnerable children covered by
public health insurance programs and many of them are
enrolling in SCHIP. Pediatrics 2003;112:e508 –e520. URL:
http://www.pediatrics.org/cgi/content/full/112/6/e508;
children with special health care needs (CSHCN); State
Children’s Health Insurance Program (SCHIP)
ABBREVIATIONS. SCHIP, State Children’s Health Insurance Program; CSHCN, children with special health care needs; FPL, federal poverty level; CMS, Children’s Medical Services; USC, usual
source of care; ED, emergency department.

T

he State Children’s Health Insurance Program
(SCHIP) was enacted by Congress to provide
health insurance coverage to children in lowincome families who are not eligible for Medicaid or
covered by private health insurance. SCHIP legislation allows states to provide this coverage either by
expanding Medicaid, developing free-standing separate insurance programs that are more like employer-sponsored private insurance, or a combination.
Although Medicaid programs provide a rich set of
services for children with special health care needs
(CSHCN), free-standing SCHIP programs typically
provide less extensive benefits. To design SCHIP to
address the needs of CSHCN adequately, it is necessary to measure the degree to which children who
enroll in SCHIP have special health care needs and to
assess their health status and unmet health care
needs at enrollment. As yet, little is known about the
characteristics or preenrollment experience of
CSHCN who enroll in SCHIP.1,2
There is no absolute consensus about how to define CSHCN.3 In the past, CSHCN were defined by
using categorical approaches such as the presence of
specific diagnoses such as cancer or eligibility for
specific programs such as the state Title V Maternal
and Child Health Services program. Recently, a
group of child health experts sponsored by the federal Maternal and Child Health Bureau identified
CSHCN 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.”3 This broader definition is noncategorical and includes children with
chronic physical, mental, developmental, and behavioral needs.
Some instruments have been developed that identify CSHCN by using a noncategorical approach.4 –9
Two analyses that applied this noncategorical definition of CSHCN to the 1994 National Health Interview Survey estimated a national prevalence of
CSHCN in the general population to be between
14.8%10 and 18.2%.11 A major new national survey,
the National Survey of Children with Special Health

Care Needs,12,13 soon will provide data on ⬃750
CSHCN per state. However, the number of CSHCN
within SCHIP may be too low per state to assess how
well SCHIP is meeting the health care needs of enrollees. Furthermore, national surveys tend not to
distinguish SCHIP from other health insurance programs. Thus, state-based evaluations are needed.
Although noncategorical approaches for identifying CSHCN have been proposed as Health Plan Employer Data and Information Set measurements,14,15
they are not used widely by SCHIP or Medicaid
managed care plans. State SCHIP strategies tend to
follow the definitions of their state Medicaid programs,16,17 using available administrative data18 to
identify children by the presence of specific diagnoses, a high level of services or costs, or enrollment
in a special program such as the Title V Maternal and
Child Health Services program.19 Because of the lack
of uniformity in definition and the inability to even
identify the CSHCN population within SCHIP, little
is known about CSHCN enrolled in SCHIP.
Regardless of which criteria for CSHCN identification are used, many studies have noted that
CSHCN have poorer health status, higher health care
needs, higher use of outpatient and inpatient services, more frequent use of specialty services and
ancillary services, and higher health care costs than
the general population of children.20 –30
This study is part of the Child Health Insurance
Research Initiative, funded by the Agency for Health
care Research and Quality, The David and Lucile
Foundation, and the Health Resources and Services
Administration. Study objectives are to 1) determine
the prevalence of CSHCN among enrollees in SCHIP
in several state programs, 2) describe sociodemographic and health characteristics of CSHCN, and 3)
compare CSHCN versus children without special
needs with respect to demographic characteristics,
health status, prior insurance, prior health care experience, and prior unmet health care needs. We hypothesized that 1) SCHIP would enroll fewer
CSHCN than their prevalence in the general population, because many might have been enrolled in
other programs, 2) CSHCN who do enroll in SCHIP
would already be higher users of health care than
other children because of their chronic conditions,
but 3) CSHCN would enter SCHIP with many unmet
needs.
METHODS
The study methods are summarized in Table 1, with states
listed according to the size of the SCHIP program in each state.

Setting
SCHIP in 4 states (New York,31 Florida,32 Kansas, and Indiana)
were evaluated. The bulk of SCHIP enrollees in New York and
Florida and all enrollees in Kansas are enrolled in free-standing
separate SCHIP programs, whereas Indiana has more children
enrolled in the Medicaid-expansion portion of its SCHIP program.
The New York and Florida programs are large and mature, because both had prototype insurance programs before SCHIP.33,34
The Kansas and Indiana programs are newer, having begun in
1998 and 1999, respectively.35 Together, these 4 states had 1.2
million SCHIP enrollees in 2001, which comprised 26% of the
nation’s SCHIP enrollment.36
With the exception of Florida, most CSHCN were enrolled into
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TABLE 1.

Study Sample and Methods by State
New York

Florida

Kansas

Indiana

Program name
Program structure*
Year implemented
Ever enrolled
during 2001¶
Sampling frame

Child Health Plus
Combination†
1991㛳
872 949

Healthy Kids
Combination‡
1992㛳
298 705

HealthWave
Separate SCHIP
1999
34 241

Hoosier Healthwise
Combination§
1999
56 986

Enrolled in SCHIP
between 11/1/00 and
3/31/01; no SCHIP
enrollment in prior
24 months

Enrolled in SCHIP
between 9/1/00
and 12/31/00; no
SCHIP enrollment
in prior 6 months

Sampling method

Random; one unique
child per family

Enrolled in SCHIP for
⬍3 months with
new enrollment
occurring between
7/1/00 and 12/31/
00
Random; one unique
child per family

Random; one unique
child per family

Stratification

Age; race/ethnicity;
geographic region
Yes
STATA, Version 7.0

None

Age; urbanicity

CSHCN enrolled in
SCHIP between
8/1/00 and 2/1/
01; no SCHIP
enrollment in prior
3 months
Convenience**; one
unique child per
family
None

Yes
SUDAAN, Version
8.0.1
0–17.9
10/9/00 and 4/29/01

No
SAS, Version 8.0.2

0–17.9
3/15/01 and 9/18/01††

Yes
SUDAAN, Version
8.0.1
11.5–17.9
1/8/01 and 8/1/01

2,620

1,824

776

76

Results weighted
Analytic software
used
Age range (years)
Surveys completed
between:
No. of cases

0–17.9
9/12/00 and 4/15/01

This table reflects program characteristics in 2001. Characteristics may have changed since then.
* With the exception of Indiana, where the Medicaid expansion portion of SCHIP represents a significant proportion of SCHIP enrollees,
the data in this article include only new enrollees of separate, free-standing SCHIP programs (ie, Medicaid expansion SCHIP enrollees
were not included).
† New York’s Medicaid expansion covered children 15–18 years to 100% federal poverty level (FPL) who were not otherwise eligible for
Medicaid.
‡ Florida’s Medicaid expansion covered children ⬍1 and 17–18 years to 100% of FPL who were not otherwise eligible for Medicaid.
§ Indiana’s Medicaid expansion covered all children up to 150% of FPL who were not otherwise eligible for Medicaid.
㛳 Florida and New York had state-specific SCHIP precursor programs that became their respective SCHIP programs after the passage of
Title XXI.
¶ Entries on this row represent the total number of enrollments during federal fiscal year 2001.
** All families enrolling in Indiana SCHIP were provided a 1-page letter inviting participation in the study; those who gave permission
for the study were contacted by the Indiana study team. Although ⬍2% of the forms received by the study team indicated refusal to
participate, on some busy days in certain locations the permission forms were not distributed; thus the sample is technically a convenience
sample.
††Less than 20 interviews were completed after 9/11/01; all others were completed prior to that date.
SCHIP in the same manner as other children. Florida has a carveout program for CSHCN eligible for Medicaid or SCHIP called
Children’s Medical Services (CMS), which is part of Florida’s state
Title V Maternal and Child Health Services program. Florida
children are identified through the SCHIP enrollment process as
potential eligible CMS enrollees by using 3 screening questions
modified from the CSHCN screener. More severely disabled
CSHCN are referred from SCHIP to CMS.37 In all states, children
with disabling special needs may be eligible for special programs
such as the Supplemental Security Income program, Medicaid
“medically needy programs,” Katie Beckett Waivers, and Title V
Maternal and Child Health Services programs,2 which may provide additional services or opportunity for enrollment in Medicaid.

rolled in the state’s SCHIP or pre-SCHIP insurance initiative). In
New York, the study design31 involved a stratified sample of
children based on geography, race, and ethnicity with results
weighted to reflect the state’s newly enrolled SCHIP population.
The Florida study32 focused on adolescents 11.5 to 18 years old
who were not enrolled in CMS; in the other states, children 0 to 18
years old were sampled. The Kansas sample38 of children newly
enrolled in SCHIP was stratified by age and urbanicity with
results weighted to reflect the population of new SCHIP enrollees.
In Indiana,39 a convenience sample of children was screened at
new enrollment into SCHIP (during some extremely busy enrollment days, screening was not done because of resource limitations), and children who screened positive on the CSHCN
screener were included.

Study Design

Telephone Interviews

Comprehensive telephone interviews were performed 2 to 7
months after enrollment in SCHIP. The interviews addressed demographic and health care information during the year before
enrollment in SCHIP. A core set of questions was developed
across the 4 states to obtain similar information. The presence of
special needs was assessed by using the CSHCN screener (see
Table 2, described more completely below), a widely used 5-question screener identical to the one used in the National Survey of
Children with Special Health Care Needs8,9,12,13 and one that is in
the CSHCN module recently approved by the National Committee on Quality Assurance for optional use by Health Plan Employer Data and Information Set performance-measure assessments.14,15

Study teams obtained the list of SCHIP enrollees from their
states, and telephone calls were made at varying times of the day
and week. Altogether, 5296 parent interviews were completed:
2620 in New York, 1824 in Florida, 776 in Kansas, and 76 in
Indiana.

Study Participants

CSHCN Measures

Participants included all children with completed parent interviews after first-time enrollment in SCHIP (ie, never before en-

CSHCN were identified by a positive response on the CSHCN
screener (see Table 2). The scoring algorithm40 recommended by the
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Socioeconomic, Demographic, and Health Status
Measures (Table 3)
These measures included the child’s age group, gender, race
and ethnicity, urbanicity, income, family structure, respondent
education and employment, and 3 commonly used health status
questions.

TABLE 2.

CSHCN as Identified by the CSHCN Screener
Overall–CSHCN Screener*

% of Children Identified as CSHCN (SEs)
New York

Florida

Kansas

16.5% (n ⫽ 435)

18.2% (n ⫽ 331)

25.3% (n ⫽ 196)

Each Item–CSHCN Screener*

%

% Yes to
This Alone

%

% Yes to
This Alone

%

1) Does your child need or use more
medical care, mental health, or
educational services than is usual for
most children of the same age?
2) Does your child currently need or use
medicine prescribed by a doctor, other
than vitamins?
3) Is your child limited or prevented in
any way in his or her ability to do the
things most children of the same age
can do?
4) Does your child need or get special
therapy such as physical,
occupational, or speech therapy?
5) Does your child have any kind of
emotional, developmental, or
behavioral problem for which he or
she needs treatment or counseling?
7 Possible combinations of special needs†
1) Dependency only
2) Functional limits only
3) Service use only
4) Dependency ⫹ service use
5) Dependency ⫹ functional limits
6) Service use ⫹ functional limits
7) Dependency ⫹ functional limits ⫹
service use

6.7 (1.4)

0.79 (0.21)

7.1 (0.60)

0.55 (0.17)

12.9 (1.4)

1.5 (0.5)

11.4 (0.75)

5.3 (0.52)

17.3 (1.6)

6.6 (1.0)

10.8 (1.7)

6.4 (1.4)

% Yes to
This Alone

3.4 (0.99)

0.53 (0.20)

5.1 (0.52)

1.1 (0.24)

7.8 (1.1)

0.6 (0.3)

1.9 (0.41)

0.57 (0.20)

1.4 (0.28)

0.22 (0.11)

5.3 (0.34)

0.8 (0.4)

4.2 (1.0)

0.95 (0.29)

7.5 (0.62)

2.4 (0.36)

8.3 (1.1)

0.9 (0.4)

—
—
—
—
—
—
—

4.3 (0.47)
5.3 (0.52)
1.1 (0.24)
3.4 (0.42)
0.50 (0.17)
1.2 (0.26)
2.3 (0.35)

—
—
—
—
—
—
—

6.6 (1.0)
0.6 (0.3)
5.2 (0.9)
5.7 (1.0)
1.1 (0.5)
2.2 (0.6)
3.9 (0.8)

—
—
—
—
—
—
—

6.4 (1.4)
0.53 (0.20)
4.6 (1.1)
2.1 (0.58)
0.61 (0.21)
0.58 (0.16)
1.7 (0.94)

In Indiana, screening was conducted by state enrollment staff, and data are not available about prevalence of CSHCN. SE indicates
standard error of the mean.
* A positive response on each question is indicated only if parts “a” (“Is this because of any medical, behavioral, or other health
condition?”) and “b” (“Is this a condition that has lasted or is expected to last 12 months or longer?”) are both affirmed.
† Three “definitional domains” exist: 1) dependency on prescription medications, 2) functional limitations, and 3) service use above
normal.

Child and Adolescent Health Measurement Initiative and the Foundation for Accountability was followed to identify a CSHCN (yes/
no) if the parent responded affirmatively to at least 1 of the 5 questions and follow-up subquestions designed to determine if the child
had a physical or mental health condition that had lasted or was
expected to last for at least 12 months. The scoring algorithm also
identified the different domains of CSHCN (see Table 2).40

Access, Utilization, and Quality
The major comparison involved CSHCN versus the remainder
of SCHIP enrollees (before enrollment in SCHIP) within each state
for 1) prior insurance variables (the number of uninsured months
during the year before SCHIP, the type of most recent insurance,
and reasons for loss of prior insurance); 2) presence of a usual
source of care (USC) before enrollment in SCHIP, type of source,
reasons for lack of a source of care, and change in the USC after
enrollment; 3) use of health care before SCHIP (any use and
number of visits); 4) unmet needs before enrollment; and 5) quality of care (continuity, specific quality markers regarding provider’s care, and satisfaction with care).

sure. For the first 4 dichotomous dependent variables, we estimated multivariate logistic regressions to examine the independent association with CSHCN, controlling for other
sociodemographic characteristics. For prior health insurance,
which has 3 levels (none, Medicaid, and private/other), we estimated a multivariate multinomial logistic regression model.
Adjusted estimates were calculated for the CSHCN group and
for other children by predicting the outcomes for all children in
the sample after setting the special needs variables to CSHCN first
and then to “other children.” The differences in the adjusted
estimates between CSHCN and other children reflect outcomes
that may be attributed to CSHCN. For ease of interpretation, all
multivariate models were run with no interaction terms; otherwise, models across states would have had varying components
and been difficult to compare. All analyses were weighted to be
representative of the SCHIP populations by state using STATA
7.0, SUDAAN 8.0.1, or SAS 8.0.1 to adjust for the complex survey
designs in each state.

RESULTS
Prevalence of CSHCN Among SCHIP Enrollees (Table 2)

Analyses
Descriptive statistics (2 analyses or t tests) were used to tabulate
proportions of SCHIP enrollees who were CSHCN and to compare
characteristics of CSHCN versus children without special needs.
We used multivariate methods to generate “adjusted” rates for
5 key measures of health care access: 1) having a USC; 2) use of the
emergency department (ED); 3) use of preventive care; 4) unmet
needs; and 5) prior insurance. All sociodemographic measures
from Table 3 were included in the multivariate analyses for the
first 3 models; prior insurance was omitted as an independent
variable in the fourth model because it was the dependent mea-

The prevalence of CSHCN among SCHIP enrollees
was 17% in New York, 18% in Florida, and 25% in
Kansas. Table 2 also shows the percentage of all
SCHIP enrollees who screened positive on each of
the 5 CSHCN screener questions and the percentage
that screened positive only for one particular question. Chronic medication use was most common,
cited by 10.8% (New York) to 17.3% (Kansas) of all
SCHIP enrollees; 5.3% (Florida) to 6.6% (Kansas)
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TABLE 3.

Demographic Characteristics of CSHCN Versus All Other Children at SCHIP Enrollment
New York
CSHCN

Child age group†
0–2 years
3–5 years
6–11 years
12–18 years
Gender:
Male
Race and ethnicity
White (non-Hispanic)
Black (non-Hispanic)
Hispanic
Other
Single-parent household
Household size:
Mean
Standard error
Family income
ⱕ150% FPL
⬎150% FPL
Residence
Metropolitan
Large town
Small town/rural
Highest grade completed‡
⬍High school
High school grad or GED
Technical/vocational
Some college
College graduate and higher
Employment status¶
Working full-time 35⫹ hours
Working part-time ⬍35 hours
Staying at home
Going to school
Other
Not working
Second parent working
Child’s health status
Excellent or very good
Good
Fair
Poor
Worry about child’s health
None
Little
Some
Quite a bit
A lot
Child less healthy than others

Other

Florida
CSHCN

Kansas
Other

NA
NA
NA
100.0%

Indiana

CSHCN

Other

CSHCN

4.5%
16.2%
44.7%
34.6%

18.0%***
15.6%
37.9%
28.6%

7.9%
10.5%
47.4%
34.2%

13.0%
11.5%
45.2%
30.3%

21.3%*
19.1%*
31.6%
28.1%

100.0%

44.1%

49.6%

55.8%

49.0%*

60.8%

49.2%*

65.8%

29.4%
29.6%
41.0%

23.7%
30.8%
45.5%

54.1%
16.3%
26.6%
3.1%
41.5%*

71.8%
8.5%
10.0%
9.7%
50.5%

63.5%
12.6%
16.7%*
7.2%
42.6%

77.6%
10.5%
6.6%
5.3%
47.3%

60.1%

49.1%

62.8%
13.5%
22.2%
1.5%
48.6%

4.1
0.16

4.3
0.08

3.8
0.08

3.9
0.03

3.8
0.2

4.0
0.1

76.3%
23.7%

79.3%
20.7%

63.0%
37.0%

65.4%
34.6%

72.7%
27.3%

66.0%
34.0%

91.8%
2.3%
5.9%

92.9%
2.4%
4.7%

92.6%
5.9%
1.5%

91.8%
7.1%
1.2%

42.7%
35.9%
21.4%

43.7%
28.7%
27.5%

61.8%
22.4%
15.8%

28.0%
30.9%
0.5%
28.0%
12.7%

27.3%
39.0%
0.6%
21.0%
12.1%

14.6%
34.8%
5.2%
24.1%
21.3%

14.7%
38.7%
4.0%
22.8%
19.8%

3.6%
59.2%
NA
25.3%
11.8%

7.1%
57.3%
NA
20.9%
14.7%

11.8%
39.5%
NA
35.5%
13.2%

31.5%
25.7%
32.6%
0.6%
9.6%
25.6%
26.0%

42.8%
20.9%
29.3%
4.5%***
2.6%***
18.3%
33.0%

50.9%
13.2%
23.0%
1.6%
11.3%
25.6%
32.3%

53.1%
12.1%
25.1%
1.8%
7.9%*
18.3%
41.9

51.3%
14.1%
NA
NA
6.6%
28.0%
38.1%

43.4%
16.2%
NA
NA
31.7%
31.7%
47.8%

27.6%
19.7%
27.6%
3.9%
21.2%
NA
NA

33.0%
49.1%
17.2%
0.7%

46.9%*
43.4%
9.3%
0.4%

54.1%
31.8%
11.9%
2.1%

77.2%***
18.9%***
3.5%***
0.27%***

41.5%
39.2%
15.3%
4.0%

82.8%***
13.1%***
3.9%***
0.23%*

42.1%
36.8%
15.8%
5.3%

26.9%
29.2%
19.4%
11.4%
19.8%
21.9%

38.9%
24.7%
12.9%
12.3%
20.3%
8.0%**

35.5%
24.2%
15.6%
12.8%
11.9%
19.8%

68.8%***
18.3%*
6.9%***
3.4%***
2.6%***
8.4%

NA

NA
NA

NA

NA

31.5%
26.0%
12.3%
9.6%
20.6%
42.5%

NA indicates not applicable.
Significance testing is for CSHCN vs. others within the same state (* P ⱕ .05; ** P ⱕ .01; *** P ⱕ .001).
† Florida sampled adolescents only; the Kansas adolescent age range included 12–17 years.
‡ Maximum education (respondent or parent/head of household)
§ Maximum employment in household (respondent or parent/head of household)

screened positive based only on that single question.
The next most common CSHCN screener question
that identified CSHCN involved needing or using
more care than usual, followed by having an emotional, developmental, or behavioral problem that
needs treatment.
The largest proportion of children screened on one
dimension of special need alone (dependency on
prescription medications, functional limitation, or
service use above normal). However, 1.7% (New
York) to 3.9% (Kansas) of children had all 3 dimensions of need.
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Demographic and Health Characteristics of CSHCN
Versus Other SCHIP Enrollees (Table 3)

Although CSHCN tended to be older and more
likely to reside in a single-parent household, large
demographic differences between CSHCN and other
children were not noted. The majority of children,
including those identified as CSHCN, were described by parents as having excellent, very good, or
good health. However, there was a clear trend toward CSHCN having poorer health status than other
children. A high proportion of parents reported wor-

rying about their child’s health, and in Florida the
level of worry was higher for CSHCN.
Table 4 summarizes the prior health insurance experience of CSHCN versus other children. Four major findings are noted. First, there was a trend toward
CSHCN being more likely than children without special needs to have been insured before SCHIP. Second, in most states there seem to be 2 predominant
patterns of prior insurance: children covered for the
entire 12 months (ie, enrolled immediately in SCHIP
after their previous coverage ended) or children uninsured for the entire year before SCHIP. Florida
differed in this regard in that fewer children were
covered for the entire 12 months and more had private insurance before enrolling in SCHIP. Third, although there were variations by state, a substantial
proportion of children had Medicaid as their most
recent prior insurance. Fourth, the major reasons for
loss of prior insurance involved a parent’s employment change, the high costs of the prior insurance,
the perception that there would be better benefits
from SCHIP compared with their prior insurance, or
a life change (particularly loss of Medicaid because
of rising income).
The vast majority of all SCHIP enrollees (79% to
⬎90%) had a USC during the year before SCHIP
(Table 5). Although there appeared to be trends toward CSHCN being more likely to have a USC before enrolling, these differences generally did not
reach statistical significance. In the 2 largest states
(New York and Florida), ⬃10% of CSHCN had no
USC before SCHIP. The most common type of prior
TABLE 4.

USC for all SCHIP enrollees was a doctor’s office
outside of the hospital, followed by community
health centers and hospital clinics. The type of USC
differed across states, with Florida SCHIP enrollees
being less likely than enrollees from other states to
have received care from hospital-based clinics previously. A common reason for not having a USC was
lack of health insurance. The reasons varied widely
across states. In general, CSHCN were less likely
than children without special needs to cite never
being sick as a reason for not having a USC.
Approximately one third of children in each state
changed their USC after enrolling in SCHIP. The
Kansas survey asked about the reasons for changing
USC, and they were: previous place did not accept
SCHIP (CSHCN, 41%; other, 45%); parent wanted a
different place (CSHCN, 39%; other, 34%); or family
moved (CSHCN, 34%; other, 25%).
Many children, both with and without special
needs, used health services during the year before
SCHIP (Table 6). This includes a high proportion
using the ED, ⬎65% having a preventive visit, and a
substantial proportion having an acute visit. Although there was some variability across states in the
use of health care and not all visit types were assessed by all states, CSHCN were more likely than
children without special needs to use the ED, mental
health care, specialty care, and acute care.
Although the questions on unmet health care
needs (Table 7) varied somewhat across the states,
they were identical within each state for all interviewed children, making it feasible to compare

Prior Insurance Experience of CSHCN Versus All Other Children
New York

No. of months insured during
Year before SCHIP
All 12 months
9–11 months
6–8 months
3–5 months
1–2 months
None (uninsured all year)
Type of last insurance†
Private employer-sponsored
Private other
Medicaid
Other
Reason for loss of prior
Insurance†‡
Life change
Separation, divorce, death
Aged out of Medicaid,
Lost Medicaid (income)
Employment change
Lost or changed job
Employer stopped coverage
Costs or benefits
High cost of prior insurance
SCHIP cost less
SCHIP has better benefits
Other

Florida

CSHCN

Other

CSHCN

31.9%
4.1%
2.7%
3.1%
0.8%
56.4%

21.9%
4.4%
5.4%*
3.2%
1.9%*
62.9%

6.5%
9.9%
9.0%
4.3%
1.9%
68.3%

37.4%
4.8%
38.7%
26.3%

49.6%
1.4%*
43.5%
9.5%*

7.1%
1.8%
30.4%

Kansas
Other

Indiana

CSHCN

Other

CSHCN

4.3%
6.9%
8.9%
4.4%
1.7%
73.7%*

47.3%
9.4%
13.3%
3.9%
2.6%
23.6%

43.1%
6.1%
8.1%
5.6%
3.1%
34.1%*

56.9%
4.2%
9.7%
2.8%
1.4%
25.0%

56.0%
6.0%
27.0%
11.0%

60.3%
11.3%
20.9%
7.5%

17.8%
0.0%
61.1%
21.1%

20.5%
0.9%*
52.9%
23.9%

53.8%
3.1%
38.5%
4.6%

4.7%
2.8%
19.1%

7.5%
1.7%
5.0%

7.3%
1.6%
4.7%

9.6%

5.6%

10.4%

8.2%

8.3%
8.3%
8.3%

25.0%
4.6%

24.8%
10.5%

47.9%
11.3%

44.0%
7.8%

31.0%
3.0%

30.1%
2.2%

41.7%
NA

15.2%
19.7%
32.6%
23.8%

22.6%
24.2%
28.1%
33.9%

18.3%
3.3%
0.42%
4.6%

26.9%**
4.0%
1.5%
2.4%

19.9%

29.0%

62.5%
45.5%
47.8%
NA

NA

NA
NA
27.0%

26.8%

NA indicates not applicable. Florida sampled adolescents only; the Kansas adolescent age range included 12–17.9 years.
Significance testing is for CSHCN versus others within the same state (*P ⱕ .05; **P ⱕ .01).
† For the subset of children who had any prior insurance before SCHIP.
‡ More than one reason was accepted in New York, Kansas, and Indiana.

http://www.pediatrics.org/cgi/content/full/112/6/e508

e513

TABLE 5.

USC of CSHCN Versus All Other Children
New York
CSHCN

Had USC before SCHIP
Type of USC place
Hospital ED
Clinic or office in a hospital
Doctor’s office outside hospital
Health maintenance organization
Neighborhood health center
Health department clinic
Other
Reason for no USC†
Never sick
Recently moved into area
No insurance
Cost
Other
Changed USC after enrolling in SCHIP‡

Florida

Other

Kansas

Indiana

CSHCN

Other

CSHCN

Other

CSHCN

90.5%

85.6%

87.2%

79.4%***

92.8%

89.5%

95.9%

1.7%
25.2%
48.1%
1.9%
6.5%
9.0%
7.6%

5.5%
20.2%
41.0%
1.7%
22.4%***
4.6%
4.6%

4.0%
4.0%
63.2%
5.4%
10.5%
4.0%
9.0%

3.8%
8.1%
60.7%
4.7%
10.1%
4.8%
7.5%

0.4%
14.5%
67.9%
2.8%
NA
1.7%
12.7%

0.4%
7.6%*
76.1%
1.8%
NA
4.4%
9.6%

0.0%
19.7%
63.4%
5.6%
8.5%
0.0%
2.8%

0.9%
33.5%
21.5%
6.9%
37.1%
38.0%

21.1%***
10.1%*
36.4%
3.3%
26.6%
42.0%

40.5%
0
16.7%
28.6%
2.4%
35.4%

59.4%*
2.1%
14.0%
19.8%
2.1%
31.0%

39.2%
44.7%
67.9%
59.4%
NA
23.5%

57.9%
18.8%
37.7%
48.8%
NA
30.9%

NA

33.3%

NA indicates not applicable.
Significance testing is for CSHCN versus others within the same state (* P ⱕ .05; *** P ⱕ .001).
† For children without a USC; more than one reason was accepted.
‡ For the subset of children who had any USC before SCHIP.
TABLE 6.

Use of Health Care During Year Prior to SCHIP for CSHCN Versus All Other Children

Visits During Year Before SCHIP

ED
Any visit
No. of visits
Total outpatient–any visit†
Mental Health
Any visit
No. of visits
Specialty
Any visit
No. of visits
Acute
Any visit
No. of visits
Preventive
Any visit
No. of visits
Dental
Any visit
No. of visits

New York

Florida

Kansas

Indiana

CSHCN

Other

CSHCN

Other

CSHCN

Other

CSHCN

30.3%
0.95
93.7%

22.8%
0.56*
85.2%**

37.0%
0.70
88.7%

24.9%***
0.43
72.0%***

46.9%
1.2
94.7%

30.3%***
0.47**
93.6%

38.2%
0.7
85.5

39.1%
0.59

17.2%***
0.25*

NA
NA

NA
NA

25.3%
2.8

4.1%***
0.18***

34.6%
2.2

10.8%***
0.49

33.7%
NA

13.4%***
NA

NA
NA

NA
NA

50.0%
NA

30.6%
1.6

28.5%
0.97*

48.8%
NA

28.8%***
NA

NA
NA

NA
NA

50.0%
NA

70.9%
3.7

73.9%
1.8

82.4%
NA

65.3%***
NA

68.3%
1.3

67.1%
1.0

69.7%
3.7

60.3%
1.5

45.3%*
1.2

NA
NA

NA
NA

63.8%
1.3

63.4%
1.5

73.7%
1.4

NA
NA

NA indicates not applicable.
Significance testing is for CSHCN versus others within the same state (* P ⱕ .05; ** P ⱕ .01; *** P ⱕ .001).
† Includes mental health, specialty, acute, or preventive visit.

CSHCN versus children without special needs
within states. Three major findings are noted. First, a
high proportion of all SCHIP enrollees (25% to nearly
50% depending on the state) had some kind of unmet
health care need during the year before SCHIP. Second, there was a trend toward CSHCN having more
unmet needs than other children in all 3 states that
asked the question, and in Florida and Kansas these
trends reached statistical significance for any need
and several specific areas of need. Third, the major
reasons for unmet health care needs were similar
across states, with financial barriers being most prevalent but practice-level barriers (eg, couldn’t get an
appointment) and system-level barriers (eg, couldn’t
get a referral) also being important reasons. These
reasons were similar for CSHCN versus children
without special needs. Even among the Indiana
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CSHCN, who had lower unmet needs for specific
services than CSHCN in other states, the most prominent reasons for unmet needs before SCHIP were
financial ones.
Table 8 displays results of several specific questions regarding quality of care given by children’s
providers before SCHIP. For all 4 questions, the quality of the provider’s care was rated highly, with
CSHCN having similar ratings as children without
special needs. Approximately 25% of parents reported that providers only sometimes or never spent
enough time with their child. Overall ratings of the
provider were also high and similar for the 2 groups
in each state.
Table 9 shows both unadjusted rates (from prior
tables) and adjusted rates of key health measures
using multivariate analyses as well as statistical sig-

TABLE 7.

Unmet Health Care Needs of CSHCN Versus All Other Children
New York

Any unmet health care need
Specific unmet need
Mental health
Specialty
Acute care
Preventive care
Dental care
Prescription medications
Vision care
Reason for unmet need
Practice-level barrier
Couldn’t get appointment
Couldn’t reach by phone
Not open when needed
Transportation
Financial barrier
Too expensive
Insurance didn’t cover
System barrier
Couldn’t get referral
Didn’t know where to go

Florida

Kansas

Indiana

CSHCN

Other

CSHCN

Other

CSHCN

Other

CSHCN

43.6%

31.1%

61.9%

44.8%***

45.8%

28.1%***

NA

41.7%
43.1%
15.8%
15.6%
28.6%
18.7%
16.3%

25.4%
29.1%
19.1%
14.2%
26.3%
16.4%
21.4%

31.4%
NA
NA
7.7%
31.9%
5.7%
NA

22.2%
NA
NA
4.3%
21.9%**
12.0%
NA

7.1%
NA
16.1%
NA
29.7%
11.6%
NA

0.73%**
NA
8.4%*
NA
29.6%
4.6%*
NA

NA
11.6%
NA
NA
7.9%
1.5%
NA

NA
25.9%
16.6%
21.9%
30.0%

43.2%
31.9%
30.0%
22.6%

13.5%
NA
6.3%
9.9%

7.7%
NA
3.3%
5.7%

15.8%
2.6%
9.2%
2.6%

78.6%
82.6%

69.3%
65.8%*

77.5%
20.7%

72.0%
8.1%

27.6%
13.2%

22.2%
40.7%

29.2%
34.4%

NA
NA

NA
NA

NA
NA

The specific questions on unmet needs varied somewhat across states. In New York, a series of questions asked whether the child needed
care, received care (yes/no), found it hard to get, delayed, or did not get care; in Florida, whether the child needed care, received care
(yes/no), and reasons for not getting care; in Kansas, whether the child did not get or postponed getting care; and in Indiana, the items
are in response to problems getting needed health care (yes/no). Relevant comparisons are between CSHCN and other children within
each state. NA indicates not applicable.
Significance testing is for CSHCN versus others within the same state (* P ⱕ .05; ** P ⱕ .01; *** P ⱕ .001).
TABLE 8.

Quality of Care of CSHCN versus All Other Children
New York

My provider:
Listens carefully to me
Usually or always
Sometimes or never
Explains things in an understandable way
Usually or always
Sometimes or never
Respects what I have to say
Usually or always
Sometimes or never
Spends enough time with me
Usually or always
Sometimes or never
Mean rating of provider (1–10, 10 being highest)

Florida

Kansas

Indiana

CSHCN

Other

CSHCN

Other

CSHCN

Other

CSHCN

77.9%
22.1%

76.8%
23.2%

82.2%
17.8%

87.9%
12.1%

85.9%
14.1%

91.8%
8.2%

95.8%
4.2%

88.8%
12.2%

80.4%
19.6%

85.9%
14.1%

88.4%
11.6%

91.5%
8.5%

93.0%
7.0%

94.4%
5.6%

92.8%
8.2%

85.0%
15.0%

82.9%
17.1%

87.5%
12.5%

92.4%
7.1%

91.4%
8.6%

94.4%
5.6%

74.5%
26.5%

76.4%
13.6%

74.1%
25.9%

79.1%
20.9%

8.6

8.5

8.7

8.7

NA

8.3

88.9%
11.1%
8.6

8.7

These questions were adapted from the Consumer Assessment of Health Plan Survey. Each question had four responses (usually, always,
sometimes, and never); results are collapsed for ease of presentation. NA indicates not applicable.

nificance for the main effects of CSHCN. Several
findings are noted. First, the adjusted values all
closely approximated the unadjusted values, which
suggests that controlling for the sociodemographic
characteristics did not alter the bivariate findings.
Findings indicate that many children (22–75%) had
no insurance, and 10% of children lacked a USC in
the year before SCHIP. Despite having a high rate of
preventive care visits (65– 82%), many children had
ED visits (23–50%) and unmet health care needs (27–
62%) before SCHIP. Because sociodemographic characteristics of CSHCN and other children were similar
(Table 3), this is not an unexpected finding. Second,
CSHCN differed from other children from the same
state on several measures. CSHCN from Florida

were more likely than other children to have had
private insurance, and CSHCN from Kansas were
less likely than other children to have had Medicaid
before SCHIP. CSHCN in Florida were more likely to
have had a USC than other children. In all 3 states,
CSHCN were more likely to have used the ED, and
in Florida they were also more likely to have used
preventive care. In all 3 states, CSHCN seemed to
have more unmet health care needs than other children from the same states (in New York, trends were
noted).
DISCUSSION

Contrary to our first hypothesis, the prevalence of
CSHCN in SCHIP in the study states (17%, 18%, and
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TABLE 9.

Unadjusted and Adjusted Health Care Measures for CSHCN Versus Other Children
New York
CSHCN

Prior insurance before SCHIP†
Private/other
Unadjusted
Adjusted
Medicaid
Unadjusted
Adjusted
None
Unadjusted
Adjusted
Had USC before SCHIP
Unadjusted
Adjusted
Used care before SCHIP
ED
Unadjusted
Adjusted
Preventive care
Unadjusted
Adjusted
Any Unmet need before SCHIP
Unadjusted
Adjusted

Other

Florida
CSHCN

Kansas
Other

CSHCN

Other

56.7%
24.9%

62.8%
21.6%

21.3%
10.8%

20.7%
7.1%*

31.8%
33.3%

31.0%
32.0%

16.1%
18.5%

16.0%
15.6%

9.7%
18.8%

5.8%**
18.2%

46.6%
44.6%

36.1%*
36.9%

56.7%
56.6%

62.8%
62.9%

69.0%
70.4%

73.5%*
74.7%

21.6%
22.0%

32.9%*
31.1%*

90.5%
88.0%

85.6%
85.4%

87.2%
86.9%

79.4%***
78.7%**

92.8%
92.0%

89.5%
89.3%

30.3%
32.9%

22.8%
23.1%***

37.0%
37.1%

24.9%***
25.5%***

46.9%
50.0%

30.3%***
28.1%***

70.9%
71.9%

73.9%
73.4%

82.4%
82.3%

65.3%***
65.3%***

68.3%
68.6%

67.1%
67.2%

43.6%
40.9%

31.1%
31.6%

61.9%
62.3%

44.8%***
45.5%***

45.8%
46.4%

28.1%***
27.5%***

Adjusted results from multivariate testing are shown on the second row for each variable.
Multivariate models include variables from Table 3 (CSHCN status, age, race, gender, single household, household size, income,
education, employment, and insurance type [for variables other than prior insurance]).
P values represent main effects of CSHCN (* P ⱕ .05; ** P ⱕ .01; *** P ⱕ .001).
† For clarity of analysis, the three prior insurance categories were private/other (private employer-sponsored health insurance ⫹ private
other ⫹ other, from Table 4), Medicaid, and none. P values represent Medicaid versus none or private versus none.

25%) was higher than the most recent estimates of
prevalence of CSHCN in those states from the National Survey of Children with Special Health Care
Needs (12%, 13%, and 15%, respectively).41 Interestingly, the prevalence of CSHCN in SCHIP was as
high in Florida as in New York, although Florida has
a carve-out program for CSHCN (CMS) that enrolls
children with the most severe special health care
needs. One explanation may be that few children
with mental health conditions are admitted to CMS,
because enrollment for children with such conditions
is limited to 300 children statewide. Children with
mild special needs (such as asthma) and most children with mental health conditions remain enrolled
in SCHIP.
Other than being more likely to live in singlefamily households, demographic characteristics of
CSHCN closely resembled those of children who did
not screen positive for special needs. Confirming our
second hypothesis, compared with children without
special needs, CSHCN seemed to be somewhat more
connected to the health care system before enrolling
in SCHIP with respect to prior insurance, USC, and
health care visits. This greater connection with the
health care system may have been because of the
poorer health status of CSHCN.
A higher proportion of SCHIP enrollees from New
York and Florida were uninsured for the entire year
before SCHIP, and a higher proportion in Kansas
than the other study states had Medicaid as prior
insurance. It is possible that the established nature of
the New York and Florida programs accounts for the
former finding in that the earlier SCHIP initiatives
may have already enrolled children who were unine516
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sured for short periods. The reasons for loss of prior
insurance seem to reflect the type of prior insurance.
For example, in Kansas where more children had
Medicaid previously, fewer parents noted cost issues
as reasons for loss of their prior insurance.
In support of the third hypothesis, the level of
unmet health care needs of CSHCN on enrollment
was high in all 4 states. This suggests that even as
programs such as SCHIP mature, new enrollees will
continue to have high levels of risk. In fact, both the
CSHCN and children without special needs in the 2
states with mature programs were more likely than
children in the 2 states with newer programs to have
been uninsured for the entire year before SCHIP,
underscoring the potential for unfulfilled health care
needs among this population as well as the continuing need for long-term health insurance programs
that cover all eligible children.
It is notable that the CSHCN population was generally similar to those without special needs on many
access measures, and that the reported health status
of most CSHCN was quite good. This suggests that
the CSHCN screener identifies a broad spectrum of
children and could not be used by SCHIP to focus
exclusively on the most severely ill children. Also,
many children who were not identified by the
CSHCN screener still had unmet health care needs
and fair or poor health. Thus, for the SCHIP population, the CSHCN screener does help to identify a
group of at-risk children who merit extra attention
from health care programs to ensure that their needs
are met and to monitor their quality of care, but
many other children are also potentially at risk for
adverse health outcomes.

Two overarching trends emerged across New
York, Florida, and Kansas in comparing CSHCN to
children without special needs. CSHCN were more
connected with the health care system (more likely to
be insured, higher USC, and greater utilization) before SCHIP than children without special needs but
nevertheless had more unmet health care needs
(most commonly mental health, specialty care, and
prescription medications). These trends could be detected despite the fact that the demographics of the
children studied varied among the states (eg, the
Florida study focused on adolescents, the New York
sample had more black and Hispanic children, and
the Kansas population was more rural). These findings suggest that SCHIP can work with existing
health providers and networks to improve the health
care delivery for CSHCN.
Policy Implications For SCHIP

These findings have policy implications for SCHIP
directors, policy makers, and child health experts
regarding 1) SCHIP benefit design and payment systems, 2) financing, 3) coordination of care, and 4)
monitoring and improving the quality of care for
CSHCN. Some policy implications depend on the
state context, and there are some statewide differences in SCHIP with respect to CSHCN (as described
previously). Despite these differences, the overall
findings across states were similar for many measures such as the prevalence of CSHCN (17–25%), the
portion of CSHCN in fair/poor health (14 –21%), the
income and employment-related demographic characteristics of CSHCN, the portion having a USC, and
the use of health care before SCHIP.
Benefits and Program Design

In most states, the needs of CSHCN were not
actively considered when policy makers debated the
design of separate SCHIP models, although some
states did make special provisions for CSHCN.42 Perhaps policy makers envisioned that SCHIP would
enroll a relatively healthy population of children
while children with special needs would enroll in
Medicaid or special programs tailored to that population. In fact, an early qualitative study involving
key informant interviews of SCHIP leaders in 5 states
found “one issue that is particularly vexing to state
officials and observers is the low number of children
identified in their SCHIP as having special health
care needs.”43 The authors and key informants wondered whether causes for low enrollment of CSHCN
included unsuccessful outreach to this population,
the early stage of SCHIP, or perhaps that CSHCN
were less likely to be uninsured. In contrast, SCHIP
in our 4 states enrolled a population of children who,
rather than being healthier than the general population, have more CSHCN than the general child population. The overall high level of unmet health care
needs highlights the potential impact that SCHIP
could have on the health of low-income children,
especially CSHCN.
Separate, free-standing SCHIP programs including
those in 3 of the 4 states evaluated in this study tend
to offer more restricted benefit packages than Med-

icaid-expansion programs.44,45 This is important
with respect to CSHCN. We found that CSHCN had
more unmet health care needs than other children,
and prior studies have noted that many CSHCN
require more specialty and ancillary services than
their healthy counterparts.21–30 For CSHCN, the benefit package design is critical.46 This is particularly
important for states that do not have carve-out programs for CSHCN or aggressive referral systems to
Title V Maternal and Child Health Services programs
and other wrap-around services that enable CSHCN
with the most severe disabilities to receive expanded
services. It may also have relevance to the consideration of copayments as a means of reducing state
costs for SCHIP, because copayments can inhibit the
receipt of health care, particularly for low-income
families.2,21
A continuing challenge for states when designing
SCHIP programs and benefits is to consider and
distinguish children who may have more mild conditions from those with more serious conditions and
health needs. Some children with more mild conditions may not require the full array of services typically found in a Medicaid benefit package. Nonetheless, a lower proportion but overall large number of
children who did not screen in as CSHCN also had
unmet health care needs before SCHIP, suggesting
that SCHIP has potential to improve health care for
the general population as well as for CSHCN.
Financing

The high utilization rates and unmet needs before
SCHIP suggest that utilization of services by CSHCN
during SCHIP will be substantial, resulting in higher
costs than for children without special needs. Programs may need to consider different financing
mechanisms for at least some of the CSHCN with the
most severe conditions. These include risk-adjustment strategies,47– 49 high-risk pools,50,51 reinsurance
mechanisms,52,53 and improved compensation of primary care practitioners (medical homes) for case
management of CSHCN.
Coordination of Care

Coordination of care can occur at several levels,
starting with the application process. Because many
CSHCN enrolled in SCHIP and states have other
programs that specifically serve CSHCN such as Title V Maternal and Child Health Services programs,54 Supplemental Security Income,55 or homeand community-based services waivers,56 stronger
ties between SCHIP, Medicaid programs, and these
other programs could enhance the identification of
CSHCN and the monitoring of their level of care.57
Specific examples of coordination at this level include the use of joint application forms and single
application processes to multiple programs, automatic referrals from one program to another, and
joint care coordination.
In addition, health plans could expand their specialty provider network based on providers’ participation in the other programs and offer resources for
coordination of care by health care providers. Furthermore, because the USC for many children en-
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rolled in SCHIP was a community health center, it is
important to promote connections between these
providers and specialty providers, particularly for
CSHCN. Our finding that many CSHCN changed
their primary care providers after enrollment into
SCHIP highlights the importance of provider networks. Continuity of care is critical for CSHCN because of their chronic conditions.58,59 Additional
study is needed to determine why so many children
changed providers, to assess whether limited provider panels may have accounted for these findings,
and to evaluate the impact of changing providers on
quality of care for CSHCN. Our study suggests that
the adequacy of specialty provider networks including mental health care also needs to be evaluated
within SCHIP. Although studies have found that
access to specialists has been one of the more common barriers to CSHCN in managed care settings,25,60 – 64 little is known about access to specialty
care within SCHIP.
Monitoring Quality

The high prevalence of CSHCN in SCHIP and the
high rates of change in USC after enrollment in
SCHIP both point to the importance of monitoring
the quality of care for this vulnerable population. An
important first step is the use of a systematic means
to identify the population of CSHCN within SCHIP.
One potential strategy is for SCHIP to adopt the
CSHCN and/or other screening instruments for families to complete at enrollment and recertification.
The next step would be to monitor their level of care
by using routine assessment-of-health measures that
are critical to CSHCN65– 67 or children with specific
diseases.68 Our results of quality of care show high
marks for the quality of providers’ care even before
SCHIP. These quality measures did not distinguish
CSHCN from other children, and it is possible that
quality measures more specific to CSHCN would be
useful for this subgroup. For example, performance
measures focused on mental health, specialty, and
dental care may be useful in particular for CSHCN,
and these were all areas of high unmet needs in the
current study.
Strengths and Limitations

This study has several strengths. The results represent early findings from SCHIP in several states
representing ⬎25% of all SCHIP enrollees in the
nation. Although there are some variations in aspects
of these programs, the similarities across states in
prevalence of CSHCN, demographic characteristics,
and prior health care experiences of CSHCN suggests that the findings may be applicable beyond
single states. These results will be critical to determining the impact of SCHIP on the health care of
CSHCN, because the quality of health care during
SCHIP represents a combination of the performance
of plans and providers as well as sociodemographic
features and prior unmet needs of patients.
Several study limitations must also be noted.
Large-scale, multistate comparisons would be
needed to assess whether findings from the study’s 4
e518

SUPPLEMENT

states are applicable to other states. Unfortunately,
national surveys including the National Survey of
Children with Special Needs often cannot distinguish the SCHIP population or else have a limited
number of SCHIP subjects. However, comparisons of
the study findings to aggregate results from nationallevel studies that can identify the SCHIP population
would be helpful.
Second, several questions varied somewhat across
states, and the study populations varied in that the
Florida sample included only adolescents and the
Indiana sample included only CSHCN. The major
study objective was to compare CSHCN versus other
children within the same states and differences in
questions and populations-limit comparisons across
the states. Third, some of the differences between
CSHCN and children without special needs may not
be because of the special needs but to other confounding factors that were not accounted for by multivariate analyses. Fourth, no screening tool is perfect,
and the CSHCN screener may have misclassified some
children into or not into the CSHCN group.13,18 Fifth,
these findings are from parent reports and subject to
inaccuracies. The questions on utilization of care may
be most subject to errors in reporting, although some
evidence exists that parents accurately recall key visits
to health care professionals such as ED visits and specialty visits.69,70 Moreover, because the same measures
were used to compare CSHCN versus children without
special needs, inaccuracies in parental recall may not
translate to a bias toward either higher or lower utilization for CSHCN versus children without special
needs.
CONCLUSIONS

We conclude that SCHIP in these states has a similar proportion of CSHCN as the general pediatric
population, and although CSHCN were better connected with the health care system before SCHIP,
they nevertheless had substantial unmet health care
needs at enrollment. A measure of SCHIP’s success
will be the degree to which the program effectively
serves CSHCN. Strategies that states might use to
serve CSHCN more effectively might include careful
attention to the benefit structure of SCHIP, innovative methods of financing of this high-cost group of
children, coordination of care and services, and regular assessment of the quality of care for CSHCN.
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