






Families of CSHCN have adequate private
and/or public insurance to pay for the services
they need.
Health insurance coverage plays a critical role in ensuring access to
family-centered care for CSHCN. For children, gaps in health care
financing may mean that health care is delayed or that services are not
delivered. Uninsured and underinsured children are less likely to
receive care in a medical home that addresses their comprehensive
needs. The availability of private or public insurance is strongly
associated with the ability to obtain community-based services such
as medical care, dental care, mental health services, medical
equipment, supplies and prescriptions. Although Medicaid and the
State Children’s Health Insurance Program (SCHIP) have made a
significant contribution to decreasing the number of uninsured
children, the problem of underinsurance persists.

Adequacy of insurance was assessed using three questions: whether
or not health insurance benefits met the child’s needs, whether non-
covered charges were reasonable, and whether the plan allows the
child to see the providers he or she needs. In addition, children
without any insurance at the time of the survey or at any time in the
past year were considered not to have adequate insurance. Overall,
this outcome was achieved by 62.0 percent of CSHCN. The likelihood
of achieving this outcome varied somewhat by the impact of the
child’s condition on his or her functional ability (from 54 percent of
children who were affected usually, always, or a great deal to 70
percent of children who were never affected) and by family income
(from 57 percent of children in poverty to 69 percent of children with
family incomes of 400 percent of poverty or more).
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Children are screened early and continuously
for special health care needs.
In public health, screening often refers to a population-based
intervention to detect a particular condition or disease. However, as
used in the context of this goal, screening is much more
comprehensive and includes ongoing monitoring and assessment of
children and youth to promote health and well-being through family-
centered care practices. Seen this way, screening has two major
goals. First, it is critical to identify, as early as possible, children in the
general population who have special health care needs so that they
and their families can receive appropriate services to reduce long term
consequences and complications. Some needs may be identified in
infancy, or during the perinatal period, while others may emerge later
in childhood and adolescence. Second, and equally important,
children and youth with special health care needs require ongoing
assessments to identify newly emerging issues including
developmental/behavioral issues, oral health, and psychosocial issues,
and to prevent secondary conditions that may interfere with
development and well-being. Ongoing assessment should also focus
on identifying the unique strengths of each child and family.

Only the second component of screening—ongoing assessments for
CSHCN—was measured in the NS-CSHCN. An estimate for this
outcome was arrived at using two survey questions: whether or not
CSHCN received routine preventive medical care in the past year and
whether they received routine preventive dental care during the past
year. Overall, this outcome was successfully achieved for 63.8 percent
of CSHCN. Children’s likelihood of achieving this outcome did not vary
substantially based on the impact of the condition on the child’s
functional ability. However, children with higher family incomes were
significantly more likely to be screened regularly: 77 percent of children
with family incomes of 400 percent of the poverty level achieved this
outcome, compared to 48 percent of children with family incomes
below the poverty level.
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Community-based services for CSHCN are
organized so families can use them easily.
A community-based system of services is an infrastructure that
operates across service sectors. It facilitates the integration of services
in several dimensions—including organization, delivery, and financing.
The development of community-based systems of services is a
response to the complexity and fragmentation of services for children
with special health care needs and their families. Multiple service
programs—each with its own funding streams, eligibility requirements,
policies, procedures, and service sites—serve CSHCN. It is clear that
communities and their resources affect the way families of children
with special health needs find and use services. Therefore, the health
of communities themselves can have a positive effect on the growth
and development of CSHCN. There now exist a number of initiatives
to develop community-based systems of services and a number of
related community development initiatives in communities throughout
the Nation. The public sector has furnished much of the impetus for
such initiatives, but the private sector, especially through the efforts of
several national foundations, has increasingly become active in
instituting such initiatives.

This outcome was assessed using a single question asking parents
whether they had had difficulties trying to use the range of services
their children had needed over the past year. This outcome was
achieved by 89.1 percent of CSHCN.

Three-quarters of children whose conditions affected their daily
activities usually, always, or a great deal achieved this objective,
compared to nearly all (96 percent) children whose activities were
never affected. In addition, 92 percent of children in the highest
income bracket achieved the objective, compared to 86 percent of
children in poverty.
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Youth with special health care needs receive
the services necessary to make transitions to
all aspects of adult life, including adult health
care, work, and independence. 
While rapid advances in medical science have enabled nearly all
children born with special needs to reach adulthood, youth with special
health care needs are much less likely than their non-disabled peers to
finish high school, pursue post-secondary education, get jobs, or live
independently. Few coordinated services have been available to assist
them in their transitions from school to work, home to independent
living, and child and family-focused care to adult-oriented care.
Transition planning must begin early in order to move children and
families along in a developmental fashion. One of the greatest
challenges in planning is how to make a successful transition from the
pediatric to adult health care system for youth with special health care
needs. Health care professionals, on both the pediatric and adult sides,
may lack the training, support, and opportunities they need to promote
the development of youth with special health care needs as partners in
health care decision-making and policy formulation. Some adult health
care providers may not be prepared to treat patients with complex
medical conditions that begin in childhood. The challenge remains to
improve the system that serves youth with special health care needs
while simultaneously preparing youth and their families with the
knowledge and skills necessary to promote self-determination,
wellness, and successful navigation of the adult service system. 

This outcome was evaluated for CSHCN 12–17 years of age using
several questions: whether doctors had discussed the shift to adult
providers, whether doctors had discussed the child’s changing needs
as he or she approached adulthood, whether anyone had discussed
insurance coverage in adulthood, and whether the child was usually or
always encouraged to take responsibility for his or her health. This
outcome was achieved for 41.2 percent of adolescents.

Adolescents whose conditions affected their activities usually, always,
or a great deal were considerably less likely to achieve this objective
than those whose daily activities were never affected (30 percent
versus 52 percent). Children living in poverty were only half as likely
as high-income children to receive adequate transition services (24
percent versus 54 percent).

Core Outcomes: Key Measures of Performance
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Overall Quality of the System of Care
HRSA’s MCHB uses six critical indicators to measure the quality of a
system of care for CSHCN:

� Families of children and youth with special health care needs
partner in decision making at all levels and are satisfied with the
services they receive;

� Children and youth with special health care needs receive
coordinated ongoing comprehensive care within a medical home;

� Families of CSHCN have adequate private and/or public insurance
to pay for the services they need;

� Children are screened early and continuously for special health
care needs;

� Community-based services for children and youth with special
health care needs are organized so families can use them easily;

� Youth with special health care needs receive the services
necessary to make transitions to all aspects of adult life, including
adult health care, work, and independence.

Together, these six Core Outcomes can be used to measure progress
toward the Healthy People 2010 objective to increase the proportion
of States and territories that have service systems for children with or
at risk for chronic and disabling conditions. In this analysis, a child was
considered to be served by a “service system,” as described in the
Healthy People objective, if his or her care met all relevant criteria for
his or her age. For children from birth through age 11 years, the first
five outcomes were included, and all six outcomes were counted for
children from age 12 through 17 years.

Among children aged 11 years and under, 20.4 percent were served
by a system of care according to these standards. For children aged
12–17 years, 13.7 percent had care that met all six criteria.
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