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l. introduction

This report is about children with special health care needs. As a par-
ent and as a pediatric surgeon, | have felt a special commitment to these
children and their families for over forty years. Children are the future of
our nation and we must assure that children with special health care
needs have the fullest opportunity to participate in all aspects of American
society.

In 1982, | called a Surgeon General's Workshop on "Children with
Handicaps and Their Families.” The goals of the Workshop were to devel-
op strategies for comprehensive services needed by children with special
heaith care needs; to address the challenges and burdens of the families
of these children; and to stimulate community resources.

Major Workshop recommendations included defining the scope of the
problem; developing standards; developing systems of care; improving fi-
nancing of care; incorporating principles of care into training for health
professionals; and supporting research. Major actions taken since that
time have implemented many of the Workshop recommendations, and
showed the tremendous interest, caring, and concern of families and pro-
fessionals involved in the care of children with special health care needs.

This report is a call to action. We are establishing a platform for a na-
tional agenda. It is time to draw our efforts together, recognize the
progress we have made and chart a strong future course. | firmly believe
that we have the knowledge, expertise and resources to make this hap-
pen. | know you will join me in our national campaign to improve the lives
of children with special health care needs and their families.



Action Steps

This document focuses on a family-centered, community-based ap-

proach to health care. | believe this must be central to our thinking and to
our efforts. | support the following elements of family centered care:

Recognition that the family is the constant in the child's life while
the service systems and personnel within those systems fluctu-
ate.

Facilitation of parent/professional collaboration at all levels of
health care--care of an individual child; program development, im-
plementation, and evaluation; and policy formulation.

Sharing of unbiased and complete information with parents about
their child's care on an ongoing basis in a supportive manner.

Implementation of comprehensive policies and programs that pro-
vide emotional and financial support to families.

Recognition of family strengths and diversity, and respect for a va-
riety of methods of coping.

Encouragement of normal patterns of living in the home and com-
munity.

Understanding and incorporation of the developmental needs of
infants, children and adolescents, and their families into the
health care delivery system.

Encouragement and facilitation of parent-to-parent suppon.

Assurance that the design of health care delivery systems is flexi-
ble, accessible and responsive to families.



In keeping with these elements, | have identified seven action steps
that | believe can improve access to care and the quality of life for ali chil-
dren with special health care needs and their families:

1. Pledge a national commitment to all children with special health
care needs and their families.

2. Encourage building community-based service systems.

3. Assist in ensuring adequate preparation of providers of care.
4. Develop coalitions to improve the delivery of services.

5. Establish guidelines to control costs of services.

6. Encourage and support the development of adequate health
care financing.

7. Continue to conduct research and disseminate information.

For each of the action steps, | have included brief descriptions of
some of the many worthwhile projects that have been undertaken since
the 1982 Workshop. These examples show some of the exciting activities
that are occurring as we work together to improve care for children with
special health care needs and their families.



ACTION STEP 1

Pledge a National Commitment to
All Children with Special Health Care
Needs and Their Families

We must commit to using the necessary resources to provide services
and financial coverage for children with special health care needs and
their families. Now is the time to use our knowledge and resources effec-
tively, and to recognize that we must move forward.

Children with special health care needs include children with a broad
range of disabilities and illnesses. Many different terms and classifications
have been used to describe these children, and data from these various
classifications are often not comparable.

According to the study conducted by the Vanderbilt Institute of Pub-
lic Health Policy on Chronically Il Children and Their Families, about 10-15
percent of children are estimated to have some form of chronic health
condition, many of which are mild. Estimates from the National Center for
Health Statistics 1985 National Health Interview Survey show that 3.7 per-
cent of children under 18 years of age are either unable to engage in ma-
jor usual activities or are limited in the amount or kind of usual activities.
Smaller numbers are estimated to be dependent upon technology for
sustaining life.

We do not intend to restrict our concern to a carefully defined popula-
tion or to talk about precise numbers. Rather, we recognize that there are
children with special health care needs (mild or severe; short-term, inter-
mittent, or chronic), and that family-centered, community-based coordi-
nated care must be available for them. In this way, families have access to
care that is responsive to their changing needs.




It is important, however, to refine our data and information as we
move ahead to:

» Create systems of care that are responsive to the strengths and
needs of families.

« Ensure that these systems are flexible, are sensitive to cultural
differences in families, and provide a range of options to families.

«  Assure the availability of cost-effective, comprehensive services
including social, emotional, and cognitive aspects of health care.

«  Assure affordabie health care.

- Enhance the skills of professionals in providing competent and
compassionate care.

« Conduct evaluations of the effectiveness of supportive services
for families.

exampLe: ACCH Family-Centered
Care Project

The goal of the family-centered care project at the Association for the
Care of Children's Health (ACCH), in Washington, D. C., is to promote par-
ent/professional collaboration and the use of a family-centered approach
in all health care delivery systems.

Activities include assisting state agencies to encourage parent/
professional collaboration; facilitating the use of policies and programs in
hospitals and community settings that provide emotional and financial
support for families; developing family-centered educational materiais for
health professionals; encouraging parent-to-parent support; developing
a resource center on family-centered care programs; and enhancing the
ability of parents to collaborate with health professionals and community
organizations.



ACCH has convened networking meetings on family-centered care,
presented family-centered material at several national and State meet-
ings, and provided consultation to States on parent/professional collabo-
ration and family-centered care policies. Also, family-centered guidelines
and directories are being developed. In addition, ACCH has monthly mail-
ings to over 500 parents and professionals, and is expanding its quarterly
newsletter.

exampLE: Southern Corporate Coalition

The Southern Regional Task Force on Infant Mortality was formed in
1984 to draw attention to the critical problem of infant mortality in the
South and to promote preventive measures to reduce its incidence. The
effort is a joint project of the Southern Governors' Association and the
Southern Legislative Conference.

The Task Force published several reports which included a biueprint
for action to reduce infant mortality and low birth weight in the South. One
of the recommendations in the Final Report was to work closely with the
corporate community to address this significant human resource problem.

The governors of the 17 Southern States in the Southern Governors'
Association asked two corporate executives in each State to serve on a
Corporate Coalition of the Southern Regional Project on Infant Mortality.
The task of the Coalition is to identify economic benefits to be gained by
business and the community at large from improved maternal and infant
health care. In addition, Coalition members will examine ways to reduce
infant mortality through corporate policies, and will make recommenda-
tions to other businesses in the South to promote improved matermnal and
infant healith.

ExAmpLE: Project SERVE
Project SERVE is a collaborative effort of the Massachusetts Depart-

ment of Public Health's Division of Family Health Services, the Harvard
School of Public Health, and the Developmental Evaluation Clinic at the
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Children's Hospital Medical Center in Boston. The project is managed by
the Massachusetts Health Research Institute. The purpose of the project
is to look at the most appropriate content, organization and financing of
services for children with special health care needs and their families.

Data have been collected over a two-year period from consumers, ad-
vocacy groups, primary and specialty health care providers, and State hu-
man service agencies. A report entitled New Directions: Serving Children
with Special Health Care Needs in Massachusetts provides a policy frame-
work and summary of findings, and ofters 14 recommendations.

A Platform for Reform in Massachusetts was developed for dissemina-
tion at a Statewide forum held as a final project activity. This forum focused
on issues of financing health care for children with special health care
needs and was aimed at mobilizing parents, providers, and policy makers
to create new initiatives in this area.
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ACTION STEP 2

Encourage Building Community-Based
Service Systems

Children deserve to live with their families in their own communities,
and to share in the everyday experiences most Americans take for grant-
ed. We must make a commitment to provide the kinds of health care
these children require, in ways that allow them to participate as fully as
possible in all aspects of family and community life.

Children with special health care needs and their families require a
wide variety of services from many agencies and professionals. These
services are provided in different settings usually referred to as primary,
secondary, and tertiary levels of care. These children need basic health
services (primary care), usually provided by pediatricians, family doctors,
or local heatth clinics in their home communities. They also require a varie-
ty of health, education, mental health, and social services provided at the
community level (secondary care). These community-based services
must be integrated to be responsive to the needs of families, and coordi-
nated to prevent fragmentation, gaps in service, or duplication.

Not all services can be provided at the community level. More sophis-
ticated care (tertiary level) usually is provided in children's hospitals, large
medical centers and teaching hospitals. Strong linkages between the
more sophisticated tertiary care and community service providers will en-
hance the continuity of care and help ensure cost-effective quality care
within coordinated systems. At the State level, professionals and agen-
cies must work together to support the development and improvement of
these systems of care.

«  Existing community-based systems of services for children with
special health care needs must be made known and utilized, and
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additional systems must be developed, expanded, and im-
proved.

In establishing these service systems, we must recognize the
roles of three levels of health care--primary, secondary, and ter-

tiary.

Community-based service systems must assure that children and
their families receive medical care, educational services, social
services, mental health services, and a variety of family support
services in the most facilitating environment.

Community-based systems should facilitate coordination by pro-
viding case management services and individualized service
plans.

Primary and secondary level care should be community-based.
There should be strong linkages between community level ser-
vices and tertiary level care.

Protocols must be established to assure the quality of care.

individual service plans and case management services can pro-
vide a method for monitoring quality of care and services.

Both parents and professionals should participate in the develop-
ment of standards for health care professionals, for facilities and
for equipment. Mechanisms must be in place to assure that these
standards are met.

Families must play a strong role in all phases of quality assurance.
Quality assurance mechanisms for community programs can ben-
efit from the experiences in hospital settings.

exampLE: Coordinate for Kids

A community collaboration approach for early intervention services,
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called "Coordinate for Kids" has been deveioped in the State department
of health in Oklahoma in conjunction with a university affiliated center in
the region. Since the inception of the project, collaborative community
teams have been established in seven communities. Task forces and
councils have been formed to assure responsiveness to culturally diverse
groups.

A State interagency task force has been established and is planning
services for children with special needs. A Statewide needs assessment
survey has been completed by the task force. In addition, a State informa-
tion and referral system for children with special needs has been initiated.
Funding for this system involved efforts of parents and private donors, as
well as local and State agencies.

A computer-based communication network has been established to
link community teams, parent groups, and State program personnel in Ok-
lahoma with the University Affiliated Center in Dallas, Texas.

Collectively, the community teams are addressing the development
of respite services, parent support groups, interagency case conferenc-
ing, and case management.

ExampLE: Michigan Locally Based Services Project

In 1983, the Michigan program for children with special health care
needs, administered by the Division of Services for Crippled Children
(DSCC) of the Michigan Department of Public Health, initiated a Locally
Based Services (LBS) project to expand and improve community-based
services for children with special health care needs. DSCC is using local
health departments to deliver services to these children and their families
in or near their home communities throughout the State.

A major component of the LBS project is the provision of case man-
agement services by local health personnel. A plan for case management
is developed based on an interdisciplinary assessment of the problems
and service needs of the child and the family. The case manager monitors
the implementation of the case plan. The case manager also helps the
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family obtain needed services, and coordinates services from multiple
agencies, programs and providers. As a result of the project, families are
gaining skills in problem-solving, management of services and self-
advocacy,

exaMpLE: The Hawaii Experience

Two projects in Hawaii are working closely together to address the
needs of culturally diverse populations. A new project at the Hawaii Family
Stress Center in Honolulu is facilitating primary care physician participation
in preventive health care of children aged 0-5 from underserved, culturally
diverse populations. The project promotes involvement of pediatricians in
early screening and intervention. Goals include increasing the level of
preventive health care, reducing severity of psychosocial problems and
developmental delays, and increasing the physician's involvement as part
of a team. The project functions within a home visitor project, "Healthy
Start,” designed for prevention of child abuse.

Another project has developed a community support network sys-
tem for native Hawaiian children and their families. The Family Based Edu-
cation Center Project at the Kamehameha School is conducting an exten-
sive needs assessment of community service use and delivery within ed-
ucational and health related areas for families of children 0-5 years. The
project also is working with the State Title V programs to develop a State-
wide model program, and is establishing linkages to the private practice
community to universities, colleges and other voluntary, public and pri-
vate resources in the State.

ExampLE: lowa Regional Specialized
Child Health Centers

lowa has a system of regional, specialized child health centers, con-
ducted by the "lowa Program for Children with Special Health Care
Needs,"” administered by the lowa Depariment of Public Health. This sys-
tem provides community-based services for children with special health
care needs and receives funding from a variety of sources.
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The regional centers are located throughout the State so they can
provide services to children in or near their home communities. They are
staffed by community service providers and are governed by local boards.

The centers are the locus for collaboration among health, social ser-
vice, and education professionals from different agencies. They provide
specialized evaluation services and coordination of services to children
with chronic health problems and health-related educational and behav-
ioral problems .

The lowa General Assembly has appropriated Federal Title V funds
and State general funds for the support of these centers. The area edu-
cation agencies furnish special education staff for these centers and the
department of human services contributes social work staff.
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ACTION STEP 3

Assist in Ensuring
Adequate Preparation of
Providers of Care

Family-centered, community-based service systems should be devel-
oped where children and their families live. These systems cannot func-
tion without personnel who have been adequately trained to provide fami-
ly-centered, community-based care. To provide services in a community
setting requires an orientation and specific skills that differ from those
needed in other settings. Service providers who work in community-
based programs must be trained to collaborate with families and other pro-
fessionals to develop and implement care plans for children with special
health care needs.

» Aninterdisciplinary approach to health care should be employed.

« More emphasis should be placed on the team approach to
health care delivery in all settings.

+ Health provider education should involve more course work and
practical experience in the developmental needs of children with
special health care needs and their families. Training programs
should emphasize the influences of family, psychosocial, and en-
vironmental factors on health status.

» Health personnel training should include programs that provide
contact over time with children with special health care needs and
their families, particularly in home and community settings.

»  Concepts and practice of family-centered care should be incor-
porated into the curricula used for training of health care provid-
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ers. Families should participate in the development of curricula
and preparation of these providers at the pre-service and in-
service levels.

- Professional organization meetings and training programs should
be models of parent/professional collaboration.

- Providers of care in community-based settings should share ef-
fective practices and innovative ideas with other professionals.

« State health, education, mental health and social services agen-
cies need to address personnel training in family-centered, com-
munity-based care.

exampLE: Chronic lllness Teaching Program

A Chronic liiness Teaching Program was initiated at Michigan State
University in 1984. This primary care pediatric residency places a strong
emphasis on the developmental and behavioral aspects of child care. The
Teaching Program complements the disease management information re-
ceived by the residents. The goal of the program is the training of pediatri-
cians in the knowledge, attitudes, and skills needed to improve the care
of children with chronic conditions. The central experience of the program
is a three year, in-depth study of a child with a chronic condition and the
child's family. The study acquaints the resident with the social, financial,
educational, and psychological impact of a continuing condition on the
child and the family.

exampLE: Project BRIDGE

The American Academy of Pediatrics launched Project BRIDGE
(Building Relationships for Infants with Disabilities through Group Educa-
tion) to address the team needs of professionals who care for children
with disabilities (birth to three years) and their families. The project has in-
cluded improving team decision making practices, refining team function,
increasing awareness of the benefits of early intervention and specialized
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services, and improving coordination and continuity of service delivery.
The project includes development of the in-service education program,
and delivery of the program nationally and regionally.

exampLE: The Connecticut IDA

The Connecticut Infant/Toddler Developmental Assessment (IDA) is a
new way to measure infant’toddler development. It is a "second-level" as-
sessment designed to bridge the gap between simple screenings and
complex tertiary evaluations. The goal of the project is to improve commu-
nity identification and assessment services for handicapped and at-risk
children from birth to three years of age by providing compiementary de-
velopmental assessment training for health, allied health and education
professionals and other professionals who serve children. The assess-
ment addresses the interrelatedness of the health, developmental, psy-
chosocial, and family dimensions.

The IDA evolved from the experiences of several early childhood de-
velopment specialists, physicians and public health specialists at the Yale
University Child Study Center and was developed by a Statewide Intera-
gency Task Force. Participants included primary care centers, specialty di-
agnostic clinics, neonatal follow-up services, early intervention programs,
public school pupil personnel staff, and rehabilitation services. Project
staft in the Hartford Department of Health, in partnership with the Health
Services for Handicapped Children section of the Connecticut Depart-
ment of Health Services, completed an IDA Procedures Manual, and de-
veloped curricula and training materials for classroom sessions as well as
for clinical practica.

exampLE: Continuing Education Institute

The Continuing Education Institute in Ohio offers both introductory
and advanced continuing education programs. The purpose of the Insti-
tute is to maintain and strengthen leadership capabilities for medical, ad-
ministrative, and other professional staff in key management positions of
State Title V programs for children with special health care needs through-
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out the country. Major areas addressed include program development,
fiscal administration, public policy, and promotion and coordination.
Faculty for the Institute include directors or representatives from Federal
and State Title V Programs, the academic community, and guest
speakers. The Institute provides time for informal sharing of information
with the faculty, presenters, and colleagues.
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ACTION STEP 4

Develop Coalitions to
Improve the Delivery of Services

Collaboration and cooperation of parents, professionals from a variety
of disciplines, and organizations help ensure successful delivery of family-
centered, community-based services. Strong leadership and commitment
are needed as individuals and groups work together to improve delivery
of services.

'« There must be cooperation among all sectors: public, private, and
voluntary.

» Al departments and levels of government should work together
across agency lines and among community, State, regional, and
national levels to ensure etfective and efficient services.

+ There must be coordination and cooperation among health care
protessionals at the primary, secondary and tertiary levels of care.

» Coalitions must be formed among organizations and groups rep-
resenting all disabling conditions.

exaMpPLE: New Mexico Service Coordination

A New Mexico project seeks to improve the coordination of services
for all chronically impaired children in the State. Special attention has
been given to plans and procedures addressing the health care needs of
Native American children and their families. The project has been suc-
cessful in furthering parent/professional partnerships in planning servic-
es, establishing policy and in implementing programs. Family support
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groups, using professionals as consultants, have emerged at the local
level. Continuous planning, involving both parents and professionals, is
underway for identification and tracking, case management, organization
of medical services, family support systems, services for infants during the
first two years of life, information and referral, and financing of care. The
project has used a family-centered approach to activities. Parents have
participated in the planning and conducting of a family stress conference
and Native American parent-training workshops on rights under Federal
legislation. This project has demonstrated the effectiveness of forming
coalitions between parent and professional groups.

exampLe: CAPP: Parent/Professional Collaboration

The Federation for Children with Special Needs in Boston directs a
project called Collaboration Among Parents and Health Professionals
(CAPP). The purpose of CAPP is to increase and enhance parent in-
volvement in the health care of their children with special needs. The
CAPP project works closely with a national technical assistance effort for
parent training and information funded by the Department of Education.

Project goals are to prepare parents to assume integral roles in the
health care of their children, to promote communication and collaboration
among parents and health professionals, and to develop a national sup-
port system for parents.

CAPP activities have included development of training materials and
workshops; conferences, meetings, and task forces focused on parent/
professional communication and collaboration; regional outreach activi-
ties; and work with New England State departments of public health.
CAPP also is developing models for parent involvement in health care
settings.

EXAMPLE: Alliance of Genetics Support Groups

The Alliance of Genetics Support Groups is a coalition of voluntary or-
ganizations and professionals that grew out of a 1985 symposium. The
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Alliance was formed to help genetics support groups become a unified
force, to help the groups establish a link with research communities, to
promote public education, and to provide a mechanism for sharing infor-

mation.

The Alliance includes leaders from a dozen national organizations, as
well as representatives of professional communities, such as health care,
education, and law. The Alliance has published a newsletter and has held
a national conference.

EXAMPLE: The National Center for Networking
Community-Based Services

The National Center Network project is based at the Georgetown Uni-
versity Child Development Center. The goal of this project is to achieve
comprehensive, coordinated, community-based services for children with
special needs and their families, through improved collaboration among
public and private agencies and parents at all service levels.

The project maintains a network of leaders in health, mental heatth,
and education; facilitates coalitions within States; provides training and
technical assistance; develops knowledge and resources in areas such as
tamily-centered care, financing of services, serving cuiturally diverse
groups, and involving private pediatricians; and facilitates Federal
interagency planning.
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ACTION STEP 5

Establish Guidelines to
Control Costs of Services

We can control costs while still ensuring the quality of services. Stud-
ies have shown that a comprehensive coordinated approach to care is
cost-effective. We have demonstrated the feasibility and efficacy of this
with specific diseases and conditions. Our challenge is to use this experi-
ence to develop a system of generic services at the community level
which is linked to specialized services at the tertiary level.

» The nation will be served better by developing a generic system
of care for all children with special health care needs than by re-
peating our experiences on a disease-by-disease basis.

» Case management to control costs and to ensure quality care
must be developed and expanded in communities.

«  We must find ways to pay for care at the community level.

» Careful studies must be conducted to document cost savings of
community systems that replace fragmented patterns of service
delivery.

Some examples of cost savings with specific conditions are given be-
low.

exAMpPLE: Hemophilia Centers
The benefits of comprehensive care of persons with hemophilia have

been shown through the Federally funded Hemophilia Diagnostic and
Treatment Centers. The care provided through these regional centers
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has resulted in improved health status, decreased hospitalization, a de-
crease in the unemployment rate, and decreased costs of care. The im-
pact of this program has been dramatic. For example, between 1975 and
1985:

«  The number of patients receiving comprehensive care and the
number receiving care at home increased nearly five times

« The average number of hospital days per year per patient has
been reduced by 80 percent

+ The number of days lost from work or school each year has been
reduced by 73 percent

« The percent of unemployed adults dropped from 36 percent to 9
percent

« The average cost of health care per year has been reduced from
$31,600 to $8,100. This $23,500 savings per patient represents
an annual national savings of $223 million.

exampLE: Technology Assisted Children

State Titie V Programs for Children with Special Health Care Needs in
fliinois, Louisiana, and Maryland received grants from the Division of Ma-
ternal and Child Health to develop systems of regional care for technology
assisted children. The results have been impressive, both in terms of
quality care and cost savings.

These projects focus on the transfer of children from institutional set-
tings to home or homelike settings through the use of teams of many dif-
ferent professionals. These projects have proven that family-centered,
community-based systems can be developed through proper manage-
ment and coordination.

In order 1o institutionalize cost-saving measures, the lllinois project
staff identified important gaps in the health care delivery systems involved
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in pediatric care at home; the Louisiana project emphasized coordinated
management of hospitalization, to reduce the lengths of stay as well as
costs; and the Maryland project established a Center for Coordinated
Home and Community Care, a private non-profit organization, to facilitate
hospital discharge and case management of special services in the com-
munity.

A report, Alternatives to Hospitalization for Technology Dependent
Children, prepared by the National Maternal and Child Health Resource
Center at the University of lowa under a grant, Future Directions of Servic-
es for Children with Special Heaith Care Needs, concluded that the care
of technology dependent children in a home setting is generally less
costly to public and private third-party payers than long-term care in a hos-
pital or institutional setting. However, data about the relative costs of
home care and hospital or institutional care are not readily available, and
additional research is needed to establish the relative costs of such care.

exampLE: Other Conditions

Comprehensive programs in Pediatric Rheumatology, developed
with Title V support, demonstrated that coordinated care can improve
health status, decrease hospitalizations, improve school attendance, and
control costs. Texas Children's Hospital has reduced hospitalizations by
50 percent using case management support teams. The Cincinnati Re-
gional Center has improved school attendance above the norm for the lo-
cal area (2/3 completed more than high school).

In children with diabetes, patient education has been demonstrated
to improve patient health, lessen disease-related absenteeism, improve
short-term control, and lessen the use of expensive health facilities. The
key to cost-effective diabetes control is patient adherence to the diabetes
regimen. Studies show that the regular health provider/patient contact in
the community-based, coordinated care model substantially increases ad-
herence to the regimen.

For the child with mental retardation the cost of institutional care is
about four times the cost of care at home.
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ACTION STEP 6

Encourage and Support
the Development of
Adequate Health Care Financing

All children and their families should have access to adequate health
insurance. A substantial number of Americans have no private or public
health insurance for either all or part of the year, and the number is grow-
ing. In the under 65 population, children under 18 constitute a large pro-
portion of the uninsured population. Even when insured, many families
face high out-of-pocket expenses for many health care services which are
not covered by their benefit packages.

While some services used by children with special health care needs
are well covered, such as those provided in the hospital setting, commu-
nity-based services are less well covered, including physician and nursing
services, social work and nutrition services, physical therapy, respite care
and family counseling. There have been some recent improvements in
coverage of community-based services, especially care at home, after rec-
ognition of cost savings. While there are many potential sources of health
care financing, they are often fragmented and confusing to parents.

Inadequate insurance, limitations on benefits, deductibles, co-
payments, lack of coverage of certain types of services, and limits on maxi-
mum lifetime benefits all place significant hardships on families caring for
children with special health care needs. We must work together to assure
adequate financing to protect these children and their families.

+ Health care insurance must be available for all children with special
health care needs and their families.
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» Health care insurance must adequately cover chronic care and
care in the community; must recognize the comprehensive
needs of children and their families, including supportive servic-
es; must not interfere with a family’s employment options; must
assure equal access to care for all children across geographic
boundaries; and must protect the dignity and integrity of families.

+  We must recognize the need for public funds which assist in de-
veloping the service systems of care. This could include case
management and enhanced community services, as well as moni-
toring and standards development. One source of these funds is
Title V.

» The methods of financing health care for children with special
health care needs is an unsettled issue. Many different options
are being considered to improve public and private insurance.
Some of these options include expanding Medicaid coverage at
the State level, Medicaid waivers, State risk pools to subsidize in-
surance for those whose medical condition makes it prohibitively
expensive or impossible to get insurance, affordable long-term
care insurance, prospective payment plans, catastrophic illness
insurance, and tax policy changes such as expanding deduc-
tions.

ExampLE: Indemnity Insurance Carrier Financing

in a Texas project, designed to demonstrate the development of a
system of care for children with special health care needs, an arrangement
was made with the Medical Director of Blue Cross/Blue Shield of Texas for
a pilot program to pay for the ambulatory services of the care management
support team at four diverse sites in the State: Texas Children's Hospital,
Houston (tertiary center); Kelsey Seybold Clinic, inc., Houston (fee-for-
service/HMO clinic); Providence Memorial hospital, El Paso (community
hospital in large metropolitan area); and McAlien Easter Seal Society Clin-
ic, Houston (secondary level center in large rural area). The Kelsey Sey-
bold Clinic also serves as the site for a study of the Maxicare Health Plan
to determine ways of paying for chronic care within an HMO setting.
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Paymant for ambulatory health team services by indemnity carriers is
often limited to physician fees, with some physical and occupational thera-
py charges allowed. There is little or no coverage for patient education,
medical social work services, nutrition services, or other support services.
In the pilot sites, payment is based on composite charges for an initial as-
sessment and composite charges for follow-up team visits. Evaluation of
these pilot sites will determine the effectiveness of this financing mecha-
nism in managing both the professional activities of the team and in charg-
ing for services.

EXAMPLE: Health Care Financing Project

Albert Einstein College of Medicine in New York is conducting a pro-
ject on Financing Health Care for Chronically Il and Disabled Children. The
goals of the project are to develop reliable national estimates of the direct
costs and sources of payment for hemophilia, autism, and severe mental
retardation; to collect expenditure data from samples of families; to use
these data to develop policy alternatives to the current financing system;
and to improve the care of children with disabilities and control costs. The
parents of national samples of children and young adults with autism and
children and young adults with mental retardation provided information on
the financing of their children's health care.

Preliminary findings on the patterns of public and private health insu-
rance for children with autism and children with mental retardation show
that these children are less well covered by private health insurance than
the average American child. However, they are substantially better cov-
ered by public programs than the average child. A large percentage of the
children under 18 are covered by Medicaid. Insurance gaps exist primarily
in central city areas in the sample. Initial project findings will be augmented
with full reports on insurance coverage, as well as reports on the use of
health care services, variations in expenditures for medical and financial
reasons, case management, and financial counseling.

ExampLE: MCH-Medicaid Managed Care in Utah

Two efforts are being made in Utah to improve outcomes and control
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costs of care for children with special health care needs. In order to target
scarce resources, the State Title XIX and Title V agencies {Medicaid and
Maternal and Child Health) cooperated in a study of pregnant Medicaid re-
cipients. The study showed that increasing the number of prenatal visits
improves the outcome of pregnancy. Mothers who made fewer than six
prenatal visits had a higher number of low birth weight babies than those
making over ten visits. The average charge to Medicaid for low birth
weight babies was $63,000, while the charge for normal weight babies
was less than $3,000. This study was instrumental in the State legislature
funding a cooperative prenatal care program between MCH and Medicaid
to improve the outcomes of pregnancy among low-income women.

In another project, the State Medicaid program contracts with HMOs
to provide managed care to their clients. MCH and Medicaid worked to-
gether to develop an innovative approach to ensuring quality care for chil-
dren with special needs under this new system. Through an interagency
agreement, all children with special health care needs are referred to
State Title V programs for coordinated management of their specialized
care, while the HMO continues to provide their regular health care. Data
are being collected to evaluate referral patterns and cost-effectiveness.

ExAMPLE: PATHFINDER Project

PATHFINDER, in Minneapolis, Minnesota, is based on the premise
that effective utilization of existing resources can improve the efforts of
professionals, programs, and parents at the community level. PATHFIND-
ER has successfully established linkages in communities through net-
work building. The project has fostered a cooperative environment
among agencies providing medical care, home services, and Medicaid fi-
nancing for medically fragile children in Minnesota. PATHFINDER also
has completed studies of several mechanisms of financing health care for
children with chronic conditions.

A 1986 PATHFINDER study examined the health care coverage of
chronically ill children in fee-for-service and in prepaid plans. The study in-
cluded a survey of State high-risk insurance programs and the Minnesota
Comprehensive Health Association Program to document utilization of
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services by children with chronic illness who are enrolled in a State-
mandated high-risk insurance program. The Minnesota Department of Hu-
man Services asked the project to establish a Task Force to develop a
home care, community-based service model for Medicaid-eligible chroni-
cally ill children. A model service delivery system developed by the Task
Force included: 1) definition of the target population, 2) client intake and
case management responsibilities, 3) service definitions, 4) screening
tools, and 5) quality assurance. The proposed program was implemented
by Minnesota in the Spring 1986 as The Community Alternatives for Chil-
dren's Programs. Children with chronic illnesses or disabilities, previously
hospitalized to be covered by Medicaid, now can receive services out of
the hospital.
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ACTION STEP 7

Continue to Conduct Research and
Disseminate Information

We need to continue collecting relevant data and information. But we
must do more than add to our existing knowledge--we must put into prac-
tice what we learn. New ideas and mechanisms must be explored and im-
plemented.

« Discretionary funds should be used to support research, demon-
strations, and {raining.

« New and emerging issues must be studied, and the resulits of
such studies should be carefully reviewed for application to the
field.

+ Families should participate in the development and review of re-
search and demonstration projects.

+  Wide dissemination of research and workshop findings will assure
maximum application.

ExAMPLE: Classification System

Traditionally, children with special health care needs have been classi-
fied according to their medical diagnoses. Much of the data we have deals
with children with specific diseases or conditions. Classification of a sys-
tem based on functional capacity and service needs helps assure better
planning, implementation, and evaluation of family-centered, community-
based systems of services for children with special health care needs.
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The National Maternal and Child Health Resource Center, under the
project "Future Directions of Services for Children with Special Health
Care Needs," has developed a new classification system which currently
is being tested in several States by Title V State Programs for Children
with Special Health Care Needs (formerly CCS Programs).

EXAMPLE: Improving Services
Through Dissemination

"Project Zero to Three" is based at the National Center tor Clinical In-
fant Programs. The project's purpose is to improve services for disabled
and at-risk infants, toddlers, and their families through activities such as
national meetings, regional conferences, an interstate "buddy” system,
consultations, and a newsletter. In addition to meetings and conferences
on topics such as program evaluation and research utilization, several
publications, reports, and a newsletter have been prepared and distribut-
ed by project staff.

Another project, the National Center for Youth with Disabilities in Min-
nesota, was established to maximize the potential of adolescents and
young adults with disabilities. The Center's objectives are to develop a
computer-based national resource library, to identify groups of health care
professionals to consult with programs and agencies on health-related is-
sues which affect adolescents and young adults with disabilities, and to
facilitate the development of public policy to assist these youth with
chronic health conditions.

exaMmpLE: Electronic Networks and
Telecommunications Systems

In 1984, the Department of Health and Human Services and the De-
partment of Education formed a coalition to develop a national information
and referral system at the University of South Carolina and at the Associa-
tion of University Affiliated Programs on resources and services available
for children with special health care needs. This system is comprised of lo-
cal, State, and regional telephone and personal computer networks.
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3 .a
These networks are operated by parents; primary, Secondfr;hiazf::i;if;' o?/]
care providers; governmental agencies; and voluntar:y.ofgmmes
behalf of children with special health care needs and their :

In addition, database networks are being developed at tZeNlinst:u:i
for Child Health Policy in Gainesville, Florida (A Computenze" d'anb?ed
ment Information Database) and at a center for developmenta é isal o
individuals in San Diego, California. The San Diego system (Ak ?hm;:;; o
ized Patient Tracking and Information System ) effectively trac SS etheast
ery of services to children with special health care needs from Sou
Asian families.

These activities make it possible to combine telecommumca:gons tv;t{?
computerization to improve the currency and accuracy of mefmr?k'jon awith
able to family-oriented, community-based systems of care for children
special health care needs.
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lli. A CALL FOR ACTION

Children with special health care needs and their families face many
challenges and burdens. Yet, we have the knowledge and resources to
assist them in obtaining affordable, quality services. We have made
progress, but can do much more to assure comprehensive systems of
services for these children and their families.

Let us all make the commitment to these children and their families to-
day, and move forward knowing that we have the information to guide us.
In 1980 the Public Health Service issued Promoting Health/Preventing
Disease: Objectives for the Nation. The Objectives for the Nation for
1990 are being updated for the year 2000. We will incorporate our task
into the national objectives.

| am asking the Division of Maternal and Child Health to take the lead in
collaboration with the American Academy of Pediatrics in assuring that our
nation has a family-centered, community-based approach to care for all
children with special health care needs. | ask all of you to work with the Di-
vision to accomplish this goal. With the collaboration of families, parent co-
alitions, State agencies, public and private health care providers, commu-
nity support organizations, and the health care financing sector, we will be
able to accomplish our task.

Therefore, | am asking:

»  FAMILIES--to actively participate in caring for their children and
to help shape health care policy and programs.

«  STATES--to implement systems of care which support the
strengths and needs of families, to assure the input of families at
all levels of care, and to assure the adequate preparation of pro-
fessionals for new collaborative roles.

« PRIVATE HEALTH CARE PROVIDERS--to develop sys-
tems which meet the needs of families and which encourage their
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independence, by forging strong linkages between primary, sec-
ondary, and tertiary levels of care (physicians' offices, community
health services, clinics, community hospitals, health maintenance
organizations, children’s hospitals, other teaching hospitals).

» THE HEALTH CARE FINANCING SECTOR--to assure that
all children with special health care needs have access to quality
health care, and that support services are adequately funded to
enable families to care for their children in their own homes and
communities.

Improving the financing of care must remain a top priority in our com-
mitment to insurance coverage for all. We applaud Medicaid in the public
sector and insurers in the private sector for looking for mechanisms to im-
prove and expand their coverage in cost-effective ways. We ask them to
continue and strengthen these efforts.

We also must reach out to professionals in education, developmental
disabilities, social services, vocational services, and mental health to
assure that there is a coordinated approach to serving families. The
Division of Maternal and Child Health will continue its partnership with
other Federal agencies to facilitate a comprehensive approach to services
that is family-centered, community-based, and culturally sensitive.

These major steps in building family coalitions, improving services for
children and families within our States, and redirecting health care dollars
in cost-effective ways will provide a tremendous force in accomplishing
our goal of quality care for all children with special health care needs.

Let us work together to enable these children to receive the kind of
care they need and deserve. We must build on our strengths and move
forward. Using our knowledge and skills, and by cooperating, | know that
we can make it happen--coordinated, family-centered, community-based
care for all children who need special health care.



