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A New Definition of Children
With Special Health Care Needs

ABBREVIATIONS. MCH, Maternal and Child Health (program);
CSHCN, Children With Special Health Care Needs (program);
DSCSHCN, (Maternal and Child Health Bureau’s) Division of
Services for Children With Special Health Care Needs.

eveloping community systems of services for
Dchildren with special health care needs rep-

resents a significant challenge for pediatri-
cians, families, managed care organizations, and
public and private agencies providing services to this
population. At the state level, Maternal and Child
Health (MCH) and Children With Special Health
Care Needs (CSHCN) programs are vested with the
responsibility for planning and developing systems
of care for all children with special health care needs.
Historically, these programs have been supported
through Title V of the Social Security Act, with state-
matching funds, to provide health services to se-
lected groups of children with special needs, typi-
cally those with complex physical conditions.
However, during the last half-century, service sys-
tems have become increasingly complex as a result of
health, education, and social policy changes, as well
as changes in the epidemiology of child health, in-
cluding increases in the number and proportion of
children with chronic conditions and disabilities and
changes in their case-mix.""* These changes have re-
sulted in gaps in some service areas and duplication
in other areas, as well as fragmentation in the way
service systems are organized.’

Recognizing these difficulties, health policy lead-
ers at the state and federal levels, with broad input
from public and private agencies, providers, and
families, effected legislative changes in the federal
Omnibus Budget Reconciliation Act of 1989, which
expanded the mission of CSHCN programs to facil-
itate the development of community-based systems
of services for children with special health care needs
and their families. Since then, the explosive growth
of managed care has presented new challenges and
opportunities as well as a heightened urgency for the
development of systems of care that integrate health
and related services for this population.®”

Developing systems to serve children with special
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health care needs requires a clear definition of the
population to be served. State CSHCN programs and
others have struggled with defining this population.
Should the population include only children with
significant disabilities or be limited to those with
specified types of physical conditions? Should need
for services be a factor in defining the population?
Should the definition encompass children with
chronic physical, developmental, behavioral, or emo-
tional conditions? Should children at risk of these
chronic conditions also be included for planning pur-
poses? A clear articulation of the concept of children
with special health care needs requires that these
questions be addressed. Substantial progress in this
direction has occurred in recent years through the
publication of two reports on the conceptual issues
that must be addressed in defining children with
special health care needs.®’

Building on these past efforts, a new definition of
children with special health care needs is presented
in this report. The purpose is to assist state Title V
CSHCN programs and other interested parties in
planning for the needs of this population. Although
not developed as a definition to establish eligibility
for CSHCN services, it may be used by states at their
discretion for this purpose. Families, pediatricians,
and public and private programs serving children
may also find this definition useful for advocacy and
other purposes. In the sections that follow we de-
scribe the process of developing the new definition,
articulate that definition and its components, and
conclude with some thoughts concerning the impli-
cations of the new definition for service planning.
Elsewhere in this issue we present epidemiologic
estimates of the number of children with special
health care needs."

THE PROCESS OF DEVELOPING THE NEW
DEFINITION

To assist states in their systems development ac-
tivities, the federal Maternal and Child Health Bu-
reau’s Division of Services for Children With Special
Health Care Needs (DSCSHCN) established a work
group to address the questions posed above and
recommend a preferred definition. In selecting mem-
bers of this work group, an effort was made to rep-
resent the expected constituencies for a new defini-
tion, including federal and state CSHCN program
directors, parents, and health care professionals. In
addition, epidemiologists and policy analysts famil-
iar with the needs of the target population were
included in the work group. More specifically, the
authors of this report comprised the work group. The
work group met a total of three times over the course
of the fall and winter of 1994-1995.
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The work group began its deliberations by estab-
lishing a set of principles to help guide the develop-
ment of a definition. To the extent possible, the def-
inition should:

* be simple and easy to understand;

* have utility for major policy and program direc-
tions for the federal Title V Program for Children
With Special Health Care Needs;

* have utility for the state Title V systems develop-
ment mission, specifically the development of com-
prehensive community systems of family-centered
services for children with special health care needs;

* recognize linkages among primary health services,
specialty health services, and related services (eg,
education, social services);

* be specific and measurable; and

« reflect current scientific knowledge.

Based on these principles, the work group as-
sessed several alternative approaches to defining
children with special health care needs. The ap-
proaches considered were identified through a re-
view of the literature and federal and state eligibility
criteria for programs serving various segments of the
population of children with special health care
needs. These included population definitions and
eligibility criteria for existing state programs for chil-
dren with special health care needs (Title V), special
education and early intervention programs, and the
Supplemental Security Income program eligibility
criteria. This effort yielded three generic definitional
approaches: 1) definitions based on the presence of a
chronic condition; 2) definitions based on the pres-
ence of a functional impairment; and 3) definitions
based on the presence of an elevated service need.

An approach based solely on condition or diagnos-
tic lists was rejected because chronic conditions vary
considerably in severity, degree of impairment, and
service needs. Furthermore, any complete condition
list would be unwieldy and include many children
who do not require special services. A definition
based solely on functional status was also considered
inappropriate because such an approach leaves out
many children who may function well but still need
special services to maintain function. For example, a
child with a seizure disorder who functions well may
only do so with medication for control of seizures.
Furthermore, there are substantial problems in the
measurement of children’s functioning, especially for
infants and very young children.

Given the substantial problems with the condition
list and functional status approaches, the work group
gravitated toward an approach based on elevated
service needs. Work group members viewed a defi-
nition based on elevated service needs as addressing
many of the deficits of definitions based on the pres-
ence of a chronic condition or functional limitation.
That is, a service-based approach does not require
making individual judgments concerning the appro-
priateness of including each of a large number of
childhood chronic conditions, as is required when
using a condition-based approach to define children
with special health care needs. Moreover, a service-
based approach can be presented in succinct form,
avoiding the potentially unwieldy nature of a condi-
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tion list. A service-based approach also circumvents
some of the major problems inherent in using func-
tional status as a means for defining children with
special health care needs. Specifically, a service-
based approach does not leave out children who
function well but need special services to maintain
that level of functioning. Furthermore, problems in
the measurement of children’s functioning, espe-
cially among very young children, are largely obvi-
ated using a service-based approach.

A second significant decision, that being to include
children at risk for a condition that results in a need
for elevated services, was reached by the work group
after much discussion. The decision to include at-risk
children was made based on the premise that the
definition of children with special health care needs
was to serve as a planning aid for state and federal
maternal and child health agencies. Planning for this
population requires focusing on those at risk as well
as those with existing special health care needs. Fur-
ther discussion of the rationale for and the public
policy implications of including children at increased
risk for special health care needs is presented below.

THE NEW DEFINITION

After much deliberation, the following definition
of children with special health care needs was devel-
oped by the work group:

Children with special health care needs are 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.

Several of the terms and concepts used in this
definition require further elaboration. These include
the concepts of increased risk, require health and
related services, and a type or amount beyond that
required by children generally.

Children at Increased Risk

Included in this group are children exhibiting cer-
tain biological or environmental characteristics asso-
ciated with a heightened probability of developing a
chronic physical, developmental, behavioral, or emo-
tional condition. Biological risks include pathologies
and physiological abnormalities that have been
shown to increase the likelihood of future onset of
chronic conditions. Examples of biological risk in-
clude very low birth weight, the presence of certain
metabolic deficiencies, and the existence of some
chromosomal abnormalities.!! Improvements in our
understanding of the molecular basis of childhood
disease has led to greatly expanded opportunities to
define and determine biological risk. Examples in-
clude greatly improved testing for cystic fibrosis and
other genetically determined conditions.

Environmental risks are those social and economic
factors as well as other characteristics of the child’s
environment that have been demonstrated to place
children at increased likelihood of developing
chronic physical, developmental, behavioral, or emo-
tional conditions. Examples of economic and social
risk factors include extreme poverty,'? absence of
social support,’® and child abuse or neglect.!* Exam-



ples of risk factors related to the physical environ-
ment include air pollution, second-hand smoke, and
infestations that can exacerbate conditions such as
asthma.?®

It should be recognized that not all children ex-
posed to biological or environmental risks ultimately
develop chronic conditions. Moreover, no single risk
factor reliably predicts future onset of a chronic con-
dition. The limited available research suggests, how-
ever, that the greater the number of risk factors, the
greater the probability of a chronic condition.!%'

Require Health and Related Services

The term require should be interpreted in the con-
text of professionally accepted pediatric practice
standards. We define health and related services
broadly to include the continuum of services that
may be required to maintain or improve the health
and functioning of children. These services may in-
clude:

* specialized/enhanced medical and nursing ser-
vices (eg, physician subspecialists, hospitals spe-
cializing in the care of children, and enhanced pre-
ventive and primary services);

* therapeutic services (eg, physical, speech, and oc-
cupational therapies, mental health services, and
home health and home nursing services);

* family support services (eg, family counseling and
education, comprehensive case management and
care coordination, and respite care);

* equipment and supplies (eg, durable medical
equipment and assistive devices); and

* related services (eg, early intervention, special ed-
ucation, transportation, and social services).

Services of a Type or Amount Beyond That Required
by Children Generally

Services of a type or amount beyond that required
by children generally may refer to one or more of the
health and related services listed above, or to the use
of routine health services at a level that exceeds the
requirements of most children. For example, a child
with regular visits to a primary care physician to
monitor a chronic condition, such as asthma, would
fall into the latter category.

Need Versus Use

The work group recognized that many children
may need services even though they are not receiv-
ing them resulting from lack of knowledge, limited
provider availability, or other financial and nonfi-
nancial barriers to care.!! This definition is intended
to include those needing but not receiving health and
related services of a type or amount beyond that
required by children generally as well as those cur-
rently using such services. For example, all children
with functional impairments resulting from a chronic
physical, developmental, behavioral, or emotional
condition would be included in this definition, inde-
pendent of whether they were receiving an elevated
level of services, because all such children need at
least ongoing monitoring of their health and well-
being.

DISCUSSION

The definition of children with special health care
needs presented here is intentionally broad and in-
clusive. In particular, the inclusion of children at
increased risk substantially expands the target pop-
ulation for program planning purposes. Indeed, we
included this group precisely because of their impor-
tance in program planning and development. Child
and adolescent health programs appropriately have
long emphasized prevention. Including attention to
children at risk of needing special health care ser-
vices encourages a focus on the prevention of both
primary and secondary disability. We recognize,
however, that this definition, unlike a definition lim-
ited to children who currently have special health
care needs, is particularly difficult to implement. No
adequate quantifiable definition of at-risk status cur-
rently exists, and a dedicated research effort will be
required to articulate the concept of increased risk in
a manner that can be used by state programs in their
planning efforts. Even though we are not presently
able to delineate which children are at increased risk,
other than in the general fashion described earlier in
this commentary, there was a consensus among
work group members as to the importance of includ-
ing those at risk in the definition of children with
special health care needs.

This decision by the work group to propose a
definition that includes the at-risk population was
guided by two considerations. First, and perhaps
most important, the decision was informed by sci-
ence. Child health and development are the result of
a dynamic interplay among molecular biology, per-
sonal experience, and community context that results
in a continuum of relative well-being rather than
sharp distinctions among health, elevated risk, and
frank disease or disability. Increasing data demon-
strate the complex interaction of physical illness and
disability with the social and physical environ-
ment.’>"7 Environments that place the child at risk
can negatively affect both physical and mental de-
velopment. Our improved knowledge of these inter-
actions demands efforts to identify populations at
risk and ways of diminishing risk.

Second, recommendations to include the at-risk
population have certain economic implications. A
broader net that includes more children may imply
greater public expenditures. However, the work
group does not suggest that all children at risk re-
ceive a full array of services. Rather, the purpose is to
help identify populations that should be targeted for
careful and deliberate planning. Prevention aimed at
populations at increased risk should diminish long-
term needs for specialized health care. Yet, histori-
cally, there has been little public investment in pre-
vention efforts for this population of children. We
believe these historic shortcomings in programmatic
and therapeutic capabilities to intervene effectively
in the lives of children who are at risk for special
health care needs should stand as a stimulus for
greater commitment to the task, rather than a reason
to retreat from the inclusion of at-risk populations.
From an economic perspective, the development of
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effective preventive strategies for children who are at
risk should save considerable money in the long run.

CONCLUSION

The explosive growth of managed care and chang-
ing public responsibilities, especially in state pro-
grams for children with special health care needs,
accentuates the importance of a clear definition of
children with special health care needs. Working as a
broad-based consensus panel, we considered several
ways of defining children with special health care
needs, including diagnostic listings and measures of
functional status, but concurred on a definition based
on increased service use or need. We also clarified
the importance of including at-risk populations
along with those already demonstrating special
health care needs.

This new definition of children with special health
care needs should help guide public programs and
other organizations interested in program planning
for this population. The definition is currently being
used at the federal level for program development
and interagency policy planning. State Title V pro-
grams are expected to use this definition in meeting
federal legislative requirements for needs assess-
ments and development of plans for community sys-
tems of services for children with special health care
needs. Additional efforts are now underway to de-
velop operational methods for identifying children
with special health care needs within health plans for
the purposes of monitoring, quality assurance, and
risk adjustment.
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Physician’s Duty to Warn Third
Parties About the Risk of Genetic
Diseases

Ithough the traditional legal rule states that a

physician has a legal duty only to the patient,

courts have expanded the duty to third par-
ties other than the patient in situations involving the
protection of public health or the community at
large. Current examples of this expanded duty rule
include: a physician’s duty to warn a specific third
party about potential harm threatened by a patient’;
a physician’s duty to warn a third party who may be
at foreseeable risk for contracting a sexually trans-
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