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ABSTRACT. Barriers to access to health care frequently
overshadow the opportunities for improvement through
managed care, especially regarding children with special
health care needs. This statement discusses such oppor-
tunities, identifies challenges, and proposes active roles
for pediatricians, and families of patients to improve
some aspects of managed care for children with special
health care needs.
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Managed care has been expanding to include
coverage for children and adolescents with
chronic illnesses and disabilities, most of

whom have previously received health services
through a combination of fee-for-service plans and
public programs, including Medicaid and state and
federal maternal and child health programs. Many
managed care plans focus on the provision of effi-
cient services to relatively healthy populations with-
out disabilities and are not routinely designed to
respond to the special needs of children who have
disabilities and chronic illnesses. Managed care
could benefit these children and their families by
improving access and coordination of services. The
potential also exists, however, to increase the diffi-
culties families face in obtaining the full range of
child and family services necessary to ensure the
child’s good health and proper development. As-
pects of managed care are reviewed as they relate to
children with disabilities and steps to improve man-
aged care services for these children are recom-
mended.

Children with disabilities differ from adults with
disabilities in a managed care environment in a va-
riety of ways. Three major differences include: 1) The
changing dynamics of child development affect the
needs of these children at different developmental
stages and alter their expected outcomes. Illness and
disability can delay, sometimes irreversibly, a child’s
normal development; 2) the epidemiology and prev-
alence of childhood disabilities, with many rare or
low incidence conditions and few common ones,
differs markedly from that of adults, in which there
are few rare conditions and several common ones;
and 3) because of children’s need for adult protection

and guidance, their health and development depend
greatly on their families’ health and socioeconomic
status. These three characteristics distinguish chil-
dren’s needs as they increasingly enter managed care
arrangements.1 Strategies that optimize child health
outcomes, minimize the potential for developmental
delay, and address these differences must be an in-
tegral part of any system that presumes to manage
care for this special population.

Freund and Lewit2 define managed care as a de-
livery system that integrates financing and delivery
of specified health care services by means of four key
elements:

1. Arrangement with selected clinicians to furnish a
comprehensive set of health care services to mem-
bers of the plan for a preset fee in most cases.

2. Explicit standards for the selection of health care
clinicians.

3. Formal programs of quality assurance and utili-
zation review.

4. Substantial incentives for members to use clini-
cians associated with the plan.

Managed care aims to provide quality health ser-
vices while constraining costs. Achieving these goals
for children with chronic illness and disabilities re-
quires special attention to several key issues. Studies
indicate 6%3 to 35%4 (depending on what is included
among the disabling conditions) of children have
disabilities and need special health care services. Al-
though children with relatively minor special health
care needs may require double or triple the expen-
ditures made on average healthy children, an esti-
mated 5% of children with special health care needs
account for slightly more than 35% of the health care
costs of all children and adolescents.5 These children
have more complicated disabilities (eg, multiple, life-
long, and/or technology-dependent) that compound
their needs. Subspecialized and inpatient care, often
at tertiary facilities, as well as ongoing complex out-
patient management, community-based services,
home nursing services, and medical supplies, make
realistic strategies for cost containment difficult. This
subset of the pediatric population, children with spe-
cial needs and their families, faces an important chal-
lenge with the growth of managed care in being able
to access all these services described.

A potential benefit of managed care, which is
growing in private and public markets, may be im-
proved access to primary care with greater likeli-
hood of establishing a medical home from which a
broader array of services may be provided. Incen-
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tives of managed care that focus on primary care and
community-based services designed to provide con-
tinuity based on familiarity with the child and family
are generally more effective than costly uncoordi-
nated care, such as relying on episodic care in emer-
gency departments.

As families change from fee-for-service to man-
aged care, however, long-term relationships may
change abruptly. Often the change is from familiarity
and comfort based on common experience and un-
derstanding to another plan with physicians lacking
the experience or desire to care for children with
special needs. Other factors, such as unfamiliarity
with this child and family, with resources available
to families and children with special needs or the
inability to coordinate care, may result in a decrease
in the quality of care.

Managed care may also pose other risks for chil-
dren with chronic illness and disabilities. First, “risk
avoidance” has motivated the exclusion of high-risk
populations from many managed care initiatives.
Many state Medicaid programs continued with fee-
for-service in that segment of their population for
whom eligibility was based on disability. Such strat-
egies, called “carve outs,” exclude persons from the
managed care plan based on risk or need for ancil-
lary services. Capitated programs create disincen-
tives for primary care pediatricians to take on high-
cost patients, especially without agreement as to
what constitutes “fair” capitation rates or adequate
risk adjustment.6 Furthermore, few data currently
provide information on other key unanswered ques-
tions. What effect, for example, will managed care
have on patient access to preventive services, phys-
ical therapy, speech therapy, occupational therapy,
and other similar support services? What is the role
of public health services (eg, Title V, Medicaid, or
Early Periodic Screening, Diagnosis, and Treatment)
in a managed care environment, and will children
with disabilities continue to have access to these
services if they are enrolled in a managed care plan?

Pediatricians who are enrolled as managed care
clinicians face additional challenges, barriers,7 and
quality issues. The absence of clear standards of care
and clinical guidelines, especially for relatively rare
conditions for which there may be a lack of consen-
sus on what constitutes appropriate home or com-
munity care, makes it difficult for them to advocate
for these services. Changing technologies and a pau-
city of outcomes data, particularly concerning habil-
itation and mental health services, often result in
arbitrary caps on services provided by the managed
care company.

Given these issues, it is particularly important to
gather objective data, develop criteria, or measure
outcomes in the managed care era. Monitoring care
for groups of children with disabilities could provide
those data. Beyond outcomes, monitoring should de-
termine whether children with disabilities have ac-
cess to plans and whether these plans provide ap-
propriate quality services. Newacheck et al8 outlined
the necessary attributes for such a system. Effective
monitoring of managed care for children with special
health care needs requires the capability to identify

various categories of children with chronic condi-
tions in the target population. There may also need to
be the establishment of uniform definitions and cod-
ing mechanisms to retrieve data for these children.
The system should be comprehensive enough to
monitor a variety of factors pertinent to families with
children with special health care needs such as child
health, family influences, access, utilization, expen-
ditures, cost-effectiveness, quality, satisfaction, and
short- and long-term effects.

Monitoring care for children with special health
care needs also functions at an emotional level. The
term “gatekeeping,” for many, implies overseeing
access to health care services mainly to control costs.
When health care plans monitor health services
solely to control costs, the delivery of quality health
care may be in jeopardy.9 As managed care seeks to
impose a tight control over physician decisions, pri-
mary care pediatricians’ frustration with the system
may interfere with the process necessary to make
managed care an effective tool in the delivery of care.

Partially or fully capitated reimbursement strate-
gies can also create disincentives for appropriate
subspecialty referral. In fully capitated plans, the
primary care physician assumes financial risk for all
care. Consequently, the reimbursement to the pri-
mary care physician decreases with increasing need
for subspecialty care and hospital services.

Children with disabilities and other chronic con-
ditions that may lead to disability require the ser-
vices of pediatric subspecialists in addition to pri-
mary care pediatricians. Access and availability of
pediatric subspecialty services must not be signifi-
cantly impeded by managed care arrangements. Al-
though it is ideal for the primary care physician to
manage and coordinate the care for a child’s health
needs, the complex or rare nature of a particular
child’s condition may make it difficult for the pri-
mary care physician to meet all of the needs of the
child and family adequately without additional ex-
pertise. As presented in the American Academy of
Pediatrics (AAP) policy statement, “Guiding Princi-
ples for Managed Care Arrangements for the Health
Care of Infants, Children, Adolescents, and Young
Adults,”10 access to pediatric subspecialty care
should exist without burden of additional financial
barriers and with appropriate referral processes and
criteria in place. Adult-oriented physician subspe-
cialists should not be substituted for more appropri-
ate care by pediatric subspecialists. Furthermore,
child-specific technological services should be acces-
sible and affordable.

A February 1996 AAP News insert outlined com-
ponents necessary to create a medical home for chil-
dren with disabilities.9 In this model, managed care
places the “keys” in the hands of the pediatrician to
“open the door to a medical home and monitor the
delivery of services through gatekeeping.” The pa-
tient’s family and primary care pediatrician work
together to assure that services are “family centered,
coordinated, and comprehensive.”9, page 2

The concept of the medical home creates an active
role for the pediatrician and other pediatric special-
ists, including the adaptation of their child advocacy
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roles to a new delivery system. Pediatricians must be
active in the negotiation of managed care contracts,
ensuring that their patients have access to necessary
programs and that the health plan is available to all
the children. They must be sure that the contracts
they negotiate provide a broad, comprehensive array
of services within the plans, including appropriate
periodic screening and diagnostic and treatment ser-
vices.

Capitation systems that include managing the care
of children with special health care needs should
recognize the increased pediatrician time required
for service coordination, an increased number of of-
fice visits, lengthy counseling, and the potential for
increased communication associated with referral for
community, subspecialty, and hospital services. If
capitation is to be realistic in relation to the care of
children with special health care needs, the methods
to determine fair and appropriate capitation rates
need to be developed. Risk adjustment is an effective
means for determining appropriate rates because of
the time inequalities associated with caring for a
child with special health care needs and reducing the
barriers to enrollment or qualified pediatricians.

At state levels, active roles by AAP chapters can
assist negotiating processes. Ongoing dialogues with
state agencies, especially Medicaid and Title V pro-
grams, provide opportunities to discuss issues and
perspectives from the physician-child-family inter-
face. Cost-effectiveness may be enhanced by restruc-
turing existing systems to function more efficiently
rather than developing a completely new system.

All persons involved in managed care, including
pediatricians and families, must address the issues.
When plans for managed care are designed and im-
plemented, planners and policymakers need to
closely monitor them for unintended or unantici-
pated negative effects on children with special health
care needs, their families, and their pediatricians.
Flexibility and openness to prompt modifications in
these plans is called for when significant ineffective-
ness, unnecessary costs, or a reduction in the quality
of patient care is evident. Effective systems manage-
ment and the use of predictable points of interven-
tion can facilitate management in an already com-
plex delivery system. Interagency communication
and collaboration must exist within systems. The
“end” of all our activity should reflect our advocacy
role and in particular, should facilitate individual
case management. Industry employers, from senior
management to human resource directors, need to be
responsible and informed agents for the benefits they
provide. Information about what is included in var-
ious options and what is not must be made available
to permit families to make informed decisions. If
needed, employers should join families to have a
positive impact on the contract for needed benefits to
assist children with special health needs. Managed
care checklists are available to provide needed guide-
lines.11–13 Managed care physicians need to under-
stand and accept flexibility and its unique role in the
management of care for this very special population.

If managed care is to demonstrate the capacity and
the flexibility to serve children with special health

care needs adequately, pediatricians and families
must hold managed care organizations to standards
of conduct and service that parallel their own obli-
gations to children.11

RECOMMENDATIONS
Opportunities exist for improving some aspects of

care for children with chronic illness and disabilities
in managed care systems. They can be facilitated by
exercising the following strategies:

1. Creating understanding of major differences be-
tween adult and childhood disability and the
resulting need for managed care models to be
sufficiently flexible to serve children with special
needs and their families.

2. Assuring access to care for all children through
understanding and use of the medical home con-
cept.

3. Establishing fair reimbursement to compensate
for the increased time and complexity associated
with providing and coordinating care for children
and families of children with special health care
needs. This translates into risk adjustment for
capitated systems.

4. Ensuring access to and appropriate use of pediat-
ric subspecialists with defined roles and open
lines of communication between secondary and
tertiary care and the medical home.

5. Creating viable systems of monitoring care capa-
ble of producing process and outcome data from
which appropriate adjustments are made to refine
care to benefit children and families.
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ERRATUM

In the policy statement entitled “Neonatal Drug Withdrawal” (June 1998;101:
1079–1088), an incorrect dosage for clonidine was inadvertently published. On
page 1084, under the heading “Clonidine,” line 9, the sentence should read as
follows:

“In an open trial, six of seven infants with neonatal narcotic withdrawal signs
were treated effectively with oral clonidine (0.5 to 1.0 mg/kg [not mg/kg] in a single
dose, followed by a maintenance dose of 3 to 5 mg/kg/day [not mg/kg/day], divided
every 4 to 6 hours).83”

As stated in this AAP policy statement in reference to the treatment for neonatal
drug withdrawal: “Larger controlled trials and pharmacokinetic data are needed
before clonidine can be advocated as routine treatment.”

We regret any confusion this error has caused.
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