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Children with special health care needs (CSHCN) are

defined 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.”1 In Rhode Island, 17.2% of children younger than 18
years, or 41,783 children, were estimated to have a special
health care need in 2005-2006.2 The prevalence of CSHCN
in Rhode Island was higher than the nation as a whole
(13.9%). 2
CSHCN, in general, have higher levels of unmet needs
for routine and specialty care and are less likely to have a comprehensive medical home, compared with the general pediatric population.3 Moreover, CSHCN with mental health problems are even more likely than CSHCN without mental health
problems to experience diminished health and quality of life
and to have problems accessing and receiving needed care.4
The objectives of this study are to 1) estimate the prevalence of mental health problems among CSHCN in Rhode
Island and 2) assess disparities in the Federal Maternal and
Child Health Bureau’s core outcomes between CSHCN with
mental health problems and CSHCN without mental health
problems.

METHODS
Data from the 2005/06 National Survey of Children with
Special Health Care Needs (NSCSHCN) were analyzed to examine mental health problems
among CSHCN in Rhode Island.
The NS-CSHCN is a random
digit dial telephone survey administered in all 50 states and the District of Columbia to assess the
prevalence and impact of special
health care needs. Par ents or
guardians of CSHCN aged 0-17
years responded to the survey. In
Rhode Island, the interviews were
completed for 850 CSHCN with
an overall response rate of 54.4%.
The detailed information on the
survey is presented elsewhere.2
CSHCN are defined as having a mental health problem if
their parents reported that their

child has at least one of the following: 1) any difficulty with
behavior problems such as acting-out, fighting, bullying, or
arguing; 2) mental retardation or developmental delay; or 3)
depression, anxiety, an eating disorder, or other emotional problems. The mental health problems in this study are therefore
defined as having emotional, behavioral, or developmental
(EBD) problems. Since some of the screeners for EBD problems were not asked for children <2 years of age in the survey,
this study analyzed the data only for children > 2 years.
Six core outcomes, developed by the Maternal and Child
Health Bureau (MCHB) to measure progress toward implementing community-based systems of services for CSHCN,
were used to assess disparities between CSHCN with EBD
problems and CSHCN without EBD problems. These six core
outcomes are used as National Performance Measures for all
state Title V programs, and Rhode Island must monitor its
progress in achieving them. Each core outcome was disaggregated into its essential elements and these elements were then
translated into measurable criteria using items contained in the
survey.4 Each of these outcomes and their elements were assessed by mental health status using the chi-square test. Unless
noted, all estimates were weighted to reflect the
noninstitutionalized population of children 2-17 years of age
in Rhode Island.

Figure 1. Disparities in Core Outcome Measures by Emotional, Behavioral, or Developmental
(EBD) Status among Children with Special Health Care Needs (CSHCN) aged 2-17 years,
Rhode Island, 2005/06.
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71.1% of CSHCN without EBD problems (Core Outcome 3). Fewer CSHCN
with EBD problems (69.9%) than
CSHCN without EBD problems
(78.7%) were screened early and continuously for special health care needs
(Core Outcome 4). Significantly fewer
families of CSHCN with EBD problems
(76.3%) than families of CSHCN without EBD problems (94.9%) reported that
community-based services were organized
so families could use them easily (Core
Outcome 5). Lastly, only 29.1% of youth
(aged 12-17 years) with special health care
needs who have EBD problems and
44.9% of youth with special health care
needs who do not have EBD problems
reported they received the services necessary to make transitions to all aspects of
adult life, including adult health care,
work, and independence (Core Outcome
6). (Figure 1)

DISCUSSION

RESULTS
Overall, 40.9% of CSHCN aged 2-17 years in Rhode
Island have EBD problems. (Table 1) The proportions of EBD
problems were higher among teens (45.9%), male children
(45.7%), Hispanic children (53.4%), children whose mothers
have < high school education (59.7%), children living in households with incomes < 200% federal poverty levels (53.0%),
and children who have public insurance (57.5%) compared
to their counterparts.
Compared with CSHCN without EBD problems,
CSHCN with EBD problems had significantly lower rates of
meeting all of the six core outcomes. (Table 2) Less than half
of families of CSHCN with EBD problems (44.0%) reported
that they were partners in decision-making at all levels and
were satisfied with the services they received, compared with
72.0% of families of CSHCN without EBD problems (Core
Outcome 1). Only 36.7% of CSHCN with EBD problems
reported they received coordinated, ongoing, comprehensive care within a medical home, compared with 59.9% of
CSHCN without EBD problems (Core Outcome 2). Less
than two-thirds (63.0%) of CSHCN with EBD problems
reported that they had adequate private and/or public insurance to pay for the services they needed, compared with
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The results indicate that a substantial
proportion of CSHCN in Rhode Island
has EBD problems and the EBD problems
are disproportionally high among certain
groups of CSHCN (such as teens, males,
Hispanics, children whose mothers have
low education, children living in low income families and children who have public insurance). Our results also demonstrate that these children are at increased risk for not meeting
all of the MCHB core outcome measures, which means EBD
problems appear to be barriers to obtaining family-centered,
coordinated, and community-based care. To improve emotional, behavioral, and cognitive development of children, early
diagnosis and effective interventions are necessary, especially
for children living in socio-economically disadvantaged families. The Office of Special Healthcare Needs at the Rhode Island Department of Health has initiated such programs to
strengthen the coordination between pediatric primary and
specialty care while developing a common language among
parents and professionals and schools concerning emotional
behavioral health. In early 2008, the Department of Health
partnered with Bradley Hospital and Hasbro, Inc. to develop
and disseminate the Rhode Island Parents’ Guide to Children’s
Mental Health that assists children and their families find answers about mental healthcare and enable them to better access and use the children’s mental healthcare system in Rhode
Island. Based on the disparities highlighted in this analysis, the
Office of Special Healthcare Needs plans to collaborate with
Rhode Island Parent Information Network and Parent Support Network to address the coordination between medical and
behavioral health.
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